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Sickle Cell Commission Meeting

November 3, 2016

10:30 a.m.-12:30 p.m.
LDH Bienville Building-Room 118
Conference Call info: 888-278-0296
Access Code: 8965636#

Roll Call taken by Ms. Burgess; members present at the meeting were as follows:
Roll call taken by Ms. Burgess; members present at the meeting were as follows:

· Lorri Burgess, Baton Rouge Sickle Cell Disease Foundation – Commission Chair
· Etta Pete, Southwest Louisiana Sickle Cell Disease Foundation (via phone)
· Rosia Metoyer, Sickle Cell Anemia Research Foundation 

· Jerry Paige, Sickle Cell Disease Association, NW Louisiana Chapter 
· Pamela Saulsberry, Ph.D., LCSW,  Northeast Sickle Cell Anemia Foundation – Commission Vice Chair (via phone)
· Cheryl Harris, OPH genetic Diseases Program (LDH Designee)
Additional meeting attendees:

· Raj Warrier, MD., Ochsner Health Center for Children (via phone)

· Susan Berry, MD., OPH CYSHCN Program (via phone)

· Lillie Bradford, Sickle Cell Disease Association, NW Louisiana Chapter (via phone)

· Karen Grevemberg, UnitedHealthcare (vis phone)

· Jantz Malbrue, OPH Genetic Diseases Program
Call to Order

Lorri Burgess called the meeting to order at   10:49 a.m.
Welcome

Approval of meeting minutes – June 8, 2016
Rosia Metoyer motioned to approve, second by Jerry Paige.
1. Report: Data and  Surveillance

a. Surveillance System/Registry Model- Jantz Malbrue

The Sickle Cell Registry has a total of 2199 individuals identified through the newborn screening program.  Additionally, there are a total of 1615 individuals among the Sickle Cell Foundations active client list.  Collectively, the registry has a total of 3814 individuals with a sickle cell disease diagnosis.  According to the Geography of Sickle Cell Disease within Louisiana Medicaid CY 2013 Report, there were 5,749 persons in Louisiana who were both eligible for Medicaid and incurred a sickle cell disease related Medicaid claim between January 2009 and May 2014.  Medicaid data will be inspected for individuals lost to care and duplications.  Also, the Sickle Cell Registry will be matched against vital records and death registry data.

b. Sickle Cell Tracking Data Plan
Since the Commission meeting in June, 31 newborns were identified with a sickle cell disease diagnosis increasing the total number to 70 cases for 2016.  The newly identified cases have been distributed by regions to the sickle cell foundations and clinics.  The Genetic Diseases Program has been working with the Jay Besse, the Chief Data Office of the Bureau of Health Informatics in developing a surveillance system that will utilize Medicaid data to monitor patient care and clinical utilization costs.  The system will focus on the SCD population between the ages of 0-21 years.  The surveillance system will be steered by clinical guidelines and capture regional data from the ICD-9/ICD-10 codes linked to SCD.  The system will allow for continuous quarterly monitoring of clinical health indicators, health care utilization, and expenditures related to care.  

Jerry Paige motioned, second by Cheryl Harris

2. Report: Medical Service/Delivery

a. Standards for Care


The Standards for Care of Patients with Sickle Cell Disease booklet has been finalized and an electronic copy was distributed to all commission members.  One thousand booklets have been printed and will be distributed to pediatricians, family practitioners and other primary care providers who might treat patients with SCD.  Dr. Raj Warrier suggested promoting the booklet around the state.  Cheryl Harris suggested the State Board of Nursing as a great recipient in order to educate nurses.  Dr. Susan Berry proposed that the booklet is sent to primary care physicians whose client loads are mostly children and not located near a hematologist.        


        
Jerry Paige motioned, second by Ms. Rosia Metoyer

3. Report:  Patient/Navigation

a. Report Health Navigator Legislation
Although legislation in support of Patient Navigation was passed in 2015, the commission will continue to work with legislatures to secure funding.  Dr. Rebekah Gee supports the efforts of the commission and the Patient Navigation initiative, however there aren’t any funding sources within the Department of Health to support this effort at the moment.  Lorri Burgess reminded members that the commission will need the help of the Capital.  Cheryl Harris stated that the Genetic Diseases Program requested funds for Patient Navigation in the 2018 OPH Budget, but the request was denied due to uncertainty of available clinical resources for adult sickle cell disease patients.  Jerry Paige spoke with a local Congressman regarding the legislation, and the individual is willing to support the legislation once funds have been secured.  Ms. Burgess asked the group to think about collaborating with Federally Qualified Health Centers (FQHCs) regarding Patient Navigation as a possibility and what it would entail.  Dr. Susan Berry stated that the Louisiana Maternal and Child Health Services Title V Block Grant Application/ Annual Report would be a great model to review since it addresses the need for better access to medical homes and adequate transition services for children with special health care needs.
b. 2017 Legislative Session and Proposals
Lorri Burgess pondered whether new proposals would be best suited for approval by Legislation or channeled through the Department of Health.  Cheryl Harris suggested that new proposals would benefit from the commission proposing independently.  Ms. Harris stated that the Department of Health/Office of Public Health support five proposals per session, however the deadline for submittal has passed.  The commission plans to inquire with the Bureau of Media and Communications (BMAC) and the necessary criteria for launching a media campaign.  
Jerry Paige motioned, second by Ms. Cheryl Harris.

4. Report: Education and Advocacy



           
a. Sickle Cell Statewide Conference
Lorri Burgess stated that sponsorship packages have been mailed to a list of potential sponsors.  Dr. Raj Warrier asked about the sponsorship criteria and the target audience for the conference.  Ms. Burgess stated that the conference will be open to medical professionals, community health providers, and individuals affected by sickle cell disease.  Ms. Burgess has been working with staff at the Louisiana Primary Care Association to coordinate CEUs.  Dr. Pamela Saulsberry mentioned that the conference should offer CEUs for Social Workers and other professionals.  The goal is to open enrollment for the conference in January 2017.      

Jerry Paige motioned, second by Ms. Cheryl Harris.

5. REACHnet: PCORI Funding Opportunity
a. SMOOTH STUDY – research proposal for the Patient-Centered Outcomes Research Institute (PCORI)
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. 
REACHnet is happy to answer any questions that the Sickle Cell Commission may have about the SMOOTH proposal or the REACHnet Sickle Cell Advisory Group. For more information, please email Lindsey Rudov at lrudov@lphi.org. 

6. Other Business

a. 2016 Annual Commission Report

The 2016 Annual Louisiana Sickle Cell Commission Report is being prepared for submission to the Office of Community Affairs and Legislative Liaison.  The report will highlight the year three accomplishments of the commission as well as funding requests essential to improving the continuum of care for patients with Sickle Cell Disease.  

b. Boards and Commissions Status

The Genetic Diseases Program updated the required Louisiana Sickle Cell Commission’s documents on the Boards and Commissions website.  The Division of Administration reported that the commission is in compliance by completing the necessary documents and meetings required by Act 814 of 2013.

c. Upcoming Meetings

In order to lessen the travel burden for all commission members, the idea of utilizing GoToMeeting for future meetings was presented.  The commission members were open to the idea of incorporating videoconferencing into the meeting format allowing the commission to host one or two in-person meetings for the upcoming year.  

The meeting was adjourned at 11:55 am.         
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