Brain and Spinal Cord Injury Advisory Council
Minutes
Date: 
July 29, 2010






Time: 
8:30 a.m. to 5:05 p.m. EST
	CHAIR
	Thomas R. Kerkhoff, Ph.D.

	ATTENDEES

	NAME
	PRESENT
	Department of Health Staff Present

	(Council Members)
	
	

	Thomas R. Kerkhoff, PhD., Chair
	 FORMCHECKBOX 

	Thom DeLilla, Bureau Chief

	James Edwards, BSN, RN, CRRN, Vice Chair
	 FORMCHECKBOX 

	Teresa Hall

	Patricia Byers, MD, FACS
	 FORMCHECKBOX 

	Suzanne Kelly

	James F. Carrell
	 FORMCHECKBOX 

	William Reineking

	Erick H. Collazo
	 FORMCHECKBOX 

	Kris Russell

	R. Patrick Jacob, MD
	 FORMCHECKBOX 

	Andrea Slapion

	Paul Kornberg, MD
	 FORMCHECKBOX 

	Jean Kline, Division Director

	David Kushner, M.D.
	 FORMCHECKBOX 

	Victor Johnson

	Robert G. Melia, Jr.
	 FORMCHECKBOX 

	

	Julia Paul, R.N.
	 FORMCHECKBOX 

	

	Grace Peay
	 FORMCHECKBOX 

	

	Lester Rice
	 FORMCHECKBOX 

	

	Dale S. Santella
	 FORMCHECKBOX 

	

	Karly Schweitzer
	 FORMCHECKBOX 

	

	Marilyn Sutherland, RN, BSN, MS, CNRN
	 FORMCHECKBOX 

	

	Kenneth Weas
	 FORMCHECKBOX 

	


Agenda topic: Welcome and Introduction
	Discussion
	The meeting was called to order by Mimi Sutherland at 8:30 a.m.  Mimi “passed the gavel” to Dr. Thomas Kerkhoff.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Recognition of Departing Council Members

	Discussion
	Council members Mimi Sutherland, R. Patrick Jacob, and James Edwards were recognized for their contributions to the Advisory Council and were presented with glass plaques.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Review and Approval of Minutes
	Discussion
	Ms. Sutherland made the motion to approve the minutes.  Mr. Edwards seconded the motion.  Mr. Collazo requested a correction to the minutes regarding his attendance on the second day of the meeting.  The motion passed unanimously to approve the minutes as corrected.  During this portion of the meeting, Mr. DeLilla introduced Jean Kline.  Ms. Kline is the Division Director of Emergency Medical Operations, of which the Brain and Spinal Cord Injury Program (BSCIP) is a bureau within.  Ms. Kline gave a brief history of her work experience as a registered nurse through her current position within the Department of Health (DOH).  She indicated that she plans to attend and participate in Advisory Council meetings so she “can hear your concerns and benefit from your knowledge.”

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Florida Disabled Outdoors Association
	Discussion
	David Jones discussed the Florida Disabled Outdoors Association (FDOA).  He gave a brief overview of his experience sustaining a brain injury as a result of a hunting accident and how his experiences in rehab, specifically therapeutic recreation, lead him to create his organization.  Mr. Jones discussed the benefits of therapeutic recreation.  These include motivation, wellness, building self-esteem; networking, socialization, reduced costs due to secondary complications; general overall happiness, and inclusion.  His program offers recreational activities for individuals with disabilities that include diving, horseback riding, water skiing, basketball, bowling, martial arts, power cycling, gaming with Wii, ceramics, arts and crafts, singing, dancing, and the arts.  The program uses many different assistive technologies to provide recreational activities.  FDOA holds annual events called SportsAbility in several locations throughout the state.  These multi-day events allow people with disabilities to sample or try out various recreational opportunities.  The events also provide a resource sharing opportunity (trade show) of organizations, agencies, businesses, clubs, and groups to share who they are, what they do, and to provide information and resources.  
Mr. Jones stated that FDOA has also worked with the Brain Injury Association of Florida to provide recreation opportunities at their annual Jamboree event.  In addition, FDOA publishes three newsletters a year that are distributed to over 11,000 people and maintains a website.  Dr. Kerkhoff asked “How might someone access your program now?”  Mr. Jones responded that contacts can be made via the website (fdoa.org), responding to the newsletter, or by phoning their organization.  He stated that it’s important for them to “chase down the people we are trying to serve, put something in their hand, let them know when and where and how to find us, and then hook them up with resources.”
Mr. DeLilla stated that it’s important that each of the state designated facilities maintain contact with FDOA and share information about FDOA with their patients to ensure that they are able to obtain information and participate in programs in their area.  He would like to see this included as a standard so that patients who cannot receive therapeutic recreation in-patient have opportunities elsewhere.  
Ms. Sutherland asked who sponsors some of the FDOA events, particularly the competitive events and if they have invited an insurance company to attend to perhaps give an award to whoever wins.  This would expose insurance companies to programs designed to keep people out of hospitals.  Mr. Jones responded that SportsAbility started as a grassroots event by a handful of people who wanted to sit water ski.  It slowly built year by year with additional activities being offered.  As they grew, they began looking for sponsors, and of course hit most of the durable medical disability organizations.  They have been fortunate in picking up support and donations and landed a small grant through Voc Rehab that helped keep the event going.  Community involvement has been key, for example in Tallahassee, Tallahassee Orthopedic Clinic stepped up to be a community donor and donates every year.  As for courting an insurance company, they have not done so.  He has been working a little bit with Blue Foundation out of Jacksonville.  This is a new initiative of Blue Cross/Blue Shield to get out and promote community development and active living.  Ms. Sutherland stated that it might be a unique opportunity to educate them and perhaps somewhere along the line get them to consider funding or paying for it as part of the policy to keep people healthy and active, especially when that is now such a target initiative politically and legislatively.  She suggested that FDOA invite them to give an award for example the Blue Cross/Blue Shield SportsAbility Award.  Mr. Jones discussed that FDOA has given an Active Leisure for Life award out for five years.  The award recognizes people or organizations that contribute to or share in the mission of helping people with disabilities.  
Dr. Kerkhoff suggested that FDOA work to identify Florida as a disability tourism best practices site so that we invite people from other states and countries who have disabilities to come here to be tourists.  Mr. Jones agreed and stated that it is a big market that’s being overlooked and marketers are starting to realize that if you have 20 percent of the population with a disability, it’s a significant amount of people and a significant amount of dollars, a niche.  He gave the example of Wilderness Way.  This organization does adventure trips around the country for people who have the interest, the ability, the time, the resources and the money to participate.  He believes if we offer programs around the state, people will come.  

Mr. DeLilla stated that Mr. Jones had approached BSCIP several years ago and was very persuasive.  BSCIP agreed to provide a level of funding to get FDOA more established in the state and to provide an opportunity for Mr. Jones to bring on staff to assist him, but more importantly to be able to interact with some of the other agencies within the state to obtain funding.  Funding was provided through a contract with the Florida Alliance for Assistive Services and Technology (FAAST).  This year, beginning July 1, BSCIP made the decision to fund FDOA directly.  He understands FDOA is communicating with the Agency for Persons with Disabilities for funding assistance for SportsAbility this year.  He would like to see it integrated into the VA and suggested that there may be some grants available through the military to help support these programs in Florida.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Brain Injury Association of Florida (BIAF) – Contract Overview
	Discussion
	Ms. Valerie Breen began her presentation by pointing out a report titled “Enhancing the Traumatic Brain Injury System of Care” to council members.  The report is a briefing report from BIAF on behalf of the Department of what has been accomplished over the past year, as well as plans for the future.  BIAF is celebrating 25 years of service and “has served many with the help of many.”  She expressed appreciation to BSCIP and the Advisory Council for 20 years of support to the organization.  A video was played that highlighted BIAF’s signature event, the annual Jamboree.  This event has been supported financially by BSCIP for three years.  FAAST and FDOA have participated as partners in the events.  
Ms. Breen used the report to provide her 2010 report to the Council.  BAIF ensures that services to survivors of traumatic brain injuries (TBI) and their family members are provided.  One way is through the provision of direct services through a coordinated statewide network of trained certified staff including family support specialists who assist survivors with assessing their needs and eligibility for community-based services and identifying services to address their long-term needs.  They may provide referrals to specialists and assistance with preparation of applications for many forms of needed assistance, including medical, therapeutic, employment and financial.  Ongoing support is provided through 38 support groups that meet regularly across the state.  During 2010, 1145 survivors and caregivers were referred for direct services to BIAF for an array of services.  Half needed or received long-term supports.  In addition, over 4,000 pieces of informative materials were distributed to support group participants.  A toll-free helpline, answered by trained personnel was also available.  Personalized packets of information were sent to over 3,600 consumers upon request.  Their website received over 81,000 unique visitors, averaging 223 visitors a day.  They provided over 2,000 booklets, postcards, guides, fact sheets, brochures, and other TBI materials to BSCIP offices for use by case managers when meeting with their TBI clients.  Their annual Jamboree was attended by 151 survivors, family members and caregivers with 43 BIAF staff, partners and volunteers.  
Ms. Breen discussed that BSCIP uses BIAF to conduct independent evaluations of the satisfaction of consumers that have been served by the program after the case has been closed for 30 days.  Another component over the past year, has been educating Florida survivors, their families, professionals, and the public.  Education for survivors and families includes assistance to understand the information they are provided and the resources available to them so that they can make informed decisions about securing the best options for their unique needs.  Education is provided to a wide range of professionals, including rehabilitation facilities, university students, law enforcement officers, physicians, returning veterans, public school teachers, judges, senior citizens, case managers, high school and college coaches, mental health workers, nurses, job coaches, fire safety officers and hospital discharge planners.  Public education includes an emphasis on preventing TBI and identifying the signs and symptoms of brain injury.  Ms. Breen described the various trainings provided through BIAF.  Several are self-study and online.  In addition, BIAF produces the Brain Waves Magazine which highlights may of the product services and initiatives.  
BIAF also advocates for survivors and their families one person at a time to get them the services they need to help sustain themselves in the community and to reach employment.  

Through follow-up surveys with BSCIP clients, focus group surveys and interviews from consumers that were completed when the needs assessment was developed it was found that 100% said their current housing needs were met, 86% said they received regular medical care and medication they required, 98% said they have access to reliable transportation, 95% have friends or family available to help them and 100% said they have necessary equipment.  The unmet needs identified were financial assistance, social and recreational activities, and education and employment.  
Future plans include combining the family support program and the information and resource center into a traumatic brain injury resource center and support center.  They plan to develop a family advocacy and support network.  Ms. Breen wrapped up her presentation by quoting Margaret Mead – “never doubt that a small group of thoughtful committed citizens can change the world, indeed it’s the only thing that ever happens.”

Dr. Kerkhoff asked if BIAF had been able to generate any data to evaluate the effectiveness of the training provided to coaches on concussions.  Had there been a behavioral change triggered by the education?  Has the incidence of concussion been reduced and can it be linked to the education?  Ms. Sandra Dreker responded that the messages went out last year.  The follow-up on use of those will be the next step, and then they will begin “to look at some sort of format of a specific project that would measure impact.”  Ms. Sutherland suggested they conduct a survey of the coaches that were educated to see if they changed their practice of putting kids back in, etc.   Ms. Dreker replied that the next step will be to see if they liked what they got, then did they use what they got, and then beyond that did it have an effect at their specific school or community.

Ms. Breen discussed that over the next six months BIAF will be wrapping up and completing many of the aspects of what was reviewed in her presentation.  BIAF was able to work with BSCIP to extend its current contract for six months through a no cost extension.  Once the new contract is completed, BIAF will change its focus to directly impacting consumers and families through a resource center, resource facilitation, and a family advocacy and support network.

Mr. Collazo asked how much budget is used to fund the Jamboree.  Ms. Breen responded that the average cost is $250 per person to attend the Jamboree and that she did not have the budget number available at the current time.  Mr. Collazo asked if any efforts would be regenerated to sponsor a law similar to the Lystedt Law out of Washington state.  This law requires a child who suffers a concussion to receive medical clearance before being allowed back into a game.  Ms. Breen responded that BIAF was invited to the table and partnered with the University of Miami to review the legislation.  They felt it needed tweaking for Florida.  A work group was put together and they now believe the legislation would pass in Florida.  BIAF is putting it on the agenda for their Board of Directors.  BIAF has lobbying efforts that they fund through general dollars through the Capitol Hill Group.  Mr. Collazo asked if this was something the Advisory Council could help with.  Ms. Breen responded that once she gets it approved and the board decides to move forward they will work with the Capitol Hill Group and are going to need individuals to help work the issue through.  She indicated that she would keep Mr. Collazo informed on all of it.

	Action Items
	Person(s) Responsible
	Deadline

	BIAF will update Mr. Collazo on efforts to implement legislation similar to the Lystedt Law.
	BIAF
	Ongoing


Agenda topic: Brain and Spinal Cord Injury Budget
	Discussion
	Victor Johnson provided a report on the Brain and Spinal Cord Injury Program’s current budget status.  He indicated that he has seen significant changes in the program’s budget since he began monitoring it.  The 2010-2011 Budget Authority is $24,282,558 for BSCIP Trust Fund and $3,147,435 for General Revenue for a total of $28,429,993.  Although it appears there is significant budget, there is a portion that is unfunded.  This means that the program has the authority to spend up to the budget authority, however, there is no funding to support it.  The program develops a budget based on estimated revenue projections.  Mr. Johnson reviewed the line item budget developed by the program in preparation for this current fiscal year.  He discussed that revenues have continued to decline, but it has been forecasted that the revenue streams should “plane out” and that we shouldn’t continue to see reductions.  Of concern though, is the forecast was made on April 9th and then on April 20th the Deep Water Horizon event occurred.  It is unknown how this event will affect revenues to the program.  The program will continue to monitor revenue and will adjust its budget quarterly in response to revenue projections.  All purchases are being reviewed and evaluated.  Mr. Johnson explained the Medicaid Waiver state share process in detail.  
Mr. Melia asked how the Adult Cystic Fibrosis (ACF) Medicaid Waiver Program affects the program.  Mr. DeLilla responded that the program was transferred from the Department of Children and Families (DCF) legislatively to the Department of Health.  It was then placed within our program primarily because we were one of the only programs within the Department with knowledge and experience in developing and administering a Medicaid Home and Community Based Waiver.  When the ACF Medicaid Waiver Program was transferred, it was a General Revenue program.  The state applied for a Medicaid Waiver and it was approved by the Centers for Medicare and Medicaid.  BSCIP was not provided with any additional funds or staff to administer the program.  It has increased Ms. Kris Russell’s duties and responsibilities.  
When the program was in DCF, it was managed under contract by Abilities of Florida.  They performed the case management functions.  Because funding has gone down, effective December 31st, the BSCIP will take over all administration of the program.  Waiver Specialists will be assigned the current caseload and the BSCIP Rehabilitation Information Management System (RIMS) will be modified to integrate this new program into its structure.  Mr. DeLilla admitted that “we don’t have any knowledge; we did not have any real knowledge and experience working with this population, but we will.”  The program will be a 100% Medicaid Waiver program.  Clients will have to be Medicaid eligible to receive services through the program, which may present some challenges since some who may need assistance are not eligible for Medicaid.  Mr. Melia offered words of praise for Ms. Russell’s work with the Medicaid Waiver program.
Mr. Melia asked how the program could stop being “nickeled and dimed in the future”.  Mr. Johnson replied that he would like to explore a change to or exemption from the 10% administrative fee that is removed from trust funds, as well as the 8% transfer to general revenue on an annual basis.  He would like to see new funding sources be created, for example House Bill 325.  If a portion could be allocated to BSCIP it would significantly help the program.  He discussed that the Department is being told to expect a 5% reduction in General Revenue on January 1st, but doesn’t believe the program will be affected by this since the Department knows you “can’t tap into something that you don’t have”.  It is expected that some trust funds will be swept.  The Department is also talking about another 15% reduction exercise for fiscal year 2010-2011 in General Revenue.  BSCIP is primarily trust funded, so would be minimally affected.  The program’s biggest concern is will funding continue to decrease or will it begin to level off and start increasing.  
Dr. Kerkhoff stated that he was “heartened to hear” that the program is seeking direct service reimbursement for Medicaid providers rather than serving as the “middle man”.  He stated that psychologists receive no Medicaid reimbursement in the state of Florida and suggested that the program partner with the Florida Psychological Association and Medicaid to change the rules to allow psychology services to brain and spinal cord injury patients be reimbursed from Medicaid.

Mr. DeLilla discussed that the program must ensure that it provide the best services to individuals within the realities of the budget that we are provided.  He believes it is the responsibility of the people on the Council and in the audience to educate our legislative bodies about the needs of this population and to advocate for additional funding.  BSCIP will listen to the Council and will craft legislative budget requests to move forward for consideration.  We need to have more discussions on how to best focus attention to a consistent message throughout the state to generate additional dollars.  He believes the Council should voice their concerns on the record so that it can be referred back to it.  He discussed that the BSCIP was originally included in the red-light camera bill until the last committee meeting was held, then the program was pulled out.  The program had anticipated using these funds for enhanced payments to skilled nursing facilities for people on ventilators.  The plan would have been to identify newly injured individuals who are respiratory dependent, assess them, and provide them an opportunity to obtain the diaphragmatic pacing system.  Individuals would go from a trauma center into a specialized facility that meets certain standards and criteria and the funds would have been used for an enhanced payment.  After 60 days, they would be eligible to transfer back into the community through the Medicaid Waiver program’s Nursing Home Transition Program.  Mr. DeLilla stated that the hardest part is getting legislation passed and that now perhaps it can be changed to include BSCIP in a share of the revenues.  It will take people “from here to keep bringing it to their attention”.
Ms. Sutherland stated that the University of Miami is a well funded private school.  She believes that every grant the school is awarded has a 51% Dean’s Tax for administration.  The Miami Project to Cure Paralysis is a massive organization with an astounding ability to raise funds.  She believes that the funding they receive from the red-light camera monies should be deducted from the $500,000 BSCIP is legislatively mandated to provide them for research.

Mr. Melia related an experience where he was recently asked to travel to Washington, DC to address legislators on an issue relating to pending legislation that could potentially affect individuals ability to get basic DME, wheelchairs specifically.  He was in DC for two and a half days and saw a dozen different legislators.  All but one agreed to sign onto bills that would secure the equipment needs of constituents.  He would like to see this type of activity on a state level in Tallahassee.  He believes we should bring “star Medicaid waiver patients” who are transitioning into independent life or show how services from the trust fund are positively impacting clients with brain or spinal cord injuries and their families.  He stated, “Legislators are going to be interested in how they can help, and it will have a snowball effect.”
Dr. Kerkhoff asked what the boundaries are for advocacy for the Advisory Council and stated that it may be done more effectively by private groups like the Brain Injury Association of Florida or an equivalent spinal cord injury group.  Mr. DeLilla stated that a group of constituents put together some possible ways to generate additional revenue and that they would have to first work their way through the entire legislative process.  He stated that the Advisory Council should be aware of what opportunities may be available and should review them and determine which ones are most feasible.  There should be an effort to present a very focused and consistent message to key people throughout the state.  

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topics:  Locomotor Recovery After Pediatric Spinal Cord Injury and Control of Walking Balance After Incomplete Spinal Cord Injury
	Discussion
	Ms. Emily Fox and Dr. Kristin Day shared their rehabilitation-related dissertation research studies with the Advisory Council and the audience.  Ms. Fox and Dr. Day were recipients of $5000 BSCIP grants that supported them with their dissertation research studies.  For details on these studies, the official transcript pages may be requested from the Brain and Spinal Cord Injury Program.  

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  University of Miami Report
	Discussion
	Dr. Ian Hentall provided a report on the research activities for brain and spinal cord injuries at the Miami Project to Cure Paralysis.  For details on these studies, the official transcript pages may be requested from the Brain and Spinal Cord Injury Program.  

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  University of Florida Report
	Discussion
	Dr. Dennis Steindler provided a report on the research activities for brain and spinal cord injuries at the University of Florida.  For details on these studies, the official transcript pages may be requested from the Brain and Spinal Cord Injury Program.  

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Responsibilities of the Board of Governors
	Discussion
	Dr. R.E. LeMon, Associate Vice Chancellor for the Florida Board of Governors discussed the board’s responsibilities relating to the establishment of a statutorily mandated administrative process for reporting from the University of Florida and the University of Miami and the distribution of funds based on these reports.  He stated that the Board does not have a governing relationship with the University of Miami, as they are a private institution.  Dr. LeMon met with Mr. DeLilla and Ms. Kelly to begin to work out the mechanics of the reporting process.  His goal was to make it as efficient and minimally bureaucratic as possible.  The statute requires two reports, one to report on what you had done with the funding and another to report on what you plan to do in the future.  He suggested combining the two reports into one simple report.  If more information was needed than was contained in the report, he would simply contact them by phone or go to their website.  As a result, three documents have been developed.  The first is a letter from Chancellor Brogan to the State Surgeon General that details the “story of how we solved the problem”, how a reporting mechanism has been put into place, and that they believe the mechanism is extremely efficient.  They indicated that they could not get involved with the University of Miami, but that if the Department wished to use the same kind of reporting structure to get compliance, it was there and could be used.  The letter also indicates that the latest report from the University of Florida was sufficient and that they were signing off on it and would pass the information on to the Legislature.  The letter was also very complimentary to the staff of the Department with whom they had worked.  The second document is a one page, front and back report that breaks out the expenditures and the estimated expenditures in standard categories.  The report breaks out the projects that are being done and how much of the $500,000 they are using to fund them.  There is also a set of instructions.  The report due date is August 1st.  They will be testing this date to ensure that it is convenient for the University, the Department of Health and for the Board of Governors.

Dr. Kerkhoff asked if the report would be available to the Council.  Dr. LeMon responded, “Yes, absolutely.”  He stated that the way it will work is that the University of Florida will send the report to both the Board of Governors and the Department of Health.  The Board will complete an analysis of the report and will then transmit approval to Mr. DeLilla’s office to release the funding.  Dr. Kerkhoff asked what criteria the reports are reviewed against.  Dr. LeMon indicated that they “stuck to the bones of the statute” in their requirements.  It is primarily an accounting of the funding that has been given and then an estimate of the funding needed for the next year.  
Dr. Kerkhoff requested a motion for the Council to consider requesting in a formal manner that the University of Miami comply in a like manner to the University of Florida in terms of reporting their research that stems from funding provided by the Brain and Spinal Cord Injury Program.  Ms. Rice made the motion, with a second from Mr. Weas.  The motion passed unanimously.



	Action Items
	Person(s) Responsible
	Deadline

	Request the University of Miami comply in a like manner to the University of Florida in terms of reporting their research that stems from funding provided by the BSCIP.
	BSCIP
	None given


Agenda topic:  Medicaid Waiver/Nursing Home Transition Update
	
           Discussion
	Ms. Kristen Russell provided an update on the Medicaid Waiver Program and the Nursing Home Transition Program.  The Medicaid Waiver Program is currently undergoing changes from her last report to the Council.  The current population in the waiver is 335, with 289 funded through the traditional waiver and 25 who have chosen to use consumer-directed care which means that they take the money appropriated to their care plan and hire their own caregiver and buy their supplies from any vendor they choose.  They are required to keep a budget and are visited each month by a consultant who reviews their budget, receipts, and the hours that the workers hired have submitted.  If they overspend in any month, they have to reduce their budget by that amount in the next month.  The remaining 21 people have successfully transitioned from nursing homes since July 2009 as the result of a class action lawsuit that was discussed at the last Council meeting.  The program is approved for 375 slots.  It has not been filled due to budget shortfalls.  The program has taken significant reductions.  Of those currently on the Waiver, 166 have been on since before 2005.  Twenty-four have been on the program since day one.  The Waiver clients are aging and their health problems are increasing.  Their caregivers are also aging and some are dying before the client.  As a result, service needs are increasing so the program is trying to meet these increased needs instead of adding new clients to the program.  The waiting list has grown to 603 people waiting for services.  
The program has a handbook that was promulgated into rule with the waiting list policy clearly stated.  It mandates that the program can’t provide services to new clients using non-existing funds.  The program was following the requirements of the handbook and then a court order arrived.  A judge ruled that the state had to provide services to one individual who had filed a suit regardless of the rule.  
Dr. Kerkhoff asked how the Waiver program was preserving the federal mandate to provide for the needs of the clients who are already on the waiver given the budget rollbacks.  Ms. Russell responded that they have evaluated every participant’s plan of care.  The consultants are meeting with the clients every month to ensure they are receiving the services they are authorized for and that their needs are being met.  The program requires “medical necessity”.  The program has been educating its clients, the providers and support coordinators on this topic for the last two years.  The program has been working to ensure that clients are using their Medicaid plan benefits.
Dr. Kushner asked why the program is not mediated directly through the Agency for Health Care Administration (AHCA).  Ms. Russell responded that AHCA is the administering agency, but does not operate the program.  There are also waivers operated by the Agency for Persons with Disabilities, the Department of Elder Affairs and the Department of Children and Families.  

Ms. Rice stated that she understood that the Medicaid Waiver would override the medically necessary portion of Medicaid and that Ms. Russell was stating that the Medicaid Waiver services have to be medically necessary.  Ms. Russell responded that a Medicaid waiver merely says that a state can provide services in excess of what the state plan services are.  In Florida, Medicaid state plan services for adults are minimal.  The Medicaid waiver programs in the state are able to provide services that are over and above what Medicaid can provide, but they must be determined medically necessary.  Medical necessity is determined by input from the recipient if possible, the physician, the support coordinator, the Medicaid Waiver Specialist.  A group decision is made and once agreement is reached, the physician writes the orders.
Ms. Russell stated that the program had a decision to make because the program was now vulnerable as a result of the court order to provide Waiver services to an individual without following the wait list procedures.  As a result, the program will reduce its legal liability by filling the remaining 40 slots by utilizing the only available funding out there which is the nursing home line item of the Medicaid budget for the purpose of transitioning eligible people out of nursing home facilities.  Ten people are currently going through the eligibility process for the Waiver to ensure that they are Medicaid eligible, that all the paperwork is in order to prove that they were in a nursing home and that they meet nursing home level of care.  Thirty slots are still open and this is going to pose a considerable workload issue for program staff, but it must be done.
Mr. DeLilla stated that one of the primary responsibilities of the Waiver is to prevent people from being institutionalized or to transition people out of nursing homes back into the community.  There is a real cost benefit for the Waiver.  Average costs for nursing homes is over $70,000 per year.  Average costs for Waiver services is $32,000.  He also mentioned that the wait list is open to anyone who requests to be added to it.  Individuals are requesting to be added to it in the event their circumstances change in the future.  As a result, there are a lot of individuals on the wait list who are not at risk of institutionalization tomorrow.  Some have been on the wait list for over three years and they are not in an institution.  This is being reviewed by the state agencies and the federal government.  It may result in only those individuals in nursing homes are eligible for waiver.  Dr. Kerkhoff asked if there was a prioritization scheme for the wait list in terms of people on the list.  Mr. DeLilla responded that there is an assessment instrument that determines an individual’s risk of being institutionalized.  
Discussion among several council members and Mr. DeLilla revolved around the issue of placing newly injured individuals into a nursing home and then using the nursing home dollars to transition them out instead of having to use trust fund dollars.  Mr. DeLilla indicated that he did believe this was a good option.  Ms. Russell indicated that she has chosen to not be in a position to counsel someone to go into a nursing facility just for this purpose.  It was agreed that the system is broken.  
Mr. DeLilla reiterated that he would like to hear from each of the council members how they would balance upfront services, long-term care and research with the limited resources the program has.  Dr. Kushner stated that with the funding restraints, the Waiver program should be limited to those who are already institutionalized in a nursing home.  Ms. Russell concluded her report by stating she had reservations about laying out where the Waiver program is, how it is doing, and what we have to do.  She asked that the Council be “our voices in whatever way you can.”

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Day One Wrap-Up
	
           Discussion
	Dr. Kerkhoff asked for a motion to end the day.  Robert Melia made the motion.  It was seconded.  The meeting adjourned at 5:05 p.m.

	Action Items
	Person(s) Responsible
	Deadline

	None.
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July 30, 2010






Time: 
8:30 a.m. to 2:41 p.m. EST
	CHAIR
	Thomas Kerkhoff, Ph.D.

	ATTENDEES

	NAME
	PRESENT
	Department of Health Staff Present

	(Council Members)
	
	

	Thomas R. Kerkhoff, PhD., Chair
	 FORMCHECKBOX 

	Thom DeLilla, Bureau Chief

	James Edwards, BSN, RN, CRRN, Vice Chair
	 FORMCHECKBOX 

	Teresa Hall

	Patricia Byers, MD, FACS
	 FORMCHECKBOX 

	Suzanne Kelly

	James F. Carrell
	 FORMCHECKBOX 

	William Reineking

	Erick H. Collazo
	 FORMCHECKBOX 

	Kris Russell

	R. Patrick Jacob, MD
	 FORMCHECKBOX 

	Andrea Slapion

	Paul Kornberg, MD
	 FORMCHECKBOX 

	Jean Kline, Division Director

	David Kushner, M.D.
	 FORMCHECKBOX 

	Victor Johnson

	Robert G. Melia, Jr.
	 FORMCHECKBOX 

	

	Julia Paul, R.N.
	 FORMCHECKBOX 

	

	Grace Peay
	 FORMCHECKBOX 

	

	Lester Rice
	 FORMCHECKBOX 

	

	Dale S. Santella
	 FORMCHECKBOX 

	

	Karly Schweitzer
	 FORMCHECKBOX 

	

	Marilyn Sutherland, RN, BSN, MS, CNRN, Chair
	 FORMCHECKBOX 

	

	Kenneth Weas
	 FORMCHECKBOX 

	


Agenda topic: Welcome and Introduction
	Discussion
	The meeting was called to order by Dr. Kerkhoff.  He indicated that some of the agenda items would be switched around and that there would be a compression of the Legislative Issues Update and several of the afternoon agenda presentations.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic: Legislative Issues Update
	Discussion
	Ms. Susan McDevitt shared a brief presentation about the Department’s experience of five years with the Red Light Camera Bill and other legislative bills that were reviewed and analyzed for the 2010 Legislative session.  The Office of Trauma reviewed and analyzed over 90 bills.  Key bills overlapped between the Office of Trauma and the BSCIP.  She asked Council members to review their handouts that included House Bill 325 and its bill analysis.  She discussed that the Office of Trauma has promulgated multiple rules this session, including the ventilator dependent project, as well as the skin care project.  She discussed that the Legislature was interested in the financial stability of some of the trauma centers.  Many are having difficulties keeping the specialties covered, particularly neurosurgeons, oral maxofacial and ENTs.  The Office of Trauma’s major emphasis is to look at the impact healthcare reform is going to have on compensated care.  Ms. McDevitt turned the presentation over to Mr. DeLilla.
Mr. DeLilla began by asking Council members to turn to section 11 of their binders.  He stated that he wanted to continue the previous days discussion of what we can do together to address the needs of people with traumatic brain and spinal cord injuries in the state of Florida.  The program is unable to lobby, but he believes it has the responsibility to work with its community partners to educate people so they are able to make informed decisions in terms of what options may be available, what the issues are in Florida, and what actions can be considered to address those concerns.  A list of proposed options was put together for the Council to consider.  Mr. DeLilla stated that the discussion the day before addressed the broad issues that the program is having to deal with, from the provision of acute care, to rehab, to long-term services and supports. He discussed that some individuals have tendencies to support one over the other, and some see the need for a continuum of care and see all the issues as being important.  He asked Mr. Collazo to begin to review the proposed options and asked the Council to look at this information as a body, determine what they think is important, what they would like to support, prioritize those and then the program would look at the issues and bring them to the attention of the Department’s legislative group and ask for their input to begin a focused effort to make positive change.
Mr. Collazo reported that his task force (Comprehensive Benefits for Catastrophic Injuries) had been working on proposed legislative changes to assist traumatic brain and spinal cord injury survivors.  In the last year because of what was happening at the federal level, they were unable to get any political support at the state level to try and make any insurance changes.  The original purpose of the task force has been “set forward” on the insurance side.  They are going to regenerate that task force because there are many continuous efforts.  A meeting will be held in Orlando during the Workman’s Compensation Conference.  The Neurotrauma Association, headed by Neil Flannery, is restructured and several of the board members that are committee members are going to put together a legislative schedule on how to attack the issue of insurance.  He discussed that Mr. DeLilla has requested that he start looking at other issues as far as protecting the trust fund and trying to best utilize it.  Mr. Collazo then reviewed the Proposed Options handout that included suggestions to request the Legislature fund the Medicaid Waiver program with $3 million of General Revenue instead of utilizing BSCIP Trust Fund and to provide an additional $1 million General Revenue to provide for additional clients.  In addition, a proposed suggestion would be to eliminate the requirement in statute to provide up to $1 million for brain and spinal cord injury research to the two universities from the trust fund.  We would request General Revenue to support research efforts.  The elimination of the 8% administrative fee is another proposed option.  Several trust funds in the state are exempt from this fee, and this could be requested for the BSCIP Trust Fund.  In addition, the 10% administrative fee that is provided to the Clerk of the Courts would be an item to propose eliminating to increase revenues to the program.  Amending the Uniform Traffic Control legislation that was passed this year to redistribute half of the funds received by the Miami Project to Cure Paralysis ($3 for each infraction) to BSCIP would result in an estimated $1.5 million in additional revenue to the program.  Another issue to readdress is the Florida motorcycle law.  Currently in Florida, motorcycle drivers are not required to carry no-fault vehicle insurance or to wear helmets.  The helmet law should be reintroduced.  
Mr. DeLilla discussed the need for long-term neurobehavioral services.  He stated it has been an issue for as long as he can remember.  BSCIP contracted with BIAF to work with the Neurobehaviour Task Force to put together a legislative budget request for the development and the staffing of long-term residential programs in Florida.  They did a good job of identifying the issues and the costs to develop a program that was very comprehensive and would allow people to move back into the community if appropriate.  However, the cost for the development of these programs are staggering and he believes the group needs to consider alternatives.  He suggested applying the idea of the ventilator program which established standards and criteria for skilled nursing facilities and provides an enhanced payment to compensate for the additional staffing requirements.  He discussed that with the ongoing efforts to transition people from nursing homes utilizing the Medicaid Waiver Program, there now may be vacancies in these facilities.  An idea would be to have nursing homes in Florida who may have a wing or beds available be developed into neurobehavioral programs.  A board could be created to include BIAF, AHCA and various professionals to develop standards and criteria for a neurobehavioral program.  The board would determine the appropriate amount of payment which would be a supplemental payment (enhanced payment) in addition to what they currently receive from Medicaid.  It is estimated there may be 50 people each year that would be appropriate candidates.  These would be people that are severely injured, that don't have family support or the family is unable to care for them, they are not appropriate for the waiver because of the level of care that they need.  They can't go into a regular nursing home to be with the elderly, it would be very disruptive, and they don't belong in prison, and they don't belong in Chattahoochee because they are not staffed to serve this population.  The number of beds could be expanded as the need continues.  Mr. DeLilla stated that if the people who go into these facilities improved and were stabilized, that there's the possibility that they could then transition back out of that facility into the community using the waiver because they would have been there for more than the 60 days.  He stated, “I would like to throw that out.  I don't know if that's the answer, but I think it's better than some of the ones we had come up with in the past.  So, if this is something that this group thinks needs to be explored further that would be entirely up to you.”
Ms. Rice discussed that the Council needs to talk about what its process would be to advocate for these issues.  She has talked with BIAF about a legislative advocacy effort through the BIAF to support BSCIP.  BIAF has 22 family members of TBI survivors who are willing to be legislative advocates.  She proposed that the Council work with BIAF to put together what BSCIP’s priorities are and have a one-page talk sheet ready by the third week in October before the elections.  After the elections every county has a public delegation hearing, and any issue whether it be legislative or a budgetary item that will come before the Florida legislature during the 2011 session has to be heard before a public hearing.  She stated, this is the time that the legislators hear from the public whether it's an agency or an individual as to their requests for action by the Florida Legislature.  She discussed that the 22 family members would be able to take the Council’s “white paper” to their local representative’s public hearings which are usually held in December or January.  These individuals would be scheduled to go before these legislative delegations and present the priorities.  They would have two to three minutes to speak so the white paper should only be one page long.  This process would distribute a message statewide to various legislators, but this does take a commitment.  She reiterated that the Council have its priorities on a one-page document.  “This is the issue; these are our solutions.  For example, as Thom said the issue is our Medicaid waiver is the only waiver funded from a trust fund, not general revenue.  Solution, fund from -- I mean short and to the point.”  She discussed that backup material is critical.  As a former legislative aide, she knows that the aides will take this one sheet of paper to the Legislature, and that's what they work from, but the aides will have read that background material.  It all happens very rapidly.  Ms. Rice stated that once the legislative session starts, we would need to keep up with it and have our legislative advocate team make phone calls, send e-mails, or do a legislative day at the Capitol to go around and see those legislators and reinforce our message.
Dr. Kerkhoff endorsed Ms. Rice’s recommendation and added that the issue of advocacy is a re-occurring discussion.  He stated there is a need for formal training for people who want to advocate on a continual basis to ensure that we have a constant voice and that people should be updated periodically and trained enough to know if someone asks them a question they are not simply reading a statement but have data in their heads.
Ms. Rice agreed and stated that BIAF has an individual who can help with training and that she can also.  Training would have to be provided prior to individuals going out and it would be an ongoing effort from year to year.  She asked if the question was ever answered about whether the Advisory Council can advocate on behalf of the Department.
Ms. Kline responded that she would get clarification on the question because there's a very, very fine line.  The Advisory Council is appointed by the State Surgeon General to advise the Department on issues and the Department has five lobbyists that are registered.  One is the State Surgeon General and the rest are Legislative Planning staff.  Ms. Kline will get clarification about the extent and to what measure the Council can advocate.  She indicated that she appreciated the Council using the word advocate instead of lobbying, but that this is “really kind of going into a line that I would like to get some advice on.”
Mr. DeLilla stated that he believes it's really important that the Council be provided with information and training about the Sunshine Laws and that we do whatever we have to do to make sure that we are in total compliance with any rules and regulations within the State.  He stated that we constantly have turnover on the council and the task forces and that we need to make every effort to fully comply because he would “hate to see something like this derailed because we were ignorant about our responsibilities.”

Ms. Rice asked Mr. DeLilla if BSCIP would need to get approval from their legislative affairs office on anything that was decided here for BIAF advocacy.  Mr. DeLilla stated that the program would bring this discussion to the Department, to legislative planning, to the General Council to make sure they don't violate any rule.  Dr. Kerkhoff questioned if funds expended by BIAF toward advocacy are part of monies received from the Department.  Mr. DeLilla stated that the program can't use any contracted dollars for lobbying, but that we do have a responsibility to educate our policy makers about the issues.  Ms. Slapion suggested that individuals may review the State of Florida’s Advocacy Center website.  It has publications on how to be an advocate and what steps to go through to be an advocate.
Mr. DeLilla recommended that whoever leads the advocacy group go before the Governor's Commission on Disability to take the one-pager and present the issues and recommendations.  He stated that if the group sees merit in what you are doing and you can get the support of that body, that it is helpful because they go directly to the Governor and to the Governor's Chief of Staff, so that cuts right through to the top.  He also discussed that BSCIP likes some of the issues that were presented today and are looking to the Council for advice in terms of what they see as priorities.  It is the intent of BSCIP to develop legislative budget requests and it would like to be consistent with the Council’s priorities.
Ms. Pat Reineking spoke of her experiences as a mother of two children.  She indicated a willingness to be trained and to become an advocate.  Ms. Breen asked her to provide her email address to BIAF.
Mr. Collazo suggested that the list of issues not be condensed to one, but that all of the options be put together in a technical white paper.  He believes that as the advocacy effort continues, you would find resistance to some items and no resistance to others.  He is concerned that if the Council picks only one issue, that it “may not have a 50 percent success rate or a 20 percent success rate.”  He recommended having all the options available to the Council, that the Department help put together all the data and then have the advocacy groups approach the legislators like Ms. Lester discussed.  Then the group should gather for a caucus on which items would be most successful and begin to focus on those items.  
Dr. Kerkhoff requested a formal motion be made to ensure the action item not be lost in the “shuffle of comments.”  Mr. Collazo made a motion that the Council take the action items that were proposed and evaluate them for legislative advocacy efforts to enhance or maintain the trust fund for the Brain and Spinal Cord Injury Program after the Department determines if the Council can put together an advocacy group.  Mr. Edwards and Ms. Rice seconded the motion.  Dr. Kerkhoff opened the floor for discussion. 
Ms. Peay discussed concern with the long-term neurobehavioral issue.  She stated that as a brain injured person, your neurobehavior gets worse as you get older and that you would have to make a separate entrance into a nursing home or you would have trouble getting someone to enter.  She stated, “it would make me feel darn stupid to walk into, when you have lost what you once had and you know that you are not going to walk into a nursing home unless you have got a little fire lit under you.”  She also stated that she didn’t believe you “should keep asking them to take everything from general revenue, and I make the suggestion that you just forget about giving those people the money.  Miami Project, they can raise their own money.  So can your University of Florida.”  
Mr. Melia responded to Ms. Peay that he has walked in her shoes and understands what she is saying.  However, he sees from working in an inpatient setting on a daily basis, that there are patients that would benefit from neuropsyche services just to get them halfway as successful as Ms. Peay.  He agrees with Ms. Peay and supports her position, but sees that there is a vast need for neuropsyche services for people who are much more disabled.  Ms. Peay responded that “you cannot define a level of disability on someone” and that “what you see as somebody higher up is not necessarily higher up.”  She stated that to go to a nursing home for help is harder than having to walk into a church or an art center or a library.  She indicated that she needed to take a break and exited the meeting.
Dr. Kerkhoff addressed that “there's a lot of emotionality tied to trying to prioritize any particular agenda, and this is part of discussion.”  He asked, “what is the procedure for moving forward from this assuming that the motion passes and what is the time line since time is of the essence and we are probably not going to have or we may have another Advisory Council meeting before those critical time lines hit?  What's the mechanism for ensuring that we move forward from today?”  Dr. Kushner made the recommendation that once the Council receives clarification about whether it can advocate, that an email be sent to all with an official summarized list of what they would be advocating for and then the Council could proceed from there.
Mr. DeLilla thanked Ms. Peay in her absence for her comments.  He stated that she helped him “with trying to explain what I wanted to say before and that is, that each and every one of the recommendations that are here need to be reviewed and refined so that every one clearly understands the intent of each one.”  He believes that can be accomplished.  He acknowledged Dr. Kushner’s recommendation and stated that we must “have clarification from the Department as to what we can and cannot do, that's key number one.”  He also discussed that the program may be able to use video conferencing equipment to set up an Advisory Council meeting using five different locations where the Council could see each other and interact.  During the video conference, the Council could go back through each of the recommendations.  He proposed that the Council review the proposed recommendations in their folders, take a look at each one, make some notes about each one and be prepared to discuss, refine and get it to a point where they can choose to either adopt or not each recommendation.
Ms. Breen reminded the Council that if a briefing paper is to be developed by mid October to go to the delegation, the issue has to be chosen by September 1 to allow time for crafting the paper and distributing it.  She stated that there are multiple issues for consideration and that you don't want constituencies “out there developing their own lobbying issues.”  She stated the common issue everyone is interested in is sustaining and enhancing the trust fund and preventing any more damage to the trust fund.  She again pointed out the proposed issue for the Medicaid Waiver and replacing $3 million with general revenue.  She addressed the issue of eliminating the 8 percent administrative fee and if it would have a greater benefit than if you go after general revenue.  These issues need to be decided upon and addressed in August.

Dr. Kerkhoff asked the Council to consider Dr. Kushner’s comment as an amendment to the motion as a clarifying amendment and called the question.  The motion passed unanimously.  

	Action Items
	Person(s) Responsible
	Deadline

	Get clarification about the extent and to what measure the Council can advocate.
	Ms. Jean Kline
	


Agenda topic: Florida Alliance for Assistive Services and Technology Contract Update
	Discussion
	Mr. DeLilla discussed that the program no longer has a contract with the Florida Alliance for Assistive Services and Technology (FAAST).  The program previously had a 3-year contract that provided for a number of different services and he wanted to make everyone aware of how the decision not to contract with the FAAST came about.  He stated that the program felt that some of the services were no longer necessary or had been completed.  One service, the nursing home survey is included in the program’s statutes.  The program is required to conduct an annual nursing home survey to identify individuals under the age of 55 residing in nursing homes that may have the potential to be reintegrated back into the community.  As a result of the Nursing Home Transition Program, the program has developed a letter that is being sent out to all nursing homes asking them to report any new admissions into a nursing home so that the program can “bounce that back against our data to see who is exposed to being institutionalized.“  As a result, there really is no need to conduct a formal nursing home survey anymore.  The program also purchased through the previous contract, assessments or reviews of providers to make sure that the providers used for the program met provider qualifications.  The program wanted to ensure that contractors are licensed and insured.  At this point, the program has an adequate number of approved providers within its system, and is capable of verifying that people are properly licensed before they are put into MyFloridaMarketplace and BSCIPs management system.  As a result, the contracted service is no longer necessary.  
FAAST also had responsibility for administering the Florida Spinal Cord Injury Resource Center (FSCIRC).  This was the primary service BSCIP was most interested in continuing.  BSCIP looked at the staffing patterns, the salaries, the peer-mentoring program, and the follow-up surveys and developed a budget based on what it knew it would cost to administer the program.  BSCIP was interested in working with FAAST to administer the Resource Center within the budget developed.  BSCIP negotiated back and forth with FAAST, but was unable to come to an agreement.  As a result, BSCIP made the decision to take over the administration of the FSCIRC itself.  BSCIP has hired the staff that was previously working for the Resource Center and have located them in the St. Petersburg Region 3 office.  A new web page and toll free line have been set up.  Procedures and the processes for paying for peer mentors has been developed.  The program is in the process of redoing all of the brochures to indicate that this is a Florida Department of Health, Brain and Spinal Cord Injury Program.  FSCIRC staff is very excited to be part of the Florida Department of Health.  
Dr. Kerkhoff asked if the monies saved from not renewing the contract were part of a budget reduction or have those monies been reallocated for client services.  Mr. DeLilla responded that the budget for the contract was close to $1 million with FAAST.  BSCIP has estimated that it can administer the Resource Center itself for approximately $200,000, $250,000 on the high end, so there's a cost savings of approximately $750,000.  These savings will be used to provide direct client services.  Mr. DeLilla stated that the program sees this change as positive.  BSCIP is now able to integrate the FSCIRC into its rehabilitation information management system.  It is anticipated that the center will move back into Tampa General Hospital.  The space the center was in is still held under lease by FAAST until March of 2011.  
Mr. DeLilla discussed that FAAST has regional demonstration centers to provide people with disabilities information about assistive technology and devices.  Mr. DeLilla learned that FAAST also had a contract with Vocational Rehabilitation for about $1.4 million to maintain and develop these regional centers.  The contract with BSCIP provided for the same services and when they were asked if BSCIP no longer contracted with FAAST if people with brain injuries and spinal cord injuries would still be able to obtain the services that VR is paying for through their contract.  FAAST responded that they could continue to get these services, but that what BSCIP had been paying for were priority services.  BSCIP clients will continue to receive the same services under FAAST, they just will no longer be priority services.  Mr. Santella asked about the emergency AT fund that was a service under the previous contract.  Mr. DeLilla responded that BSCIP is looking to work with BIAF to take over the emergency fund.  This is a $50,000 emergency fund to provide for critical and essential services that are not available from any other third party resource.  The fund is limited to providing a one-time loan of up to $5000 for an assistive device and can only be used if an individual would be at risk of being institutionalized or developing a secondary complication that would require hospitalization.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic: Advisory Council Membership Update
	Discussion
	Ms. Suzanne Kelly discussed the current state of the Advisory Council’s membership.  She provided a handout of the terms for each council member.  There are currently two Council members whose terms have ended.  Jim Carrell has resigned from the Council due to medical issues and Dr. Jacob’s second term has expired.  In addition, five additional Council seats will be expiring within the year, for a total of seven pending vacancies.  Ms. Kelly requested that the Council think about and provide some recommendations for candidates for these seats.  Ms. Kelly also provided a handout that indicated what specific categories the Council member seats are and discussed that the Council is required by statute to have a certain composition.  She also provided the Council with an Advisory Council application form that they could share with anyone interested in serving on the Council.  
Ms. Kelly addressed the issue of task force reporting.  She reported to the Council that of the nine task forces currently in force, only three had submitted a report for the Council’s review.  She discussed that when the task force concept was created, the Council developed rules that required that task forces submit quarterly reports.  She reported that she requests reports prior to each meeting, and may get two a year.  Ms. Kelly reviewed the reporting template that was created originally and determined that it may be too cumbersome.  She created a new template that is very simple to use.  It asks what the task force goal is, what progress has been made towards the goal, if any meetings have been held in the last quarter, and if the task force is proposing any meetings for the next quarter.  Ms. Kelly stated that these reports can be used as a reporting mechanism for the Council meetings.  She requested that if any task force plans to hold a meeting that they notify her in advance.  All meetings must be noticed to be in compliance with the Government in the Sunshine Law.  She reported that  Mr. DeLilla had asked her to schedule a speaker for the next Council meeting to talk about the Government in the Sunshine Law.  
Prior to the break, Ms. Slapion was recognized to address the Council.  She indicated that she was speaking on behalf of herself in response to what had happened earlier in the meeting.  She stated that “the Advisory Council are all people that are very supportive and their hearts and souls are into what they do.  And I say that sincerely.  However, I have to say that as somebody who has a brain injury, and I know some people with brain injuries more than the rest of you do, that the suggestion that the nursing home be the focus to look at as a place to as an adjunct put somebody with a brain injury is offensive at best.  I understand it's cost effective.  I expect there are other cost effective places besides a nursing home, which is where elderly people who are about to die live.  People with brain injuries frequently from the day they have their brain injury have a fear of ending up in a nursing home.  Having said that, I also know that I have a brother that's retarded psychiatric bipolar.  They have behavioral problems in his home in the community that Medicaid pays for.  So, I would strongly urge the people working on this topic to look at other places than a nursing home because, and I understand that.  I understand both sides.  It's cost effective.  But I think that we need to look for a different kind of cost-effective solution to that.”  Dr. Kerkhoff thanked her and Ms. Peay for their comments and acknowledged that “they are indicative of the emotional charge that's related to any time we talk about issues of program priorities, and I think they need to be respected and folded into the process of developing priorities in this area.  So, that's why we want to involve as many people as possible in this process, and it's not an intellectual exercise.  It is a combination of great ideas, creative ideas, and the emotionality that we all feel as invested members of this community.”  Ms. Sutherland commented that she was concerned that it was her suggestion that was offensive and apologized.  She stated it “was never my intent.  It was made out of absolute frustration that we can't find a way to serve more people and to access the dollars that are there federally.  It was only a manipulative concept of how can we get to pay for more people.  Spending a lifetime at Jackson sending young people to nursing homes, and spending a lot of time taking young people to nursing homes to see that young people end up in nursing homes, which is abysmal and it should never have to be a strategy to access monies for services to get them out of there.  It should never have to be a pass through to get to where you really should be and that was my only, only intent of is there someway we can -- I didn't know it had to be 60 days, which is unconscionable.”  

Ms. Breen discussed that the Neurobehavioral Task Force and what Mr. DeLilla presented is a component of what Medicaid funds are for if you are going to do general Medicaid.  She said the task force is also looking alternatives.  The task force learned that if we are going to address long-term supports for people with traumatic brain injuries, that there are alternative ways in working with waivers through pilot projects that can begin to develop, for example, a residential housing opportunity with wrap-around services.  You would have to be careful about how you cost it out so it does not look like it's more than the nursing home rate.  She stated, “there are other ways to work; there are several options for consideration.”

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic: Task Force Report – Skin Care
	Discussion
	Ms. Susan McDevitt provided a report on the Skin Care Task Force.  She reported that the task force has been active since 2006 and has been fortunate to include 21 spinal program managers on the task force.  Ms. McDevitt shared that she received a call from Julia Paul in 2002.  Ms. Paul had identified a serious problem in her respective hospital.  She had noted in her trauma registry, which is the data collection for spinal patients, that there was an increase in decubitus ulcers.  She reported that the wound care nurse position had been terminated in her hospital and asked Ms. McDevitt to look at other trauma centers to identify if they also were seeing the same trend.  It was determined that they were.  The trauma registry indicated that one in three spinal cord patients were actually showing a decubitus.  Ms. Paul also identified that everybody had a different way of handling the nursing process with skin care, that there was not a structured process.  BSCIP was finding this issue through reports from its individual case managers.
The Department began to address the issue by looking at nursing standards of care and practice.  They also reviewed what AHCA pays for under Medicaid, as well as Blue Cross/Blue Shield.  They found that in the patients that were for pay, they were allowed to have a wound care nurse for assessment, development of the treatment plan, and follow-up of the implementation plan.  They also found that in the hospitals that had Medicaid patients, they were not seeing the same level of care, for specialty beds, as well as wound care assessment.  Mr. DeLilla developed a very cooperative and coordinated relationship with the Trauma Centers and provided them with pressure mapping systems.  The task force was developed as a coordinated effort between the Office of Trauma and BSCIP.  A major colloquium was held at the University of Florida in Gainesville in 2007.  The outcome was very successful with over 45 people attending.  Ms. Paul started a really strong Preventative Ulcer Program, called PUP.  She provided data to show that the program worked from the time that she had identified the crisis.  There was a strong recommendation from the participants who included Brain and Spinal Cord representatives, Trauma Program managers, trauma surgeons, neurosurgeons, wound care nurses, and representatives from AHCA and Blue Cross/Blue Shield.  A commitment was made to move forward with developing and implementing the pressure mapping statewide and to collect data.  The PUP was also pilot tested in certain trauma centers.  It was found to work.  The program is well established for the identification of wound care based on nursing process through stage one through stage four.  It clearly mandates that a wound care nurse must assess every patient, and they must have specialty beds accordingly.  Based on the data, the 21 trauma centers adopted the preventative ulcer program by Department of Health standards.  Once the precedent was set, and the standards were adopted, the Department began rule development workshops.  Two rule development workshops were held and the preventative ulcer program has been adopted by rule.  It is in the Department of Health standards and is mandated for implementation.  There is one standard of care and one standard of practice for decubitus ulcers.  It is an evidence-based program.  The outcome is that all patients receive wound care assessment by a nurse and there are specialty beds.  The data is “spectacular”.  The 2009 trauma registry data indicates a 5 percent decubitus rate.  For comparison, in 2002, the rate was one in three patients had a decubitus.  

Ms. McDevitt shared that because of the implementation of this evidence-based program, the Joint Commission has requested the Department send outcome data to show how it implemented this particular program.  She requested Ms. Julia Paul say a few words about the program.  
Ms. Paul stated that she had identified that when the PUP was implemented, the length of stay significantly decreased on their patients.  “One of the things with decubitus is that placement is extremely hard.  When you have patients that have bad decubitus, different organizations will not accept your patients until you have rectified that decubitus.  In addition to that patients end up on ventilators because of septicemia.”  She stated that she emphasized that this issue “is purely nursing. This has nothing to do with physicians.  It is simple turning, being mindful of your patient's skin and the different things that go on with that and this is nursing driven.”
Ms. Tracy Meltzer discussed that a task force has been established to revise the brain and spinal cord injury standards.  This task force is weaving the trauma standard that has to do with wound care into the acute care nursing standard for brain and spinal cord injury.  They plan to carry it through the rehab standards also.

Ms. McDevitt requested that the Council disband the Skin Care Task Force.  She indicated that she would provide quarterly reports on decubitus as they are identified in the trauma registry.
Dr. Kerkhoff asked Mr. Edwards if the task force members revising the nursing standards would be reflecting these in their revision.  He responded, yes.
Ms. Sutherland made the motion to disband the Skin Care Task Force and that a thank you letter go from Mr. DeLilla and Dr. Kerkhoff to all members of the task force thanking them for their hard work.  Dr. Kushner seconded the motion.  The question was called and the motion passed unanimously.

	Action Items
	Person(s) Responsible
	Deadline

	Develop thank you letters to the Skin Care Task Force Members thanking them for the work on the task force.
	Thom DeLilla and Dr. Kerkhoff
	


Agenda topic: Task Force Report - Diaphragm Pacing - Ventilator Dependent
	Discussion
	Ms. McDevitt reported on the Diaphragm Pacing – Ventilator Dependent Task Force.  She directed the Council to tab 9 of their binders for an in-depth strategic plan for the diaphragmatic pacer.  In 1998, the Department identified the need to look at a coordinated system for ventilator patients.  The Department did an in-depth data research, and validated that there were 125 to 135 trauma patients.  Their length of stay was six months to four years in ICU.  The Department began developing an action plan and getting people around the table including representatives from BSCIP, AHCA, Florida Health Care Association, Hospice, and the Florida Home for the Aged.  The group identified the need to develop a Legislative Budget Request (LBR) and worked very closely with AHCA.  The LBR was denied.  The Department also recruited key leaders to assist with developing ventilator rehab standards of care.  Ms. McDevitt gave a history of each year of the task force’s efforts to get support for and to submit an LBR.  Each was denied.  

She reported that the task force has not lost sight.  It has tremendous support with our partners at AHCA, the Florida Health Care Association and key leaders in the House and Senate.  Mr. DeLilla is a member of the Governor's Commission on Disabilities and it is supported by its Executive Director Bryan Vaughn.  The Department had the opportunity to talk to the Commission and discuss its goal in the continuum of care.  Ms. McDevitt stated the goal is “when that trauma patient comes into the hospital our ultimate goal is to have them on that pacer.  After they have been on that pacer as a new injury, to be able to have them discharged to a designated ventilator rehab program within a skilled nursing facility where they would get PT, OT, and respective nutritional and respiratory assessment.  Our ultimate goal is then to reintegrate that person back into the community.”  She reported that there have been nine pacer patients to date.  Of those, eight have been reintegrated back into the community.  The Department has identified criteria in the strategic plan.  The person must have a primary caregiver to assist them with that initial reintegration.  We also work with making certain they are with cardiac as well as renal assessment.  
She reported that surgeons who have done the pacer report it being a highlight of their life to be able to see a patient that has been on a ventilator to be off the ventilator and that patients will tell you not hearing that noise 24/7, and to be able to taste food again is something that we will never know the benefits.  Ms. McDevitt asked Ms. Leona McGinty to provide a brief update on a patient she has cared for.  Ms. McGinty is employed with Brownings.  Her company has about 40 at-home ventilator-dependent patients, so they are very well aware of what happens when you are on a vent.  They were very fortunate that Orlando Health did a diaphragmatic pacer on a brain and spinal cord patient, and that he has been home for about four months now.  She reported he's doing great.  He has three small children and a wife that supports him.  She reported that the fact that he is on a pacer is such a difference than being on the vent.  The care that is required is minimal compared to a vent and the cost for the vent supplies alone is a dramatic difference.  She thanked Mr. DeLilla and Ms. McDevitt for their hard work in bringing this to Florida, because before this they would have had to have gone out of state and this would not have been an option for this family.  
Ms. McDevitt stated that the ventilator-dependent project has been a 12-year journey so far and to bring the pacer to our state has been 10 years.  The important thing is, it's here.  The Department has chosen based on AHCA's recommendation, that at this time we only do children.  Dr. Kerkhoff commended the task force for its persistence and mentioned Bernie Brucker who was instrumental in helping the project move forward.

Mr. DeLilla stated that he is excited that we are beginning to see some very positive results from all these efforts.  The program has found that those people who have been on respirators for a good part of their life, do take a longer period of time to wean them to the diaphragmatic pacer, but that they continue to make progress.  He discussed that he had been provided an update on the patient who had the implant at the Orlando Regional Medical Center.  He was concerned there were complications with the pacer, but found that the issue was the pacer battery.  The battery needs to be replaced every month and costs $50.  The person had the implant through Medicaid, and he's on share of cost with them.  When he goes off share of cost, he can't get Medicaid to pay the $50 for the battery.  This is a little issue, but it's important and why we need to be able to have meetings and to communicate with each other so we can identify little problems like when your Medicaid cost of share runs out and your battery goes dead that there is a mechanism in place to be able to replace the batteries or be able to have some spare batteries in your dresser.


Ms. Sutherland asked if Ms. McDevitt was keeping track of the payor mix for the pacers and then the cost savings.  Ms. McDevitt responded that yes, the Department looks at whole demographics first, second the length of stay that they were in the hospital, then the cost and the return on the investment, and also any complications.

Dr. Kushner asked if anyone ever completely gets off the pacer of if there is no experience with that yet?  Mr. DeLilla responded that there is evidence that some people have been able to wean themselves off the diaphragm pacer, but not here in Florida that he is aware of.  There have been hundreds of these done around the country and throughout the world and there is data available.  Ms. McDevitt indicated that there is an article that is available to show the number that have been weaned off.
Ms. LaShawn McCray discussed that she is employed by Broward Childrens’ Center and that they have two patients who received the pacer in May.  The issue they had was that Medicaid will pay for the surgery, but not the device.  The Center was able to do grants and raise money for the device.  She asked if this was something the Department would be working on, because they have others kids that are potential candidates.  Ms. McDevitt responded that it is one of the Department’s long-term planning goals.  Mr. DeLilla stated that he believes that as we are able to clearly determine the benefits and be able to gather that information that we will probably see more support through the Medicaid and Medicare programs for the device.  Mr. Collazo asked what the cost of the device is.  Mr. DeLilla responded it’s $50,000 for the device and the procedure.  The procedure can be done on an outpatient basis, but it's preferable that the patient go into the hospital so they can be monitored for several days.  He repeated, that the plan is to have eligibility criteria for the pacer, and that when a person who is newly injured and on a ventilator, that they go to a trauma center, that there are people there that can do the assessment to determine if they meet the eligibility criteria.  The pacer is done and the person is then stabilized and transferred from there to one of these skilled facilities that meet specific standards and criteria where they would then be weaned onto the diaphragm pacer,  If they were there for a period of over 60 days, they could get some rehabilitation training possibly move from there back into the community on the Medicaid waiver.  Ms. McDevitt stated that Dr. Onders' recommendation is that the patient go in two days before the actual surgery.  His goal for educating our state for best outcome would be you have the EMS at the roadside.  You get the patient to the trauma recessed, you get them evaluated, you get them stabilized to the OR, and then do the pacer.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Agenda topic:  Task Force Report - Utilization of Assistive Technology for TBI/SCI
	Discussion
	Ms. Slapion reported on behalf of Dr. Kornberg who was unable to attend.  She reported that the task force is about bringing assistive devices to being an every day thing that's used for people with memory problems.  She reported that Dr. Kornberg asked her to relay that he isn't able to adequately address the task force because of his practice.  He believes it is an important topic and asks the Council to consider appointing a co-chair who can take on more of the day-to-day functions of being the task force leader.  
Ms. Slapion discussed that there has been discussion about whether he should close this task force.  She reported that she has reviewed a product called Pocket Endeavor.  It was developed by the Department of Defense, and is an integrated device that is literally memory in your pocket.  The vendor came to Tallahassee and met with individuals from the Department of Voc Rehab, BSCIP, VA, and several other agencies.  It was agreed by all that a cross-agency approach should be taken to start pre and post testing with some of these devices and gather data.  She would like to see the task force stay open to do that task.  Dr. Kerkhoff asked if she was asking for a volunteer at this point from the Advisory Council and she responded that this was the request of Dr. Kornberg.  He would like to stay on the task force, he just doesn’t have the time to do the logistics of a task force.  Dr. Kerkhoff asked if there was a volunteer from the Council.  Mr. DeLilla indicated that the chair does not have to be an Advisory Council member.  Dr. Kerkhoff asked if Dr. Kornberg had a recommendation of a colleague.  Ms. Slapion replied that he didn't mention one.  Ms. Sutherland stated that he may not know that he could recommend one and suggested we ask him if he “has a colleague, someone that he could collaborate with that's close that might help him.”

Mr. DeLilla stated that it's important that everybody be familiar with the criteria for a task force.  It is time limited, has members who can dedicate the time and attention that's needed to address the issue, and that we would like to see some resolution of the issue within a year.  Ms. Slapion stated the task force has done the hard stuff.  There is funding and a mechanism.  They have done training and the companies provide the follow-up support and they have online training.  All the issues they started out with have pretty much been done, and they are really on the tail end of the task force, so it's not going to be a huge investment of time.  Dr. Kerkhoff asked if they have goals yet to be met.  She indicated the issue of trying it out on some clients and collecting data.  The recommendation was made to go back to Dr. Kornberg and ask if he had a suggestion for someone to help shoulder the duties of the task force as it winds down. 

	Action Items
	Person(s) Responsible
	Deadline

	Request Dr. Kornberg identify an individual who can assist with the duties of leading the task force.
	Andrea Slapion
	


Agenda topic:  Task Force Report – Research Awards
	Discussion
	Dr. Kerkhoff reported on the Research Awards Task Force.  He stated that it was proposed at the last meeting that this task force be terminated.  The Council had two research projects that were presented yesterday by Drs. Fox and Day, and due to the budget constraints the monies available for those graduate student awards for rehab related research have been put on hold.  He suggested this program be held in abeyance until budget problems are resolved and the $25,000 earmarked for this particular award project becomes available again.  The task force could be reinvigorated to search for graduate students within the State's universities to apply.
Ms. Sutherland made the motion to defer this task force and reestablish it when budget permits.  It was seconded by Ms. Schweitzer.  The question was called.  The motion passed unanimously.

	Action Items
	Person(s) Responsible
	Deadline

	
	
	


Agenda topic:  Open Discussion
	Discussion
	Dr. Kerkhoff opened the floor for public comments or opinions.  Dr. Kushner brought forward an issue as a follow up to Ms. Kelly's presentation.  He stated that a number of individuals who have a lot of experience are going to be rotating off of the Council.  He proposed that the Council reestablish the ad hoc committee that previously existed so that it can retain the experience of individuals who are legislatively mandated to be completing their terms such as Mr. Edwards and Dr. Kerkhoff in a year.  He asked if the Council could vote on the issue.  Mr. DeLilla stated that his hesitation centers around the availability of travel related funds to bring additional people to Advisory Council meetings.  He recognizes the talents of the people who will be going off the Advisory Council, and stated that all of them are certainly invited to participate in any future meetings and to share any historical knowledge and experience that they have.  He believes that we are retaining sufficient numbers of individuals with skills and ability and that we have the staff in Tallahassee to provide them with information to keep the consistency of the Advisory Council moving forward.  He stated he is open to hearing comments that people may have about the need to reestablish the ad hoc committee.  He added that the former ad hoc committee was approved the State Surgeon General and allowed the Council to retain five former Advisory Council members for a period of time and that it also authorized the Department to pay for the travel and per diem for those individuals.  He reiterated his concern about the Department’s responsibilities to reduce its travel.
Ms. Sutherland discussed that in the next three to five years there will be an incredible change of the people in the room, and that six people with 25 years of experience are going to be moving out of the Council.  She also stated that due to budgetary constraints we no longer have our clinicians in the room, they are not at the table, that very few of them consistently come from our designated centers.  We no longer have our district supervisors.  We no longer have our case managers.  So all our field people, all our colleagues are no longer here.  She is concerned that the chairs will be filled with individuals who have not had the experience of the Council, the program meeting experience.  She stated she is also concerned about the succession plan for all the people in BSCIP.  “Many of those players are going to change within the next five years, so we are going to have a tremendous transition of this program that we need to prepare ourselves for.  We need to have some kind of plan for that.”

She requested that perhaps at the end of each of the meetings an executive report (just the highlights) goes back to our designated centers, to all the people who can no longer come.  She stated the minutes are wonderful, but that she is talking about succinct highlights.  “You know, what they need to know.”  The report shouldn’t go to the CEO of the hospital because that will go nowhere.  It should go to the people on the site survey teams, that those are the people who need the information.  It should address what was discussed so that we communicate back to our centers and thus to our clients that we serve the information that's discussed at this table, what are our concerns, what are our issues and maybe draw from them some of the experience we need to sit at this table and to help with the legislative efforts.  They need to know what happens because they don't get to sit here anymore.  She stated, “the wealth of experience, contacts, and relationships that are in this room and in this Department are invaluable, invaluable, biggest asset that we have.”  She stated that “you will find a lot of people who have been serving in this Council who will come when you need us, whoever it is, and pay their own way.  That will happen.”  

Dr. Kerkhoff asked if it is a proper role for the Advisory Council to help vet new applicants for central office leadership positions within the Department.  Mr. DeLilla responded that the program has completed a succession assessment and developed an instrument that was sent to all of the BSCIP regions and was completed by all of the staff.  When the information was compiled, it helped the program see the numbers of individuals that would be retiring over the next five years and longer.  It is clear that BSCIP will be losing a number of people in key positions over a period of time and this is occurring simultaneously with some severe budget restraints.  He is very concerned that “the Good Lord did not create many Medicaid waiver administers, that are willing to take on huge responsibilities for not a whole lot of money.”  The program has discussed this issue with Ms. Kline and realizes that this could be a problem in several years.  He stated that he is beginning to look at individuals that may be interested in taking over the responsibility for the Bureau Chief, and that the program is looking at things that could be done, for example direct provider billing to make the transition a little bit easier, but there will be some gaps.  Ms. Kline stated “I think to answer your question that if we have key leadership positions that are vacant or are going to be vacant, that we would reach out to the Council to have a representative on that interview team and help us with that decision.  We would probably go directly to the chair or the president of this Council to ask the Council to either nominate somebody or to be that individual themselves.  So we will definitely include them.”  

Mr. Collazo commented that as a new arrival to the Board and also from a consumer perspective versus a medical professional that “it's a big ramp up for a new Board member to understand all the different issues that are occurring with brain and spinal cord.”  He believes as a new Board member, he needs Board mentors.  He doesn't look at it as an ad hoc committee, but mentors he can pick up the phone with and call for advice about an issue.

Mr. Edwards requested the program explore opportunities to mitigate some of these issues.  He suggested perhaps video conferencing for Council meetings could be used to have virtual Council meetings going on from each of the regional offices.  This would facilitate the brain and spinal cord program staff participating without incurring travel expenses for most of those individuals.  He stated there is no substitute for face-to-face meetings, that you do lose something in video conferencing, but we have opportunities to start to think about other ways to meet that could enhance our relationship among the Council.  

Dr. Kushner stated that the budget may improve and maybe at some point the funding for an ad hoc committee will be there.  In the interim, those who would be on that ad hoc committee who are able to come to meeting would continue to come and perhaps we could use Mr. Edward’s idea with this technology to have a screen set up and have participants who are unable to be here able to participate from wherever they are.  

Mr. DeLilla stated that we have had the discussions about trying to have a Council meeting using the video conferencing technology. There is a learning curve using this type of technology and there has to be some understanding of the rules and how it works and an understanding of the benefits and the limitations of using it.  He discussed that you have to take into account the bandwidth, making sure there are no delays, making sure that the video is clear and that there are processes in place to make sure that everybody has an opportunity to participate.  The program is interested in exploring and using the technology.  The current system is capable of handling five sites at any time fairly successfully.  We have learned that you need to initiate the calls out of Tallahassee.  It has the larger bandwidth to be able to get people where you can see and hear them without delays.  People would still need to travel, but they wouldn't have to travel as far because the program has equipment set up in its regional offices and has access to the CMS network as well.  There are sites in the key areas of the state, Jacksonville, Orlando, Tampa, Miami, Lauderdale, Tallahassee, and Pensacola for example.  The program would have to pick five video sites.  Others would have to participate through a telephone conference call.  He stated “it is something you kind of get used to after you use it, but I can tell you if the first experience is a bad experience, then people are reluctant.  So, you try to make the first one as positive as possible.”
Mr. Edwards requested to follow up on Ms. Sutherland’s suggestion that an executive summary from the Council meeting be distributed to facilities and interested parties at the council meeting.  He requested to make it a motion.  Mr. DeLilla asked if the executive summary could be put on the program’s web page.  Mr. Edwards agreed that this would be sufficient and that people could go to the site to look for it.  Ms. Sutherland stated people would need to be noticed that it was there.  Mr. DeLilla stated we could have processes where we develop the executive summary, it is approved by the chair of the Council, and once approved could be posted on the web page for all to see.  A notice can be sent to everyone with instructions that they could get the information off the web page.  Mr. Edwards stated that “in the interest of going green and saving dollars, maybe that would be the most efficient thing to do.”  He requested to amend his motion to have the executive summary on the web site.  Dr. Kushner seconded the motion.  The question was called and the motion passed unanimously.
Dr. Kushner asked what was decided regarding the ad hoc advisory committee.  Mr. DeLilla responded that he would discuss the issue with Ms. Kline and would get back to the Council.  He stated that he liked the idea of a list of mentors and that he appreciated the willingness of those who would serve and pick up their own travel tab.
Dr. Kerkhoff requested that the members of the Council receive an annotated agenda two weeks prior to each Advisory Council meeting.  The agenda would get Council members up to speed with all the nuances and special issues.

	Action Items
	Person(s) Responsible
	Deadline

	Develop an Executive Summary of the Advisory Council and post to the BSCIP website.  Notify staff at designated facilities of its location.
Review request to re-establish an Advisory Council Ad Hoc Committee and report back to the Council

Develop and provide an annotated agenda to Council members.
	Suzanne Kelly
Thom DeLilla/Jean Kline

Suzanne Kelly
	Following each Council Meeting
Upon decision

Two weeks prior to Council meeting


Agenda topic:  Standards Revisions Task Force
	Discussion
	Mr. William Reineking reported on the Standards Revisions Task Force.  He began his presentation giving a review of the site surveys that have been conducted and those pending review.  He reported that BSCIP has delayed conducting physical site surveys at the present in an effort to save budget.  Facilities are being granted extensions of their current designation status, but must submit an application requesting continued designation and a copy of their JACO or CARF report.  Mr. Reineking acknowledged several Council members who serve as site surveyors and thanked them for their services.  He then reviewed the status of each facility on the handout he provided.

Mr. Reineking then reviewed the status of revisions to the Brain and Spinal Cord Injury Standards.  There are several workgroups working on different sections of the standards.  They started with the psychology standards.  He then asked Dr. Kerkhoff to take over the discussion.  Dr. Kerkhoff thanked Mr. Reineking for his organization behind the scenes and stated that the task force has been in operation for two months.  Its members are Joann Massey, Laura LaPointe, Seema Eichler, Antoinette Defasio, Cynthia Ballou, and Stephen Frank.  They’ve held a conference call and divided up the different survey instruments and the standards contained in each instrument.  Each psychologist took a section, forwarded their recommendations and ideas and thoughts back to Dr. Kerkhoff.  He wrote them up in a final form to make language consistent across the different survey instruments.  He just received final edits from Mr. Reineking on the transitional living facility standards, so that mini task force is complete.  The psychology task force members have challenged the physician group to do theirs in two months.
Mr. Reineking started the nursing standards mini task force and it includes nurses from acute care/trauma, rehab and pediatrics.  Mr. Edwards agreed to take the lead for this group of standards.  Mr. Edwards stated they have acute care and adult rehab standard recommendations done, and the pediatric standards are pending.
Mr. Reineking discussed that he, Dr. Kerkhoff and Mr. Edwards met with Dr. Jim Atchison from Shands Rehab to begin working on the physician standards.  Dr. Kushner and Dr. Kornberg have agreed to take lead on this set of standards.  

He asked the Council to review the standards provided in their binders.  He will continue to send the standards out to Council members as they are developed by the task force for review prior to Council meetings.  The Council will have the opportunity to review them prior to Council meetings and will be asked to vote on accepting them during Council meetings.  

Mr. Collazo asked if former patients are interviewed when a site survey is conducted of a facility.  Mr. Reineking responded that they will either interview a former or current patient and ask them to share any concerns or accolades about their treatment and care.  BSCIP field staff are also interviewed to see how they work with the facility.  

	Action Items
	Person(s) Responsible
	Deadline

	Review standards included in Council binders and be prepared to vote on acceptance of these standards at the next Advisory Council meeting.
	Council Members
	November Council Meeting


Agenda topic:  Task Force Report – BSCIP/VA Community Partnership
	Discussion
	Mr. Jim Edwards provided a report on the BSCIP/VA Community Partnership Task Force.  He indicated that this was his final report as Chair of the task force.  He reminded Council that “we are a nation at war” and that “the signature injury of a global war on terror is traumatic brain injury.”  He discussed that the task force is working to improve communication and connectivity between BSCIP, community partners, and the Veterans Administration.  He stated that “unlike all the other discussion we have had, this is a population where money is not an issue.  We don't have to pay for this.  The federal government through the Veterans Administration has the obligation and the resources to provide the health care.”  The concern is how to compliment that with the services that BSCIP has in terms of connectivity with community partners throughout the state.  He discussed that the task force’s primary goal was to develop an immediate, automatic system that could educate BSCIP, state trauma centers, and community partners about what the VA and non-VA health care systems had to offer veterans, their benefits, and their entitlements “so that everybody was on a single sheet of music and could optimally serve veterans.”  The task force identified a need to be able to recognize the veterans are that are being served.  An enhancement to the state trauma registry is being developed to identify veterans.  A referral process must be developed.  Mr. Edwards recognized the Paralyzed Veterans Association for providing knowledge of and the familiarity with the infrastructure of the Veterans Administration.  The task force worked on a reciprocal education process of making sure that BSCIP staff were educated on the VA, all of the partner organizations were educated on the VA, and that the VA was educated on them.  
Mr. Weas clarified that when they say “VA” there are service connected and non-service connected conditions.  Service connected is related to an active duty individual that is injured.  The non-service connected veterans are the target, the population that they really targeted because the service connected individuals automatically go into the VA system.  They were finding that the non-service connected veterans who sustained a fall, a car accident, etc. didn't know they had an entitlement as well since they had served active duty at some time in their life.  Mr. Weas stated that is also important to know that within the non-service category, “the VA has what they call a top priority, there's priority 1 through 8.  Catastrophic non-service connected veterans can receive category 4, catastrophic disability entitlements and benefits, which is significantly a lot more durable equipment, pharmaceutical.”  He discussed that Public Law 111-163 states that catastrophic force no longer pays any co-payments.  They get primary care clinic services, specialty service clinics, pharmaceutical, durable equipment at no cost.  
Mr. Edwards discussed that formal education and training has been conducted for the five BSCIP regions, BIAF annual conference, the Centers for Independent Living annual conference, and the Florida County Veterans’ Officer annual conference, the Multiple Sclerosis offices in North and Central Florida, the ALS Association Florida chapters, and the Florida VA Annual Spinal Cord Training.  
Mr. Edwards stated that we are fortunate that the premier Poly Trauma Center for the VA system is the James Haley VA in Tampa.  “It has a fantastic spinal cord program and I understand that there's a new brain injury center to be built there that’s in the planning stages now.”  

He discussed the draft brochure that is being developed by the task force and recognized Ken Weas and Tina Dillahunt for work on the project.  The brochure will be a vehicle to put information about BSCIP and all of its partners into the hands of staff in the VA facilities, so that they can in turn put it in the hands of the veterans.  They are also working on a resource guide that will be online.  The brochure has been endorsed by the United States Department of Veterans Affairs.  Mr. Edwards discussed that this is a major accomplishment to get sign off on this product.  
Mr. DeLilla recognized Andrea Slapion for her work on the brochure as well, stating “she has been working day and night on putting this together.  It's really a chore trying to work with all the individual partners to make sure that all the information is updated and it is correct.”  He stated, “we are very proud of the work that this task force has done to make this possible, and we commend Andrea.”  Mr Weas stated “it sounds simple, but it's crucial that Andrea was able to navigate this because you are talking about a state government working with a federal government.  And anybody who has been in politics knows what that can look like.  But the fact that the Florida Department of Veterans' Affairs has endorsed this and come on board with us was like a door automatically opened up for me when I go to the Department of Veterans' Affairs on the vets side.  So, again, I want to thank her too because with that endorsement it's a huge success.  So I just want to be on record for that as well.”
Dr. Kerkhoff proposed that VA and BSCIP collaborate in offering a conference that touts the state-of-the-art treatment of Poly Trauma at the Tampa VA.  The conference would be offered to representatives of the designated facilities and community  He stated that he would be happy to interface with the powers at the VA to convince them that the idea is a good one.  Mr. DeLilla agreed with the idea.  He recommended that we “pull together an Advisory Council meeting that would be held in Tampa” and “build in where we would be able to spend a day and encourage people from all our state designated facilities, their administrators, and some of their staff to come and to witness what they are doing over there because it's an incredible facility with state-of-the-art equipment and a high level of enthusiasm, and I think everybody would truly benefit by that opportunity to see the new brain injury programs or to at least learn about what they are trying to do.  The residential programs that they have established over there with the Fisher House is incredible, particularly the technology, the ventilator program that they created there is everything you would want, again, the technology, the lift systems; just the design is state-of-the-art.”  Dr. Kerkhoff stated he would like to have a day of scientific presentations by their health care professional staff to staffs from our designated facilities in terms of what's the current state-of-the-art in both spinal and brain injury.
Ms. Slapion also acknowledged David Ramga with the Florida Department of Veterans' Affairs.  She stated that he had been assigned to represent the Department on the project.  During the process he was promoted to the head of Benefits and gained access to the entire VA system of care.  He had stated that when the brochure is completed, he will distribute it to the entire VA system of care.
Mr. Edwards stated that is has been an interesting journey and opportunity to develop the relationships.  He discussed that Mr. Weas will be assuming the chair of this task force since he is rotating off the Council.  He stated that the task force has done most of what it set out to accomplish.

	Action Items
	Person(s) Responsible
	Deadline

	
	
	


Agenda topic:  Task Force Report - School Reintegration
	Discussion
	Ms. Karly Schweitzer reported on the School Reintegration Task Force.  The task force is working on identifying gaps in the school reintegration process and improving identification of school children or adolescents who have suffered TBI or SCI.  They are promoting successful reintegration of students and developing the best practices for post-injury school reintegration.  They are identifying the gaps between the TBI statistics, including the Department of Education statistics, TBI 2010 data update prepared by Well Florida Council, hospital census reports, and are also trying to increase TBI awareness and reporting.  The task force has progressed through some of these goals and objectives, and has identified some resources and contacts in some counties, and are developing a list of statewide school contacts.  It has identified gaps on the different levels of the reintegration process and has made some suggestions including the use of common terminology across hospitals and school settings.  The task force plans to involve the hospital and homebound teachers into the reintegration process, and will be working with the curriculum and policies to ensure adequate and informed counselors and teachers including better understanding of the use of 504 plans.  They plan to improve education for all teachers about the TBI recovery process and are going to improve education for parents, other students, and the community.  They are continuing to work with the Department of Education to coordinate training for school personnel and are continuing to work with hospitals and trauma centers and physicians to provide families with discharge information to give to schools.  They are revamping pre and post observation of the student.  The parent version and a teacher version have been forwarded to the Department of Education for consideration of statewide use beginning in the fall of 2010.
Dr. Kerkhoff suggested that the task force work with “the prevention folks” who have made lots of community connections and connections within the schools.  Dr. Kushner recommended a publication that he had written that is a public information guide for patients' families and the public.  He indicated that he would find a copy to give to Ms. Schweitzer.  The publication “summarizes at least regarding concussion a lot of the key points that may be helpful for the individuals who are having mild traumatic brain injuries.”  Dr. Kerkhoff stated that “it's kind of critical that you guys get whatever technical, professionally done information is available nationally, but then tailor it and focus it upon the communities in which you are going to present your information so they have got that next person to go to locally.  That I think is missing in lots of the national educational materials, and that's where you guys can shine.”

	Action Items
	Person(s) Responsible
	Deadline

	Dr. Kushner will forward of a copy of his public information guide for patients' families and the public to Ms. Schweitzer.
	Dr. Kushner
	


Agenda topic:  Other Council Business/Next Council Meeting
	Discussion
	Dr. Kerkhoff reported that the next Advisory Council meeting will be November 4 and 5 in a place to be determined and encouraged Council members to plan to attend.  Mr. Weas recommended that the meeting be held in Tampa so that the VA might be brought in.  Ms. Kelly indicated that she was already in the process of requesting hotel proposals for the Tampa area.   

Dr. Kerkhoff asked if there were any questions or concerns by the audience.  There were none.  

Ms. Sutherland made the motion to adjourn the meeting and Mr. Edwards seconded it.  The meeting adjourned at 2:41 p.m.

	Action Items
	Person(s) Responsible
	Deadline

	None.
	
	


Respectfully submitted by Suzanne Kelly, Advisory Council Liaison
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