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Sickle Cell Commission Meeting

October 3, 2017

10:00 a.m.-12:00 p.m.

LDH Benson Tower 2101

Conference Call info: 872-240-3412 
Access Code: 429-397-685
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)

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

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

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

Additional meeting attendees:

· Sue Berry, MD., OPH Children and Youth with Special Health Care Needs Program  (CYSHCN) (via phone)
· Patti Barovechio, OPH CSHS Program (via phone)

· Michelle Duplantier, OPH CSHS Program (via phone)

· Bridgette Pierre, NP., Our Lady Of The Lake (via phone)
· Karen Grevemberg, UnitedHealthcare (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 10:10 a.m.

Welcome

Approval of meeting minutes – July 13, 2017
Cheryl Harris motioned to approve, second by Dr. Pamela Saulsberry. 

1. Report: Data and Surveillance

a. Surveillance System/Registry Model
Since the beginning of 2017, 57 newborns were identified with a sickle cell disease diagnosis.  In addition, 1065 sickle cell trait cases have been detected.  The newly identified cases have been distributed by regions to the sickle cell foundations and clinics.  The Sickle Cell Registry has 2274 individuals identified through the newborn screening program.  Additionally, there are 1615 individuals among the Sickle Cell Foundations active client list.  Collectively, the registry has 3889 individuals with a sickle cell disease diagnosis.  The data is continuously crosschecked with client history from the Sickle Cell Foundations as well as vital records and the death registry data.  
Sickle Cell Surveillance System

The Bureau of Health and Informatics is replicating the Geography of Sickle Cell Disease with Louisiana Medicaid Report from 2013.  The ICD 9 and 10 codes related to sickle cell were identified and sent to the Chief Data Officer to update the Medicaid Report from 2013. Once the patient indicators have been identified, the newly developed surveillance system will be able to periodically monitor sickle cell disease related Medicaid claims and clinical data. 

Lorri Burgess asked how this data will be beneficial.  Dr. Susan Berry stated the importance of complying with HIPAA guidelines in order to share data.  Lorri Burgess suggested that the contracts be reviewed to see if the Memorandum of Understandings (MOUs) state any limitations regarding HIPAA or the sharing of information among commission members and partners.  Cheryl Harris mentioned that the commission should consider receiving consent from the clients.  Ms. Burgess suggested that the discussion continue at future meetings.  The topics of MOUs and client consent will be added to the next meeting agenda.  
b. Sickle Cell Commission Website

LDH BMAC Webmaster created a webpage for the LSCC.  It’s linked to LDH.  I have access to create content for the website

LDH BMAC Webmaster created a webpage for the LSCC to promote the work of the commission while highlighting its members and partners as well as resources related to SCD in the state.  The LSCC’s website can be found at http://ldh.la.gov/index.cfm/page/2900.  Lorri Burgess asked that the web address be sent to all meeting attendees for review.  The website will be included on the agenda for the next commission meeting so attendees can express their suggestions and concerns.  
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

a. Recommendations for 2018 Legislative Session
Lorri Burgess reminded the commission attendees to submit any new proposal ideas for the 2018 Legislative Session.  Cheryl Harris mentioned reintroducing the idea of adding sickle cell disease as a reportable condition in the sanitary codes and reviewing the emergency department triage procedures for sickle cell disease.  Ms. Harris asked the attendees to research whether this legislative session was classified as fiscal or funding in order to properly direct proposals.  Bridgette Pierre recommended expanding pain management protocols.  Ms. Pierre stated that providers and patients have difficulties with prior authorization and collecting pain medications.  Ms. Pierre said some providers and patients have experienced insurance companies limiting and cancelling the distribution of medications.  Cheryl Harris will submit these proposals with the Office of Public Health recommendations for 2018 Legislative Session. 
b. Potential Funding Opportunities for Navigation Pilot
Lorri Burgess informed the group that she submitted an application for the Health Works Commission funding opportunity in hopes of establishing the patient navigator program.  Unfortunately, her application was not selected for a reward.  Ms. Burgess reminded the attendees to continue to search for other funding opportunities.  Cheryl Harris informed the attendees about an upcoming HRSA funding opportunity that could be a potential funding opportunity for the navigation pilot.  At this moment, the funding opportunity has not been posted.  
4. Report: Education and Advocacy



 
a. Proposed 2018 Sickle Cell Statewide Conference
Dr. Raj Warrier has been communicating with the administrative team at Ochsner Foundation Hospital to conduct the 2018 conference on their campus.  Ochsner would allow the event to occur in their conference center and their administration would assist in providing continual medical education credits at the conference.  Etta Pete asked who would be the contact person for content and Cheryl Harris explained that a committee approach would be used in planning the conference.  Proposed topics for consideration included: educating the educator, innovative medicinal sickle cell disease treatment, bone marrow transplantation, and the impact of higher insurance rates on the health of individuals with sickle cell disease.     
5. 2018 Election of Officials 
Lorri Burgess reminded the commission that annual election for a new chair and co-chair would occur at the next meeting.  
6. Other Business 
The next commission meeting is tentatively scheduled for Tuesday, December 5, 2017 in Baton Rouge at the Department of Health Bienville Building.
Dr. Pamela Saulsberry motioned to approve items one through five, second by Etta Pete
Adjournment 11:00 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

