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Sickle Cell Commission Meeting

July 13, 2017
10:00 a.m.-12:00 p.m.
LDH Benson Tower 2101
https://global.gotomeeting.com/join/919584053 
Conference Call info: 646-749-3122 
Access Code: 919-584-053
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)

· Jerry Paige, Sickle Cell Disease Association, NW Louisiana Chapter (via phone)

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

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

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

Additional meeting attendees:

· Raj Warrier, MD., Ochsner Health Center for Children (via phone)
· Sue Berry, MD., OPH Children and Youth with Special Health Care Needs Program  (CYSHCN) (via phone)
· Tanisha Smith, NP., Our Lady Of The Lake (via phone)
· Karen Grevemberg, UnitedHealthcare (via phone)

· Upama Aktaruzzaman, Research Action for Health Network (REACHnet) (via phone)

· Julie Smithey, LDH Louisiana Health Insurance Premium Payment Program (LaHIPP) (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 – February 22, 2017
Cheryl Harris motioned to approve, second by Jerry Paige. 

1. Report: Data and Surveillance

a. Surveillance System/Registry Model- Jantz Malbrue

Since the beginning of 2017, 32 newborns were identified with a sickle cell disease diagnosis.  In addition, 675 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 2339 individuals identified through the newborn screening program.  Additionally, there are 1615 individuals among the Sickle Cell Foundations active client list.  Collectively, the registry has 3954 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.  Dr. Raj Warrior stated that it would be helpful to compare the population age for individuals with sickle cell disease and the usage of Hydroxyurea.  In addition, Dr. Warrior stated that it would be beneficial to review bone marrow transplant data for sickle cell patients.     
The Genetic Diseases Program continues to work with the Bureau of Health Informatics on developing the Sickle Cell Surveillance System.  The system will allow for continuous quarterly monitoring of clinical health indicators, health care utilization, and adverse events related to sickle cell by utilizing Medicaid data.  The data parameters are being outlined in order to isolate information regarding the sickle cell population throughout the state. 

b. Sickle Cell Commission Website- Jantz Malbrue
The Department of Health Bureau of Media and Communications (BMAC) Webmaster was contacted regarding the development of a webpage for the Sickle Cell Commission.  The webmaster stated that a webpage is permitted through the Genetic Diseases Program site since the commission is linked to the Department of Health. Lorri Burgess mentioned creating a subcommittee to assist with the creation of the website and Dr. Warrier along with Dr. Saulsberry volunteered to assist.

Dr. Saulsberry motioned, second by Jerry Paige

2. Report:  Patient/Navigation

a. Report Health Navigator Legislation- Lorri Burgess
Funding is being pursued for the approved Health Navigator Legislation.  Lorri Burgess spoke with Legislators in efforts not to remove the legislation from the floor in order to keep funds intact.  Cheryl Harris stated that funding to support the Health Navigator Legislation was proposed in the Department of Health Fall Budget, but the request was declined.  The Department of Health is only able to submit for support of five bills per year.  The Genetic Diseases Program will continue to pursue and request for the additional funding during the next budget request.

b. 2017 Legislative Session and Proposals- Lorri Burgess
3. Report: Education and Advocacy



 
a. 2017 Sickle Cell Statewide Conference- Lorri Burgess
Over 100 participants attended the inaugural Sickle Cell Statewide Conference June 16-17 in Baton Rouge.  Patients, family members and representatives from the Sickle Cell Foundations and Sickle Cell Clinics attended.  Sessions focused on the current state of sickle cell healthcare, clinical trials, advocacy, holistic care, and behavioral health.  Surveys revealed positive feedback from participants.  Additional feedback proposed additional pediatric sickle cell components for future conferences.       

b. Proposed 2018 Sickle Cell Statewide Conference- Lorri Burgess

Lorri Burgess proposed that the commission set aside the dates for the 2018
Statewide Conference.  In efforts not to interfere with Father’s Day, the first 
weekend on June was decided by the group.  Dr. Raj Warrier motioned to 
accept the date, second by Dr. Saulsberry.  Dr. Warrior discussed the idea of 
holding the next conference on the Ochsner campus.  He offered to propose 
the idea to the Ochsner Administration in efforts to utilize their conference 

space.  In addition, he will inquire about applying for continuing education  

credits.  Dr. Warrier stated that transplant and gene therapy could be topics of 
focus for the next conference.  If the commission is unable to secure the site in 
New Orleans, the second choice for location is Baton Rouge and Monroe is the 

third.  

Dr. Saulsberry motioned, second by Jerry Paige  

4. Statewide Distribution of Standards for Care- Jantz Malbrue
The Standards for Care of Patients with Sickle Cell Disease toolkit was distributed to health care providers throughout the state who might treat patients with sickle cell disease.  344 toolkits were mailed across the 64 parishes within the state.  109 toolkits were sent to Hospitals and Emergency Departments, 172 toolkits were sent to Federally-Qualified Health Centers, and 63 toolkits were sent to School-Based Health centers.  
5. 2016 Annual Report- Jantz Malbrue

The 2016 Annual Louisiana Sickle Cell Commission Report was submitted to the Legislative and Governmental Relations (LGR) section.  The report details the commission’s plan, distributing the Standards for Care of Patients with Sickle Cell Disease toolkit, community awareness activities during Sickle Cell Awareness Month, monitoring through the Sickle Cell Registry, budget recommendations needed to implement the Patient Navigator Program to improve the system of care and much more.  
6. REACHnet: PCORI- Upama Aktaruzzaman
PCORI released a competitive funding announcement for research proposals 

investigating the best approach for preparing emerging adults with Sickle Cell Disease for transition from pediatric to adult care. After several years of engaging stakeholders from across the country to identify research topics most important for patients with sickle cell, PCORI chose this research topic for the funding announcement. As the transition to adult care can lead to a breakdown in care coordination and disengagement of patients from the health system, PCORI seeks to fund studies that examine ways to improve the care transition process and lead to better outcomes for emerging adults with SCD. 

Researchers out of the University of Illinois at Chicago have convened 27 sickle cell clinics from across the country to partner on a response to this announcement. Participating sites come from 6 of the 12 U.S. states with the largest sickle cell populations – Louisiana being one of them. The Research Action for Health Network (REACHnet) has convened a consortium of Louisiana-based sites will be included in the proposal as participating recruitment sites, including: LA Children’s Hospital, Sickle Cell Center of Southern Louisiana at Tulane University, Ochsner Health System, and the Baton Rouge Sickle Cell and Anemia Center. REACHnet is a program based at the Louisiana Public Health Institute (LPHI) that facilitates data standardization and sharing across partner health systems in an effort to increase the efficiency of clinical health research by leveraging data from clinical health records.

The SMOOTH study proposes to examine the comparative effectiveness of two different models for transitioning the emerging adult with SCD from pediatric to adult care: (1) an individualized approach with patient navigators and (2) a group-therapy approach using music therapy. Current research supports the effectiveness of both models, however the proposed study aims to determine which care model (individualized vs. group) is most effective for building patient self-efficacy in disease management and ensuring sustained adult care of previous pediatric patients.

If the study is funded, REACHnet aims to engage Louisiana-based leaders in sickle cell throughout this study. Particularly, REACHnet will convene its New Orleans-based Sickle Cell Advisory Group – including patients, caregivers, clinicians, researchers, and community health workers – throughout the study to advise on numerous phases of the research process. This group is always open to new attendees and attendees are compensated for their participation. 

Upama Aktaruzzaman stated that the funding award will be announced in early 

September.  For more information, please email Ms. Aktaruzzaman at uaktaruzzaman@lphi.org, or visit the REACHnet website at www.reachnet.org.
7. Louisiana Health Insurance Premium Payment Program- Julie Smithey
The Louisiana Health Insurance Premium Payment Program (LaHIPP) pays for employer-sponsored insurance for individuals or members of their family who receive Medicaid.  Julie Smithey, Outreach Coordinator, is willing to assist by presenting and engaging with communities by collaborating with providers.  For more information, please email Ms. Smithey at Julie.Smithey@la.gov, or visit the LaHIPP website at www.ldh.la.gov/lahipp.
8. Other Business

Lorri Burgess suggested restarting the subcommittees in order to determine future initiatives for the commission.  Dr. Raj Warrier would like to see the commission collectively work together on grants and other funding opportunities related to sickle cell disease.     

Jerry Paige motioned, second by Dr. Saulsberry
Adjournment 11:21 AM
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