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Sickle Cell Commission Meeting

December 11, 2018
10:00 a.m.-12:00 p.m.
LDH Bienville Building, Room 118

628 North 4th Street, Baton Rouge, LA 70802

https://global.gotomeeting.com/join/725771093 

Conference Call info: (872) 240-3412
Access Code: 725-771-093#
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)

· Renee Gardner, MD, Children’s Hospital

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

Additional meeting attendees:

· Brent Young, Global Blood Therapeutics, Inc. 

· Heidi Wagner, JD, Global Blood Therapeutics, Inc. 

· Irene Agodoa, MD, Global Blood Therapeutics, Inc. 

· Raymond Poliquit, MD, Healthy Blue

· David Hall, Louisiana Healthcare Connections

· Steven Higgs, MBA Louisiana Healthcare Connections

· Dana LeBlanc, MD, Children’s Hospital

· Cherie Hadley, RN, Children’s Hospital

· Jensine Speed, LMSW., Our Lady Of The Lake 

· Chauncey Hardy, Sickle Cell Anemia Foundation, Inc.

· Marcus Wallace, MD, Louisiana Healthcare Connections (via phone)

· Shelly Krawchuck, RN, Aetna (via phone)
· Rachel Smith, Aetna (via phone)
· Paula Morris, UnitedHealthcare (via phone)
· Michelle Duplantier, LCSW-BACS, OPH Children’s Special Health Services (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

· Kera Simmons, OPH Genetic Diseases Program

· Jantz Malbrue, OPH Genetic Diseases Program
Call to Order

Lorri Burgess called the meeting to order at 10:02 a.m.

Welcome
Approval of meeting minutes – September 18, 2018
Etta Pete motioned, second by Dr. Renee Gardner
1. Report: Data and Surveillance- Jantz Malbrue

The Data & Surveillance Workgroup held a meeting on August 31st.  The attendees discussed how to maintain an active surveillance system for SCD patients in Louisiana.  

The 2019 and 2020 objectives include improving registry of sickle cell patients by monitoring patients visiting to 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 accessed, medication rates, and immunization utilization; and increasing data reporting through visual context.

Since the beginning of 2018, newborn screening identified 61 newborns with a sickle cell disease diagnosis and 1,260 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 2,358 individuals identified through the newborn screening program.  The Sickle Cell Trait Registry was created and there are 21,138 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.  

Dr. Renee Gardner asked if the Sickle Cell registry included client-level data of individuals with a disease diagnosis as well as those diagnosed with trait.  Dr. Dana LeBlanc questioned how individuals born in neighboring states but living in Louisiana were captured in the registry.  Also, Dr. LeBlanc stated that providers could be using the sickle cell disease diagnosis for all claims as a disclaimer about reviewing client-level claims data.  Dr. Raymond Poliquit asked how the Sickle Cell Registry could be with the Medicaid Managed Care Organizations (MCOs).  Dr. Poliquit stated that the MCOs developed data-sharing agreement with the Office of Public Health STD/HIV Program.  Cheryl Harris stated that the Genetic Diseases Program would review the Memorandum of Understanding (MOU) established by the STD/HIV Program in efforts to provide access to client-level data.  Chauncey Hardy added that our medical intervention strategies were similar to that of the STD/HIV Program and it would be beneficial to work towards a similar goal.  David Hall stressed the importance of monitoring co-morbidities in efforts to capture all related Medicaid claims and coding details.  

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

The Medical Services Workgroup held a meeting on August 30th.  The attendees discussed how to improve medical access and care for people with SCD while reducing health care cost in Louisiana.  

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.  

Dr. Poliquit discussed the strategy of incentive-driven objectives for patients the reimbursement scale for the MCOs.  Also, Dr. Poliquit would like to assist the Commission in finding more providers treating individuals diagnosed with sickle cell.  The MCOs operate within provider incentive programs.  The providers are reimbursed based on their performance.  The same incentive program could be offered to Internal Medicine, Pediatrics, and other providers who become certified.  Dr. Renee Gardner agreed with the strategy of recruiting other providers, however she expressed the difficulty in recruiting providers into that area of healthcare.  Dr. Dana LeBlanc discussed possibilities of tracking the outcomes with the assistance of all the providers.  She stated that Children’s Hospital/LSUHSC is a part of the Heartland Consortium and there is an opportunity to submit outcomes collectively.  Dr. LeBlanc offered to distribute the link to the webinar and other information.  Lorri Burgess discussed the meeting she had with Dr. Rebekah Gee, Secretary of the Department of Health, and the possibility of working with the Medicaid Managed Care Organizations.  Dr. Marcus Wallace discussed his efforts in recruiting other providers for treating sickle cell disease and the challenges with acquiring those providers.  Dr. Wallace is interested in finding other providers who have not been contacted by the MCOs.  Ms. Burgess asked the providers about the possibility of working with Medical Schools and Rural Track Medicine with incentives.  Dr. Wallace mentioned that the Human Resources & Services Administration (HRSA) National Health Service Corps would be a good program to inquire about providers.    
Cheryl Harris motioned, second by Dr. Renee Gardner
3. Report:  Patient Navigation

The Patient Navigation Workgroup held a meeting on August 29th.  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.  
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.
Dr. Marcus Wallace discussed his participation on the Drug Utilization Review Board.  He stated the addition of sickle cell disease diagnosis for those with prescription opioids.  Lorri Burgess mentioned the addition of taskforce to review medication for sickle cell disease.  Jensine Speed asked when the addition of sickle cell disease would be finalized.  Ms. Burgess said that January 1 was the target date.  Cheryl Harris asked the best method for informing providers about the upcoming change.  Dr. Wallace would like to work with the Commission and the Department of Health to inform providers through a bulletin notice.  Dr. Renee Gardner expressed the old impression that most providers believe individuals diagnosed with sickle cell disease are addicted and drug seeking.  She stated that sickle cell patients are not treated the same as other patients with other conditions that have lower pain thresholds.  Patients with sickle cell disease can only receive 28 days of medication at a time.  Many providers are not in sync with the new guidelines for treating patients with sickle cell.  Dr. Poliquit stated that receiving client-level data would assist the MCOs to make sure care is offered to all clients.  Also, Dr. Poliquit explained that Healthy Blue creates a specific action plan for each member.  Lorri Burgess invited the Healthy Louisiana Managed Care Organizations to work closer with the Sickle Cell Community Based Organizations in effort to improve care coordination.  Ms. Burgess reiterated that the community organizations had over 30 years of institutional knowledge and a presence in the community.  Cheryl Harris stated that the Healthy Louisiana Organizations could contract with the Sickle Cell Community Organizations.  Dr. Pamela Saulsberry reiterated the lack of resources and knowledge about sickle cell in the community.  Dr. Saulsberry has been working closely with entities like the Louisiana Housing Authorities and local schools to identify services in the community.  Etta Pete shared that the theme of the National Sickle Cell Disease Convention was a “New Story for a New Generation” and they share the “Know Your Status” on Facebook.  Everyone liked the idea of reintroducing the Sickle Cell ID cards.  Dr. Dana LeBlanc and Dr. Renee Gardner expressed that a sickle cell app would be more appealing to millennials and the younger generation.  
Dr. Pamela Saulsberry motioned, second by Jerry Paige
4. Report: Education and Advocacy
The Education and Advocacy Workgroup held a meeting on August 31st.  The attendees discussed how to educate citizens and stakeholders on Sickle Cell Disease.  
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.   
Steven Higgs asked if State Legislatures were willing to aid the Commission in resolving the barriers faced by individuals living with sickle cell disease.  Lorri Burgess stated that the barriers have been challenging for many years.  Ms. Burgess added that the advocacy work of the Sickle Cell Foundations at the Legislature led to the creation of the Commission.  Chauncey Hardy reminded everyone that the Commission has to continue to be vocal while State Legislatures are monitoring initiatives that are connected to sickle cell disease such as the opioid crisis. 
Cheryl Harris motioned, second by Dr. Pamela Saulsberry

5. Global Blood Therapeutics, Inc.

Global Blood Therapeutics, Inc. (GBT) is a clinical-stage biopharmaceutical company determined to discover, develop and deliver innovative treatments that provide hope to underserved patient communities.  GBT is developing its late-stage product candidate, voxelotor (GBT 440), as an oral, once-daily therapy for sickle cell disease.  Voxelotor works by increasing hemoglobin’s affinity for oxygen, thereby blocking polymerization and the subsequent sickling of red blood cells.  Dr. Irene Agodoa discussed that voxelotor was granted Breakthrough Therapy Designation (BTD) by the U.S. Food and Drug Administration (FDA) in 2018.  Recently, the FDA agreed with GBT’s proposal for an accelerated approval pathway for voxelotor.  Dr. Agodoa presented on the current evaluation of voxelotor in the HOPE (Hemoglobin Oxygen Affinity Modulation to Inhibit HbS PolymErization) Study, a Phase 3 clinical study in patients age 12 and older with sickle cell disease.  Additionally, voxelotor is being studied in the ongoing Phase 2a HOPE-KIDS 1 Study, an open-label, single- and multiple-dose study in pediatric patients (age 6 to 17) with SCD. HOPE-KIDS 1 is assessing the safety, tolerability, pharmacokinetics and exploratory treatment effect of voxelotor. 
6. Other Business

a. 2019 Meeting schedule
An online poll will be email to all meeting attendees to vote on the meeting schedule for 2019.  
Cheryl Harris motioned, second by Jerry Paige
Adjournment 11:50 AM
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