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Sickle Cell Commission Meeting

March 8, 2018
10:00 a.m.-12:00 p.m.

LDH Bienville Building, Room 118
628 North 4th Street, Baton Rouge, LA 70802

Conference Call info: 872-240-3212 
Access Code: 374476157# 
Roll Call taken by Ms. Burgess; members present at the meeting were as follows:

· Lorri Burgess, Baton Rouge Sickle Cell Disease Foundation – Commission Chair 
· 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 Disease Foundation (via phone)

· Cheryl Harris, MPH, OPH Genetic Diseases Program (LDH Designee) (via phone)
Additional meeting attendees:

· Michelle Duplantier, LCSW, OPH CYSHCN Program (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 – December 7, 2017
Dr. Pamela Saulsberry motioned to approve, second by Jerry Paige. 

1. Report: Data and Surveillance- Jantz Malbrue
a. Surveillance System/Registry Model
In 2017, 1547 newborns were identified with a hemoglobin disorder.  77 newborns were identified with a sickle cell disease diagnosis and 1470 newborns were identified with a sickle cell trait diagnosis.  Since the beginning of 2018, newborn screening identified 10 newborns with a sickle cell disease diagnosis.  In addition, 201 sickle cell trait cases were detected.  The newly identified cases were distributed by regions to the sickle cell foundations and clinics.  The Sickle Cell Registry has 2311 individuals identified through the newborn screening program.  Additionally, there are 1615 individuals among the Sickle Cell Foundations active client list.  Collectively, the registry has 3926 individuals with a sickle cell disease diagnosis.  The data was crosschecked with client history from the Sickle Cell Foundations as well as vital records and the death registry data.  

Dr. Pamela Saulsberry discussed college students accessing their newborn screening records to determine their sickle cell disease and sickle cell trait status.  Dr. Saulsberry questioned the number of individuals who were not able to access their records and recommended tracking the number of individuals who were not able to find their newborn screening records.  Jantz Malbrue stated that individuals should contact their primary care physician for their newborn screen results.  In addition, the Office of Public Health Genetic Diseases Program can inform individuals about their status.  The current newborn screening process was implemented in 1992 and data prior to that needs to be validated through other health record systems.  Lorri Burgess proposed a motion to create a sickle cell trait registry.  A sample registry will be developed and presented to the commission.  

Dr. Pamela Saulsberry motioned, second by Jerry Paige  

2. Report: Medical Service/Delivery-
The commission did not have any updates.  Lorri Burgess suggested that the commission revisit this workgroup for updates in future meetings.  

3. Report: Patient/Navigation- 
Lorri Burgess continues to search for Legislators to promote the Patient Navigator Legislation and find funds.  Dr. Pamela Saulsberry contacted Representative Katrina Jackson (District 16) and Representative Marcus Hunter (District 17) regarding the Patient Navigator Legislation.  The Representatives acknowledge that the legislation will remain on their agendas and be considered for funding.  Jerry Paige contacted Representative Sam Jenkins (District 2) concerning the Patient Navigation Legislation.  .  Mr. Paige stated that there are limited funds available throughout the State, but Representative Jenkins will collaborate with others in efforts to retrieve funding.  
4. Report: Education and Advocacy- 



 
2018 Statewide Conference
The 2018 Statewide Conference has been scheduled for June 8th and 9th at the Ochsner Medical Center.  The Pediatric Hematology/Oncology Division at Ochsner, the Louisiana Sickle Cell Commission, and the Department of Health will organize the event.  The conference is geared towards individuals living with sickle cell, families, community agencies, clinicians, health professionals, academics, and anyone who wants to support and advocate for sickle cell disease.  The Brent House conference center has been reserved for those dates.  Ochsner staff has requested 15 rooms at the lowest possible rate at the Brent House Hotel.  Continuing education credits for physicians and nurses will be offered through Ochsner.  Continuing education credits for social workers will be offered through the Department of Health.  Pharmaceutical companies, Medicaid Managed Care Organizations and other vendors are being contacted for potential financial support.  Potential speakers are being contacted to discuss pediatric hematology, adult hematology, immunization, advocacy, youth health transition, pain management, and much more.  The event brochure and registration information is being developed for distribution.  Etta Pete asked about the hotel rate and travel reimbursement to the conference.  Cheryl Harris offered the idea of scheduling the next commission meeting around the dates of the conference in order for the Department of Health to pay for the travel of commission members.  
5. 2018 Election of Officials- Jantz Malbrue
The ballot selections determined that Ms. Lorri Burgess was appointed as Commission Chair and Dr. Pamela Saulsberry was appointed Commission Co-Chair.  

6. Other Business
a. Annual Report
The 2016/2017 report was submitted to the legislative auditors. It highlighted the strategic plan update and workgroup activities from the last two years. The budget recommendations include funds for the patient navigator program and a case management system.  Lorri Burgess asked if future reports would include more data.  Ms. Burgess asked about the status of safety net clinics.  In addition, she asked if the Genetic Diseases Program would be able to report the amount of Federal and State funding dollars that is contracted to regional sickle cell clinics and foundations.      

b. Work Groups

Lorri Burgess addressed the commission about restructuring the work groups to help strengthen the impact.  Ms. Burgess asked all commission members and visitors to find a work group for participation.  

Work Groups

Patient Navigation

Data & Surveillance

Medical Service & Delivery

Education & Advocacy

The list of work groups will be distributed to the commission members and visitors for the opportunity to join.  Once individuals have joined the group, potential meeting dates and times will be shared with all attendees.  

c. Sickle Cell Commission Website

The Sickle Cell Commission URL is http://ldh.la.gov/index.cfm/page/2900. Currently, the website highlights the commission’s guidelines, membership and workgroups.  The Bureau off Family Health’s Communications, Innovation and Action (CIA) Team is assisting with website development and design to upgrade features and add tags that will improve search ability.  The Sickle Cell Commission website could display the contact information for the Regional Foundations and Clinics as well as link to their websites.  
d. Upcoming meetings

The upcoming commission meetings are tentatively scheduled for the second Wednesday of every third month at 10am.  The upcoming meeting dates are June 13th, September 12th, and December 12th.  

Dr. Pamela Saulsberry motioned, second by Lorri Burgess
Adjournment 11:04 AM
John Bel Edwards


GOVERNOR








Rebekah E. Gee MD, MPH


SECRETARY


SECRETARY











State of Louisiana


Louisiana Department of Health


Office of Public Health








Bienville Building   ▪   628 N. Fourth St.   ▪   P.O. Box 3214   ▪   Baton Rouge, Louisiana 70821-3214
Phone: (225) 342-8093   ▪   Fax: (225) 342-4848   ▪   www.dhh.la.gov

An Equal Opportunity Employer

