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Sickle Cell Commission Meeting

September 18, 2018
10:00 a.m.-12:00 p.m.
https://global.gotomeeting.com/join/413731637 
Conference Call info: 312-757-3121 
Access Code: 413-731-637# 
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)

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

· Jessica Templet, PA-C, St. Jude Baton Rouge Affiliate Clinic
· Karen Grevemberg, MBA, BSN, RN, United HealthCare (via phone)

· Patti Barovechio, DNP, MN, OPH Children’s Special Health Services (via phone)

· Chelsea Carter, OPH Louisiana Healthy Homes and Childhood Lead Poisoning Prevention Program

· Jantz Malbrue, OPH Genetic Diseases Program

Call to Order

Lorri Burgess called the meeting to order at 10:06 a.m.

Welcome

Approval of meeting minutes – June 25, 2018
Cheryl Harris motioned, second by Dr. Pamela Saulsberry

1. Report: Data and Surveillance- Jantz Malbrue

a. Surveillance System/Registry Model

Since the beginning of 2018, newborn screening identified 47 newborns with a sickle cell disease diagnosis and 927 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 2330 individuals identified through the newborn screening program.  The Sickle Cell Trait Registry was created and there are 20805 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 were 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 LDH Bureau of Health Informatics generated a list of individuals with a sickle cell diagnosis and a related Medicaid claim.  The file contains 1,048,576 Medicaid claims.  The client-level data contains duplicate records including name, provider, region claims type (sickle cell related claims and non-sickle cell related claims) and other demographic information.  The next set of client-level data will include the Medicaid plan, emergency department usage, immunization status, age, date of birth, race, and gender.  

The Data & Surveillance Workgroup held a meeting on August 31.  The attendees discussed how to maintain an active surveillance system for SCD patients in Louisiana.  Future objectives of the workgroup are to:

· Improve registry of sickle cell patients by monitoring patients visiting to Sickle Cell Foundations to provide a more comprehensive view of SCD in the state.

· Expand Medicaid Surveillance System by including additional demographic information, healthcare services accessed, medication rates, and immunization utilization.

· Increase data reporting through visual context.

Cheryl Harris stated the importance of removing duplicate records in the registry to reflect the number of patients and where services for SCD are received.  

Dr. Pamela Saulsberry motioned, second by Jerry Paige
2. Report:  Medical Service/Delivery

The Medical Services Workgroup held a meeting on August 30.  The attendees discussed how to improve medical access and care for people with SCD while reducing health care cost in Louisiana.  Future objectives of the workgroup are to:

· Identify new providers treating youth and adult patients with SCD.

· Collaborate with Healthy Louisiana PCPs to improve referrals for SCD services.

· Educate Emergency Department Personnel to improve acute paint treatment.

· Establish statewide pain management protocols.  

Lorri Burgess suggested inviting more providers to participate in the workgroup meetings.  

Dr. Pamela Saulsberry motioned, second by Cheryl Harris

3. Report:  Patient Navigation

The Patient Navigation Workgroup held a meeting on August 29.  The attendees discussed how to provide education and guidance to improve physical health care, mental health care, social services, and public education for a person living with SCD.  Future objectives of the workgroup are to:

· Establish parameters in the Sickle Cell Foundation contracts to include funding for the Patient Navigator Program.
· Incorporate SCD within the Louisiana Chronic Pain Guidelines.
· Investigate the use of Medical Marijuana with chronic pain management.
· Launch the Know Your Sickle Cell Status Campaign at universities and schools statewide.
· Establish Sickle Cell Status ID Cards. 
Dr. Pamela Saulsberry discussed her work with the Nursing Program & Primary Health Care Services at University of Louisiana at Monroe and the benefits of campaigns at schools.  Dr. Saulsberry attended the Adult Sickle Cell Anemia Pain Management Symposium in Shreveport and questioned how to include SCD on the list of chronic pain conditions.  Cheryl Harris stated that SCD was not included with the Department of Health’s emphasis on the opioid crisis until Dr. Parham Jaberi attended the Sickle Cell Conference in June.  Ms. Harris stated that a letter addressed to Dr. Joseph Kanter, Administrator and Medical Director in the Department of Health, to include SCD in Legislative changes.       

Dr. Pamela Saulsberry motioned, second by Cheryl Harris

4. Report: Education and Advocacy
The Education and Advocacy Workgroup held a meeting on August 31.  The attendees discussed how to educate citizens and stakeholders on Sickle Cell Disease.  Future objectives of the workgroup are to:
· Increase statewide print and media campaign to be inclusive of all activities.
· Launch the Know Your Sickle Cell Status Campaign at universities and schools statewide.
· Establish Sickle Cell Status ID Cards.   
· Assemble a statewide informational publication that will include public service announcements and a directory of events for Sickle cell Disease.   
Jensine Speed stressed the importance blood donations and bone marrow transplants.  Dr. Raj Warrier agreed with the need for more donations and transplants.  Dr. Warrier suggested having blood donations and transfusions as the themes for the next statewide conference.  Dr. Pamela Saulsberry stated that blood drives were included in the previous Know Your Status Campaign activities.  Awareness activity and a blood drive was included with it.  Dr. Warrier discussed evaluating the number of pediatric patients with Sickle Cell Disease who received vaccines and immunizations.  Karen Grevemberg asked if the schedule was different for pediatric patients with Sickle Cell Disease versus other children.  Dr. Warrier stated that the pediatric patients with Sickle Cell Disease were not offered vaccines and immunizations before, however it would be beneficial to offer them earlier.  Cheryl Harris suggested sharing the periodicity table for vaccines and immunizations with providers and parents.  

Dr. Pamela Saulsberry motioned, second by Jerry Paige

5. Other Business

a. Announcements
· Chelsea Carter talked about the Sickle Cell NOLA Awareness Walk and that the proceeds going to Tulane.

· Jerry Paige mentioned the upcoming Sickle Cell Diseases Radiothon in Shreveport.

· Jerry Paige visited the Sickle Cell Office in Birmingham, AL.  They have worked with their state officials to create a specialty license plate for Sickle Cell Disease.  Mississippi has a specialty license dedicated to Sickle Cell Disease too.  Would like to include this idea within the Education & Advocacy workgroup.   

Jerry Paige motioned, second by Cheryl Harris
Adjournment 11:03 AM
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