 Traumatic Brain Injury (TBI) Advisory Board
Meeting Minutes
Date 06/22/2020 
TELECONFERENCE INFORMATION
https://us.bbcollab.com/guest/be2fb60f099e40c88a94dcbb3322b7d4 
Call In: 1-571-392-7650    PIN: 602 153 5432

Contact person(s):  
Tanya Thee, 916-558-5870, email: tanya.thee@dor.ca.gov

1. Call to order 	10:15am
Chair Dr. Stephanie Kolakowsky-Hayner 

2. Welcome and Introductions 			 
Chair Dr. Stephanie Kolakowsky-Hayner

Board Members (present by video/phone):
· 	Dr. Stephanie Kolakowsky-Hayner, Chair
· Dr. Maheen Adamson, Co-Chair, Defense and Veterans Brain Injury Center and Stanford School of Medicine 
· Dr. Charles Degeneffe, San Diego State University 
· Susan Hansen, San Diego Brain Injury Foundation (former) and Caregiver 
· Todd Higgins, Disability Rights California and TBI Survivor 
· Dr. Henry Huie, Santa Clara Valley Medical Center 
· Daniel Ignacio, St. Jude Brain Injury Network and TBI Survivor 
· Dr. Bennet Omalu, Bennet Omalu Pathology and UC Davis
· Dr. Katie Shinoda, Mercy General Hospital 
· Lili Whittaker, Kensington Foundation and Mother of TBI Survivor 
· Kim Baker, Community Advocate 
· Eric Williams (joined second half of meeting)

Members of Public (video/phone):
· Jerry Chen, Peer Supporters of Santa Clara Valley Med and TBI Survivor
· Karen Strasilla, Services for Brain Injury
· Bobby
· Bryant Farnham, TBI Survivor
· Dan Clark, Community Advocate
· Veronica, TBI Survivor
· Sarah

DOR Staff (video/phone):
· Tanya Thee, Traumatic Brain Injury Grant Administrator 
· Megan Sampson, Independent Living and Community Access Division Chief and TBI Survivor
Victor Duron, Deputy Director Independent Living and Community Access Division

Board Members (absent):
· Dr. Steven T. Chan, Physical Medicine and Rehabilitation (PMR) at Kaiser Permanente
[bookmark: _Hlk516669033]
3. Housekeeping 		
DOR Staff, Tanya Thee gave a summary of meeting rules and procedures and tips for using Blackboard Collaborate.

4. Public Comment 					
Dr. Stephanie Kolakowsky-Hayner

No non-agenda topics were addressed by the public at this time.

5. [bookmark: _Hlk39664793]Action Item: Approval of Minutes from April 30, 2020 Board Meeting (Act and Discuss)
Motion requested by Member Huie and second by Member Hansen to approve the June 15, 2020 meeting minutes.
Motion was approved by an 10-0-1 vote. Yes – Members: Adamson, Baker, Degeneffe, Hansen, Higgins, Huie, Ignacio, Kolakowsky-Hayner, Shinoda, Whittaker; No – Members: 0; Abstain – Omalu, Members: 1.

6.  COVID-19 Updates
[bookmark: _Hlk44050051]Victor Duron, DOR Deputy Director Independent Living and Community Access Division
Carry over item from previous meeting for an opportunity to discuss any issues relating to COVID-19. 

Member Shinoda has seen a range of different reactions and challenges – social isolation, depression, axiety. Many survivors had difficulty applying for services/support. Virtual and quarantine fatigue is happening.  People want in person connections. Learning how to do that safely is a new challenge. There is also a wide range of understanding of the situation and concern for others.

DOR Duron pointed out how there are two spectrums and it goes from the overly cautious to those who are ready to return to normal. It seems we are trying to learn how to balance between the virtual and the in person. 

Member Adamson pointed out that the National Institute of Health has data points including one now for COVID-19.  They request that any measures or surveys collected are submitted to the repository. Member Adamson will send the link to all the national surveys to Tanya who will in turn send to all our interested parties and post to our online links.

Member of the public comment from Bryant Farnham, discussed how Coastline Community College is advertising under DOR. Went through the first part of the process which was a meeting with intake at the college. The school is stating that if you have a psychiatric element to your disability that you are not invited into the program without making the formal notice that is required of a public benefit program. There is structural discrimination and it is becoming hard to access services. Access is being denied to people who really need them. DOR Duron suggested to reach out to the campus and submit an inquiry about the concerns. Bryant stated the school does not put anything into writing and keeps everything verbal so there is no documentation. DOR Duron offered to reach out to his Vocational Rehabilitation counselor for support. Members Higgins and Ignacio offered support also.

7. DOR Update
Victor Duron, Deputy Director Independent Living and Community Access Division
	There are several events and initiatives that DOR is supporting right now:
· DOR will be hosting virtual events for the American with Disabilities Act 30 year anniversary and 100 year anniversary of the vocational rehabilitation program.
· DOR held a Juneteenth event this week with staff and discussions about racial equality and solidarity.
· DOR’s vocational rehabilitation offices remain opened and have remained open during the pandemic. They are available by appointment only (in person and tele meetings).
· Recently sharing information on COVID-19 impact on the national and state economy.  State is anticipating having a $54Billion shortage due to the tremendous impact of the pandemic. Since the tax deadline was pushed to July 15th, the situation is still evolving.
· Some strategies proposed included a 10% reduction in state personnel expenditures and a 5% reduction in state contracting expenditures and a proposed one-time reduction of $2.1million dollar to our Independent Living Program which has been rejected by the Legislature. The budget should be finalized soon.
· The TBI program remains intact for the new fiscal year.
· This summer is the beginning of last year of the TBI 4-year cycle and we will begin the process of next Request For Application (RFA) for the next cycle. Historically, the grants have been a three-year cycle and four/five-year cycles are being considered. There is no guarantee that current grantees will not change as this is a competitive process. DOR will be reaching out to committee members for evaluators for the next TBI grant who are subject matters. The seven new TBI grants would begin July 1, 2021.

Public Comment:
Dan Clark, going forward there needs to be a conversation around these grants and maybe a certification process. Some programs may not know how to present properly, and an entire community can lose services. 

DOR Duron, the next semi-annual TBI report is due end of this month to the Administration for Community Living (ACL) on the progress the board is making utilizing the federal grant. We did receive positive feedback from ACL on our activities so far. We have been tentatively alerted that the next grant application is being currently created. DOR would like to ask for a no-cost fourth year extension on the current contract.
DOR has launched a new Voice Options program that is a partnership with California Public Utilities Commission (CPUC) for people with speech or communications related conditions and makes available iPads with speech generating software to those individuals. There is a mandate to ensure that all people with disabilities have access to California’s telephone systems. The website for the program will go live this week and if you know anyone who would benefit from this program please send them our way. CCCIL and Freed have already signed up to provide the Voice Options services. Currently have 38 counties that have access to this service and anyone who needs services outside the 38 counties will be connected with DOR and will be referred to someone who can help.

Announcement was made to introduce Megan Sampson, the new Independent Living and Assistive Technology Section (ILATS) Division Chief. 

8. ACL Grant Activities (Budget, Goals/Timelines/Other)
At the meeting in February, the State Plan Sub-Committee was discussed to be established. Members Williams, Hansen and Whittaker were nominated, and still looking for any additional nominations or volunteers that would like to lead that subcommittee. Would like to have six committee members. Tasks associated with being a Lead were presented.  There were no volunteers, nominations, or public comments.  We will have to discuss and decide if we want to bring on non-board members to join committees. Getting clarification from Victor about bringing in non-board members that would be helpful.

There are approximately $350,000 remaining of the ACL grant, assuming there is no more travel (due to COVID-19). Asking for any additional ideas for use of this funding. Member Higgins recommends using some funds for committee leads to attend the NASHIA conference. We will be asking the board during our NASHIA discussion coming up next who would like to participate. Member Omalu suggested using some funds to hire a professional to do a poll with TBI survivors and ask them what their needs are so we can have real data on what their specific need and expectations really are; this has been discussed in the Needs Assessment committee meetings. Member Ignacio presented information on statistics for patron centered outcome research from John Hopkins Brain Injury Association Maryland including barriers and needs such as education for family members (documents will be forwarded to DOR).

9. National Association of State Head Injury Administrators (NAHIA) Discussion
Judy Dettmer and Becky Wolfkiel presented to the committee about their work.
· Judy and Becky work for NASHIA who has been awarded the contract to provide technical support to Administration for Community Living (ACL) TBI grantees. Becky has been the Executive Director for past two years. 
· NASHIA represents state governments who are building service capacity systems for people with brain injuries across the country. 
· Was started thirty years ago to focus on creating ways for making all the system components come together and work with various partners to make it happen.
· Serve as a best practice centralized location for helping communities.
· Hold an advocacy day in Washington every year for funding.
· Advocate for increased funding for those programs.
· Assist states with advocacy efforts.
· Currently in a website overhaul to include as much information as possible.
· Training and education webinars regularly. 
· Technical assistance to states and TBI centers with ACL grants.
· Develop needs assessments for each state and then supports them.
· Helping ACL with congress and federal coordination plan and report.
· Strategies and Solutions Report to help states with best practices specific to ACL grant initiatives.
· Stakeholder meeting annually for ACL Grantees and others.
· Helps develop toolkits for states including California to help bring on new members and get started foundationally.
· Brain Injuries Speakers Bureau will roll out with the new website.
· Dedicated line items without state budget and assisting states with Medicare waivers.
· Program evaluation and service coordination
· Identify needs and build on correct infrastructure
Members are encouraged to reach out with any question they might have.

Conference this year is being planned virtually. There will be two days with live sessions, podcasts, and additional prerecorded sessions along with regional meetings that will give the opportunity for many to attend. There will also be a virtual exhibit hall, many networking opportunities and a one-day post conference. 

Public comment: 
Bryant Farnham is looking for more information on public health. 

Lunch break at 12:05

	
10. Review and Approval of the TBI Advisory Board Bylaws    		         
	Dr. Stephanie Kolakowsky-Hayner, Chair 
Tanya shared that two committees have still not submitted their mission statements so we cannot finalize the bylaws yet. We will plan on final approval in August. 
Board motion to allow the Executive Committee to approve the bylaws we have the edits for so far? Member Hansen motion/Member Higgins second.  We empower the executive committee to approve what edits we have brought forward in April, until we get the other two mission statements.  
Stephanie, yes. Maneen, yes, Chuck, yes. Susan, yes, Todd, yes, Henry, yes, Daniel, yes, Katie, yes, Lily, yes, Approved Yes – 9, No-0, Abstain-0.

11. Board Internal Business (Executive Committee, Budget, Form 700, Ethics and Sexual Harassment Training, and Meeting Location)
DOR Staff: Tanya Thee
Form 700 was due June 1, 2020. Tanya will be reaching out to anyone that has still not submitted and six members do not have Sexual Harassment training certificates.
Next meetings are August 24 and November 23, 2020.  At this point we anticipate having video conferences for at least the next two meeting. Tanya asked committee members for pros and cons of video meetings.  Equipment working properly was brought up, along with possibly using other options such as zoom which are more user friendly.  Otherwise working well and time efficient. 
From DOR perspective: it is nice to be able to have the meeting recordings. 
Member Hansen is willing to lead the State Plan Sub-committee if we are all willing to support her. Members Huie, Kolakowsky-Hayner, Whittaker and Degeneffe all agreed to join.  We would like one more and will wait until the next meeting. We also only have five on our Sustainable Funding Committee and would like to have six. 
Currently there are 13 board members and we can have a maximum of 18. We would like to have feedback from the board if we should fill all five spots or less. Member Higgins believes we should not restrict how many, if there are people interested to fill all positions then we should fill them. There was a discussion on all the different potential sources and organizations where board members could be recruited from.

12. Subcommittee Reports (30 minutes each)				

Registry Subcommittee, Katie reporting
The Registry Committee has talked with Alabama, Virginia and Idaho to see what they are doing in their registries. We have had public interactions and input.  Data has been requested from the Trauma center but are still waiting on it due to COVID-19. 
Some lessons learned during the discussion with other states:
· Need to consider purpose of our registry which is reflected in our mission statement.
· We need to be cost effective and efficient. 
· Communication with State Departments such as Health and Human Services to ensure there are duplicating factors at play. 
· There are a lot of variables with how data is reported, and we want to be in the middle by not providing too much information before consumers need it.
· Need a plan for what we will do with our data, such as sharing information with survivors to access additional services.
· Discussion among board members and the public about the information from the trauma center and that the information can be biased based on hospital information. Lesser injuries, such as mild TBIs and concussions may not be recorded.
· We have an idea of what we want to accomplish within the next year including: gathering data we have access to now, analyze it within our committee or consider hiring a consultant with our surplus of funding. 
We can then provide information to other committees and state agencies from a comprehensive White Paper we develop. 
We will gather information from our seven current TBI centers and analyze that information to determine the effectiveness of the current sitewide TBI program.

Member Ignacio indicated that Virginia’s registry was canceled due to overlaps with other state agencies. Maryland also has a mandate but no enforcement which has prevented Maryland from establishing their registries due to lack of reporting.

Public comment:
Veronica wanted to know if there will be changes to the limits on retrieving compensation for TBI injuries in the workplace because the recovery time can sometimes be so long. The person was asked to follow up with Member Ignacio offline who is part of her support group.

Bryant Farnham stated it is hard to navigate all the services and there is scope of services problems between the county mental health, the state university systems and the State Department of Rehabilitation. There needs to be more of a coordination between them when going from acute treatment to rehabilitative treatment. It seems like the process is in place, but it is very drawn out and it should be faster. Having agreements between the agencies that they will coordinate would be a good starting point.

Needs Assessment Subcommittee, lead Todd Higgins
Since April meeting we have established our overall goal for the year of disseminating the survey, collecting the data and having the report ready by end of year.  Member Kolakowsky-Hayner has taken all the questions given to her and turned them into a survey.  We are also looking to get approved with a Request For Proposal (RFP) to utilize a consultant to assist with in-person and focus group type surveys.

Survey, Member Kolakowsky-Hayner:
The four surveys are being reviewed and will have skip logic. The surveys are:

Demographic Questionnaire:
Will go to individuals with brain injuries, caregivers and professionals who serve individuals with brain injuries.

Extended Demographic Questionnaire:
Will go to individuals with brain injuries and caregivers. There are extended questions pulled from data elements including education and work status.

Injury Characteristics Questionnaire:
Medical treatments received information included ER information or admission to hospital and discharge information. Also includes status of the person at time of injury.

Needs Assessment Questionnaire:
The person is asked to post their needs during first six months after injury and if their needs were met or not. Top ten unmet needs identified and what was the reason the needs were not met. All questions are repeated for different time frames up to 10 years after injury.

Survey drafts can be viewed at: https://www.dor.ca.gov/Home/TbiMeetingArchive under the June 22, 2020 Traumatic Brain Injury Advisory Committee header.

Board comments:
Member Degeneffe has some concerns about the length of the survey. Maybe pilot test the survey? Member Kolakowsky-Hayner stated that a pilot test if part of the process.  

Member Baker asked if there are questions about more than one injury or how many injuries were sustained? Member Kolakowsky-Hayner stated that will have to be looked into. 

Member Ignacio stated that the 33 data elements from the California Trauma Registry can be matched up to the data that is gathered from the needs assessment surveys.

Any additional questions or comments can be sent to DOR Thee and then she will share them with Member Kolakowsky-Hayner.

Request for motion to use the proposed needs assessment questions tool. Member Degeneffe motion/Member Baker second, Yes (Members Kolakowsky-Hayner, Baker, Degeneffe, Hansen, Higgins, Huie, Ignacio, Whittaker, Shindoa, Williams) No – none, Abstain- none, Motion passed 10-0-0

Request for motion to develop RFP and hire consultant to help do focus groups and gather information. Member Kolakowsky-Hayner motion/Member Shinoda second Yes, (Members Kolakowsky-Hayner, Baker, Degeneffe, Hansen, Higgins, Huie, Ignacio, Whittaker, Shindoa, Williams) No – none, Abstain- none, Motion passed 10-0-0

Public comments:

Dan Clark noted that rural versus urban areas should be address, Member Kolakowsky-Hayner agrees. Member Degeneffe stated that this is where the focus groups will be a great benefit.

Bryant Farnham wanted to know why the questions were asked after the votes, Member Kolakowsky-Hayner stated the vote was directed to the board. He wants to be sure that Roberts Rules are handled appropriately so the assessment proceeds properly. He also hopes Memorandums of Understanding (MOUs) are established with various organizations, especially at the county level.

Veronica wants to know if questions about seizures and/or convulsions were asked as well as, prior TBIs or other medical conditions. Member Kolakowsky-Hayner stated that multiple TBIs will be added and adding co-morbidities could make the survey too long but will look into it.

Sustainable Funding, lead Kim Baker
The committee has met twice since our last board meeting. Judy Dettmer joined the last meeting and helped us to identify needs in our state and how to identify those needs. It is important to learn from other states what has been learned and what has not. We have only been able to speak with one State, but we can see that it is a need to speak with additional states. 
Our mission statement is “to explore, identify and facilitate sustainable funding for TBI programs and initiatives in California”. 
Ideas so far include expanding the registry to include housing, approaching celebrities who have had experience with brain injuries; specifically, Emelia Clark, who has had near fatal brain aneurysms and has set up a foundation called SameYou. Partnering with Legislative and establishing a trust fund. If money were not an issue, how much would we need and how would we know this. We have a goal to identify two major funding sources by the end of the third year. Member Shinoda has agreed to join the Sustainable Funding committee.

No board comments.

Public comments:

Sarah Hancock has expressed an interest in joining a committee if allowed.

13. Summary and Action Items
Summary:
Reviewed and approved the April 30, 2020 meeting minutes.
Victor discussed how COVID-19 has affected our work.
Victor also discussed and provided DOR updates and discussed the ACL budget for remainder of the grant cycle.
We were joined by NASHIA representatives, Judy Dettmer and Becky Wolfkiel.
Board agreed to move forward with bylaws as edited and come back together to view bylaws including the missing mission statements.
The State Plan Committee was established.
Reminded of the requirement of form 700’s, ethics and sexual harassment training.
Meeting invitations were already sent for the August and November meetings.
Received updates from subcommittees.

Action items:  
Review board by-laws by August meeting. 

No board continuation of previous agenda items.

14.  Public Comment
Bryant Farnham stated it seems a lot of the services discussed can be addressed as Americans with Disabilities Act (ADA) accommodations on behalf of those with TBIs and can be offered thru Department of Rehabilitation.  I recommend that memorandums of understanding are drawn up with county agencies and public services so there is integration between services. 

Sarah Hancock would like to encourage us to include all services to help those that would benefit.

15. Adjournment	 

Meeting Motion to adjourn by Member Higgins/Member Ignacio as second. 

Adjourned at 4:00p.m.
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