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Sickle Cell Commission Meeting

February 22, 2017
10:00 a.m.-12:00 p.m.
LDH Benson Tower-Room 2024
https://global.gotomeeting.com/join/750964205 
Conference Call info: 312-757-3121 
Access Code: 750-964-205
Roll Call taken by Ms. Burgess; members present at the meeting were as follows:
· Lorri Burgess, Baton Rouge Sickle Cell Disease Foundation – Commission Chair (via phone)

· Etta Pete, Southwest Louisiana Sickle Cell Disease Foundation (via phone)

· Jerry Paige, Sickle Cell Disease Association, NW Louisiana Chapter (via phone)

· Pamela Saulsberry, Ph.D., LCSW,  Northeast Sickle Cell Anemia Foundation – Commission Vice Chair (via phone)

· Renee Gardner, MD, Children’s Hospital New Orleans (via phone)

· Melody Benton, Sickle Cell Center-Tulane University (proxy on behalf of Tamuella Singleton, MD) (via phone)

· Cheryl Harris, OPH Genetic Diseases Program (LDH Designee)

Additional meeting attendees:

· Karen Grevemberg, UnitedHealthcare (via phone)

· Rebekah Angove, Ph.D., REACHnet (via phone)

· Kera Simmons, OPH Genetic Diseases Program
· Jantz Malbrue, OPH Genetic Diseases Program

Call to Order

Lorri Burgess called the meeting to order at 10:07 a.m.

Welcome
Approval of meeting minutes – November 3, 2016
Cheryl Harris motioned to approve, second by Dr. Pamela Saulsberry. 
1. Report: Data and  Surveillance

a. Surveillance System/Registry Model- Jantz Malbrue

The Sickle Cell Registry has a total of 2228 individuals identified through the newborn screening program.  Additionally, there are a total of 1615 individuals among the Sickle Cell Foundations active client list.  Collectively, the registry has a total of 3843 individuals with a sickle cell disease diagnosis.  According to historical data, 2,318 cumulative sickle cell disease cases have been detected by newborn Screening Heel Stick in Louisiana from 1978 to 2017.  Also, 18,558 cumulative sickle cell trait cases have been identified by screening in the state from 2003 to 2017.  Due to an archive of older laboratory data, the number of trait cases identified prior to 2003 were not accessible.  But, the Office of Public Health Central Laboratory is attempting to retrieve data.   

b. Sickle Cell Tracking Data Plan- Jantz Malbrue
So far in 2017, 11 newborns were identified with a sickle cell disease diagnosis.  Also, 157 sickle cell trait cases have been detected.  The newly identified cases have been distributed by regions to the sickle cell foundations and clinics.  The Genetic Diseases Program continues to work with the Bureau of Health Informatics on creating the Sickle Cell Surveillance System.  The system will allow for continuous quarterly monitoring of clinical health indicators, health care utilization, and expenditures related to care.  

Dr. Renee Gardner motioned, second by Cheryl Harris

2. Report:  Patient/Navigation

a. Report Health Navigator Legislation- Lorri Burgess
Lorri Burgess met with Representative C. Denise Marcelle who replaced Representative Williams.  They discussed the Health Navigator Legislation and Representative Marcelle agreed to help fund efforts.  Representative Marcelle will schedule a meeting with Dr. Rebekah Gee to discuss possible funding opportunities.  Cheryl Harris stated that the Genetic Diseases Program proposed additional funds to support the patient navigator budget in the upcoming LDH Fiscal Budget.  LDH Leadership questioned where patients will receive care once they have entered the system.  Ms. Burgess mentioned working with Federally Qualified Health Centers (FQHCs) and educating physicians about sickle cell disease care.  She scheduled a meeting with the Louisiana Primary Care Association (LPCA) in March to discuss collaborations.  

b. 2017 Legislative Session and Proposals- Lorri Burgess
Lorri Burgess continues to present the 2017 potential proposals to Legislatures.  The list of proposals has been given to Representative Marcelle and she agreed to present them to other representatives.  

Dr. Pamela Saulsberry motioned, second by Dr. Renee Gardner
3. Report: Education and Advocacy



           
a. Sickle Cell Statewide Conference- Lorri Burgess

The Sickle Cell Statewide Conference is scheduled for June 16-18, 2017 at the Renaissance Hotel in Baton Rouge.  Lorri Burgess has been working with Shannon Robertson, Director of Clinical Quality at LPCA, on potential agendas and speakers.  Dr. Pamela Saulsberry has agreed to present at the conference and Ms. Burgess has contacted the National Blood Center for possible speakers.  She has been working with accreditation programs to offer continuing education credits for health professionals.  At this moment, Friday’s agenda will focus more on medical professionals, while Saturday will be geared toward clients.  Awards will be presented on Sunday.  Ms. Burgess asked the Foundation Directors if it would be possible to send twenty people from each region to the conference.  Dr. Renee Gardner asked if the twenty invitees would consist of families, care givers or staff.  Also, Dr. Gardner mentioned inviting youth approaching the transition age of 12 years and older.  Jantz Malbrue stated that the Children’s Special Health Services Program provided a training on transition services and it would be beneficial to partner with them.  Ms. Burgess stated that LPCA typically hosts conferences with a large majority of the attendees being adults, but she was open to including youth.  Ms. Burgess indicated registration fees would be waived for families and care givers to ease the burden.  The families and care givers would be responsible for their lodging.  Dr. Gardner asked if the commission should work with providers to build presence.  Ms. Burgess agreed with that notion and mentioned using mailers to notify clients about the conference.  Cheryl Harris asked about the meeting agenda in order for participants to have adequate information for travel reimbursement.  Although registration Eventbrite will be used to RSVP and count participants, registration will be kept separate.    
Jerry Paige motioned, second by Dr. Gardner   





4. 2016 Annual Report- Jantz Malbrue
The 2016 Annual Louisiana Sickle Cell Commission Report was submitted to the Legislative and Governmental Relations (LGR) section, but the report was returned for corrections.  LDH has a new reporting format and the 2016 report is being modified to follow those guidelines.  Also, the report has been edited to include more language from ACT 117 (SB 57) of the 2013 Regular Legislative Session.   

Cheryl Harris motioned, second by Jerry Paige

5. Other Business

Lorri Burgess acknowledged and thanked all non-commission members for attending the meeting.  The commission members enjoyed the use of GoToMeeting.  The upcoming meeting schedule will be sent to all meeting attendees.        

Ms. Etta Pete motioned, second by Jerry Paige

The meeting was adjourned at 11:04 a.m. 
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