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Sickle Cell Commission Meeting

June 25, 2018
10:00 a.m.-12:00 p.m.
LDH Bienville Building, Room 173
628 North 4th Street, Baton Rouge, LA 70802

Conference Call info: 646-749-3122 
Access Code: 380-542-941# 
Roll Call taken by Ms. Burgess; members present at the meeting were as follows:

· Lorri Burgess, Baton Rouge Sickle Cell Disease Foundation – Commission Chair 
· Jerry Paige, Sickle Cell Disease Association, NW Louisiana Chapter (via phone)

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

· Shannon Robertson, Louisiana Primary Care Association (proxy on behalf of LPCA) (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)

· 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 – March 8, 2018
1. Report: Data and Surveillance- Jantz Malbrue

a. Surveillance System/Registry Model

Since the beginning of 2018, newborn screening identified 31 newborns with a sickle cell disease diagnosis and 571 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 2324 individuals identified through the newborn screening program.  The Sickle Cell Trait Registry was created and there are 20449 individuals identified through newborn screening program with a sickle cell trait diagnosis.  The Sickle Cell Trait Registry includes individuals identified through newborn screening from 2003 to 2018.  Prior to 2003, newborn screening data related to sickle cell trait was archived into a different data system.  The Genetic Diseases Program is working with the Office of Public Health Laboratory to collect the archived data.     
The Genetic Disease Program is continuing to collaborate with the LDH Bureau of Health Informatics to gather Medicaid claims data associated with sickle cell disease.  Previously, client-level data was summarized by calendar year including sickle cell related claims and non-sickle cell related claims.  The next set of client-level data will include the list of unduplicated Medicaid records associated with a sickle cell diagnosis along with demographic information.  

Jerry Paige motioned, second by Cheryl Harris

2. Report:  Medical Service/Delivery

At the Sickle Cell Statewide Conference, Dr. Rene Gardner mentioned updates for medical protocols related to the care of sickle cell disease.  Eventually, the Standards for Care will be revised to include the updated medical protocols.  Lorri Burgess spoke with an Orthopedist who stated there were updates for orthopedic protocols related to the care of sickle cell disease.  Ms. Burgess will share the information received from that physician.  

Jerry Paige motioned, second by Cheryl Harris

3. Report:  Patient/Navigation

There were no changes regarding the Patient Navigation legislation.  An invitation to join a work group was emailed to all commission members, partners and visitors in order to strengthen the impact of the Commission.   
4. Report: Education and Advocacy
The 2018 Sickle Cell Statewide Conference was held on Friday, June 8th and Saturday, June 9th at the Ochsner Medical Center Campus in New Orleans.  Medical and social service providers received CEUs while hearing subject matter experts on topics including the role of the healthcare professional, pain management, advocacy, youth health transition, bone marrow transplant, and support services.  In addition, the Conference highlighted clinical trials, interactive panel discussions and resources. At the event, approximately 90 individuals living with sickle cell, family members, community advocates, physicians, nurses, mental health providers and healthcare providers attended the seminars and received resources.  Exhibitors distributing resources included the Healthy Louisiana Plans and pharmaceutical companies.

Cheryl Harris thanked Dr. Warrier and the Ochsner Medical Center for hosting the conference.  Ms. Harris thanked all of the commission members, partners, patients and families for attending the event. Parham Jaberi, MD, MPH, Assistant State Health Officer, attended the conference on behalf of the Department of Health.  Dr. Jaberi has prioritized the opioid crisis and he is interested in assisting with pain management for sickle cell disease.  Dr. Rajasekharan Warrier stated that 105 individuals attended the Sickle Cell Statewide Conference.  He enjoyed hosting the conference and the event was well received among the patients and medical community.  Etta Pete expressed that individuals from her agency were happy to attend the conference.  They enjoyed sharing their stories and suggested more breakout sessions at the next conference. 

Etta Pete motioned, second by Jerry Paige  

5. Other Business

a. Legislation

Lorri Burgess spoke with a State Legislature who is interested in joining the Commission to fill the vacant roll of State Representative.  Cheryl Harris expressed that now is the time to think about potential submissions for the upcoming legislative session.  Ms. Harris stated that proposed legislative ideas could be submitted through the Office of Public Health.

b. Work Groups

Lorri Burgess reminded everyone to revisit the list of work groups for an opportunity to be involved.  Cheryl Harris mentioned the idea of creating a Legislative Subcommittee to assist with proposed legislation.  The subcommittee could be under the Education & Advocacy work group and other work groups could submit their recommendations to the subcommittee.        
c. Sickle Cell Commission Website

The Sickle Cell Commission URL is http://ldh.la.gov/index.cfm/page/2900.  The Bureau off Family Health’s Communications, Innovation and Action (CIA) Team is still assisting with website redevelopment and design to upgrade features.  The Sickle Cell Commission website will display the contact information for the Regional Foundations and Clinics as well as link to their websites.  
d. Upcoming meetings 

The upcoming meeting dates are September 12th and December 11th.  The goal is to schedule one annual in-person Commission meeting and utilize GoToMeetings for the other meetings.  A doodle poll will be distributed amongst the Commission to determine the best month for the annual in-person meeting.  

e. Announcements

· Sickle Cell Disease Association of America, Northwest Louisiana Chapter Sickle Cell Softball Tournament is scheduled for July 13-15, 2018 in Shreveport.  

· Baton Rouge Sickle Cell Anemia Foundation: Ryan’s Run 2018 is scheduled for August 25, 2018.   

· Southwest Sickle Cell Anemia Walk is scheduled for August 26, 2018 in Lake Charles.
· NOLA Sickle Cell Awareness Red Run scheduled for September 8, 2018 in New Orleans.  
· The Northeast Louisiana Sickle Cell Anemia Foundation’s Annual Banquet is scheduled for September 13, 2018 in Monroe.  
· Our Lady of the Lake Sickle Cell Awareness Day is scheduled for September 21, 2018 in Baton Rouge.  
Jerry Paige motioned, second by Etta Pete

Adjournment 10:46 AM
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