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Sickle Cell Commission Meeting

March 26, 2019
10:00 a.m.-12:00 p.m.
https://global.gotomeeting.com/join/394921461 
Conference Call info: (571) 317-3122
Access Code: 394-921-461#
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)
· Pamela Saulsberry, Ph.D., LCSW,  Northeast Sickle Cell Anemia Foundation – Commission Vice Chair (via phone)

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

· Etta Pete, Southwest Louisiana Sickle Cell Anemia, Inc. (via phone)

· Chauncey Hardy, Sickle Cell Anemia Research Foundation, Alexandria (via phone)
· Cheryl Harris, MPH, OPH Genetic Diseases Program (LDH Designee) (via phone)

Additional meeting attendees:

· Rajasekharan Warrier, MD., Ochsner Health Center for Children (via phone)

· Jensine Speed, LMSW., Our Lady Of The Lake (via phone)

· Karen Grevemberg, MBA, BSN, RN, United HealthCare (via phone)

· Annie Garnier, MBA, Healthy Blue

· Latarsha Carter, RN, BSN, Healthy Blue

· Patti Barovechio, DNP, MN, OPH Bureau of Family Health (via phone)

· Nora McCarstle, RN, BSN, OPH Bureau of Family Health (via phone)

· Jantz Malbrue, OPH Genetic Diseases Program

Call to Order

Lorri Burgess called the meeting to order at 10:03 a.m.

Welcome

Approval of meeting minutes – December 11, 2018
Lorri Burgess proposed the amendment of Chauncey Hardy as the Commission member for the Sickle Cell Anemia Research Foundation, Alexandria.  
Cheryl Harris motioned, second by Dr. Pamela Saulsberry  
1. Report: Data and Surveillance- Jantz Malbrue

a. Surveillance System/Registry Model

The 2019 and 2020 objectives include improving registry of sickle cell patients by monitoring patients visiting Sickle Cell Foundations to provide a more comprehensive view of SCD in the state; expanding Medicaid Surveillance System by including additional demographic information, healthcare services, medication rates, and immunization utilization; and increasing data reporting through visual context.

Since the beginning of 2019, newborn screening identified 13 newborns with a sickle cell disease diagnosis and 251 newborns were identified with a sickle cell trait diagnosis.  The newly identified cases were distributed by regions to the sickle cell foundations and clinics.  The Sickle Cell Disease Registry has 2,378 individuals identified through the newborn screening program.  The Sickle Cell Trait Registry was created and there are 21,515 individuals identified through newborn screening program with a sickle cell trait diagnosis.     

Dr. Pamela Saulsberry suggested the inclusion of the data sets in the meeting minutes.  In addition, Dr. Saulsberry added that it would be helpful to include data visuals and graphs in the meeting minutes.  Lorri Burgess proposed the inclusion of data visuals as an action item for the Data and Surveillance work group.  
Dr. Pamela Saulsberry motioned, second by Jerry Paige
2. Report:  Medical Service/Delivery

The 2019 and 2020 objectives include identifying new providers treating youth and adult patients with SCD; collaborating with Healthy Louisiana PCPs to improve referrals for SCD services; educating Emergency Department Personnel to improve acute paint treatment; and establishing statewide pain management protocols.  

Jantz Malbrue revisited a discussion from the previous meeting about sharing client-level data with other agencies outside of the commission.  Several Medicaid Managed Care Plans discussed a data sharing agreement with the OPH STD/HIV Program.  Mr. Malbrue contacted the STD/HIV Program and he is waiting to receive guidance on the data sharing agreement.  Lorri Burgess proposed that the workgroup researches the possible Data Sharing Agreement between the OPH STD/HIV Program and the Medicaid Managed Care Healthy Louisiana Plans.  
Dr. Pamela Saulsberry motioned, second by Chauncey Hardy
3. Report:  Patient/Navigation

The 2019 and 2020 objectives include establishing parameters in the Sickle Cell Foundation contracts to include funding for the Patient Navigator Program; incorporating SCD within the Louisiana Chronic Pain Guidelines; investigating the use of Medical Marijuana with chronic pain management; launching the Know Your Sickle Cell Status Campaign at universities and schools statewide; and establishing Sickle Cell Status ID Cards.

Lorri Burgess proposed a meeting between the Sickle Cell Foundations and the OPH Genetic Diseases Program to discuss the possible funding increase to include the Patient Navigator Program within the upcoming contracts.  Dr. Pamela Saulsberry asked the commission about the method blood testing and facilitation.  Ms. Burgess discussed the state mandate for newborn screening and suggested modifying the legislation.  Chauncey Hardy expressed that many individuals do not know their own status regarding sickle cell.  Dr. Saulsberry described the “Know Your Status” campaign that was started in the Monroe area.  Dr. Saulsberry expressed the importance of the campaign and that many individuals are seeking information on sickle cell.  Dr. Rajasekharan Warrier stated that the State of Louisiana has been screening individuals for the last 25 years and it might not be cost effective to retest everyone.  Etta Pete expressed the importance of educating parents on the diagnosis of sickle cell disease as well as sickle cell trait.  Annie Garnier discussed her personal story and the importance of educating the community on all hemoglobin disorders and the status of all patients.  Dr. Warrier discussed the importance of educating the community about hemoglobin disorders and other hemoglobin variants.  Dr. Warrier added that more focus on carriers could be held at future statewide conferences.  Lorri Burgess voiced the importance of education and encouraged others to attend the work group. Ms. Burgess suggested the request of additional funds for education in the Sickle Cell Foundation contracts.
Dr. Pamela Saulsberry motioned, second by Jerry Paige
4. Report: Education and Advocacy
The 2019 and 2020 objectives include increasing statewide print and media campaign to be inclusive of all activities; launching the Know Your Sickle Cell Status Campaign at universities and schools statewide; establishing Sickle Cell Status ID Cards; and assembling a statewide informational publication that will include public service announcements and a directory of events for sickle cell disease.   

Dr. Pamela Saulsberry elaborated on the “Know Your Status” campaign that held at the Grambling University and University of Louisiana Monroe campuses.  Dr. Saulsberry offered to pilot the campaign with other agencies throughout the state.  Dr. Rajasekharan Warrier proposed a bone marrow drive at Xavier University, University of New Orleans, or Delgado Community College in New Orleans.  Etta Pete expressed collaborating with McNeese State University.
Dr. Pamela Saulsberry motioned, second by Etta Pete 
5. Other Business

a. 2019 Meeting Schedule
The remaining meeting dates are scheduled for June 11, September 9, and December 10, 2019. 

b. Announcements
Chauncey Hardy invited the commission attendees to the upcoming open house at the Sickle Cell Anemia Research Foundation, Inc. on May 7 in Alexandria.  Mr. Hardy added that the agency’s phone number has changed to 318-625-7266. 
Dr. Pamela Saulsberry motioned, second by Chauncey Hardy
Adjournment 11:03 AM
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