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Call to Order 

Jantz Malbrue called the meeting to order at 10:05 a.m.   

 

Welcome 

 

Approval of meeting minutes – September 10, 2019 and December 10, 2019 

 

Mr. Malbrue discussed available resources regarding the coronavirus (COVID-19) and 

the sickle cell community.  The Sickle Cell Disease Association of America has several 

resources for providers and families. 

 Sickle Cell Disease and COVID-19: An Outline to Decrease Burden and Minimize 

Morbidity Medical and Research Advisory Committee Sickle Cell Disease 

Association of America 

www.sicklecelldisease.org 

 For families: https://www.sicklecelldisease.org/files/sites/181/2020/03/SCDAA-

MARAC-COVID-19-Patient-Caregiver-Advisory-3-17-20-FINAL4.docx.pdf  

 For providers: https://www.sicklecelldisease.org/files/sites/181/2020/03/FINAL-

SCDAA-PROVIDER-ADVISORY7.pdf 

 

The Medical College of Wisconsin created a registry to track all cases of COVID-19 for 

sickle cell disease patients.  Clinicians are encouraged to report ALL cases of COVID-19 

in their sickle cell diseases (SCD) patients, regardless of severity (including 

asymptomatic patients detected through public health screening), to the Surveillance 

Epidemiology of Coronavirus) Under Research Exclusion (SECURE)-SCD registry.  The 

project website, https://covidsicklecell.org/, provides regularly updated summary 

information about reported cases, including numbers of cases by country, number of 

cases by treatment, etc. so the entire SCD community has access to these data.  To report 

a case of coronavirus, please visit https://covidsicklecell.org/.  If you have any questions, 

please reach out to Covid.sicklecell@mcw.edu.   

   

1. Data and Surveillance- Jantz Malbrue 

a. Surveillance System/Registry Model 

 

The aim is to determine how to increase data capacity.  Proposed solutions included 

expansion of data monitoring and data sets.  Through the expansion of data 

monitoring, the commission improved the monitoring of people living with SCD in 

the state. Surveillance will need to be expanded to accurate detect the number of 

providers (pediatric and adult) treating SCD, the available treatment options along 

with the number of patients receiving them, and the percentage of emergency room 

visits along with inpatient stays.  Also, the type of data sets included in surveillance 

will be expanded to monitor on a monthly basis.  This method will assist in 

determining data points within parishes around the state.  Also, categorizing the data 

sets by pediatric patients versus adult patients to determine where services should be 

directed.   

 

https://urldefense.proofpoint.com/v2/url?u=http-3A__www.sicklecelldisease.org&d=DwQFAw&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=pgG1arOrVOuLeJrlAmjidcYLSp18FbgMn0uM5bidG_s&m=_dL98Fl6TwVw4Dvvlk3hd3fd3-vytLDVZOuB8apbf-U&s=zOeZ6wlawc7qUyv8AnOv6fcfROX0gEQVA_gnRlv6u8s&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__nam01.safelinks.protection.outlook.com_-3Furl-3Dhttps-253A-252F-252Fwww.sicklecelldisease.org-252Ffiles-252Fsites-252F181-252F2020-252F03-252FSCDAA-2DMARAC-2DCOVID-2D19-2DPatient-2DCaregiver-2DAdvisory-2D3-2D17-2D20-2DFINAL4.docx.pdf-2525C2-2525A0-26data-3D02-257C01-257CRGardn-2540lsuhsc.edu-257C95d3f5a6562e44fe879908d7ccf0d41e-257C3406368982d44e89a3281ab79cc58d9d-257C0-257C0-257C637203207057296136-26sdata-3Df9u14jZY21om5ENVHJb50IsG3lX5D8lKzWqe9i2JFVE-253D-26reserved-3D0&d=DwMFAw&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=pgG1arOrVOuLeJrlAmjidcYLSp18FbgMn0uM5bidG_s&m=_dL98Fl6TwVw4Dvvlk3hd3fd3-vytLDVZOuB8apbf-U&s=U7gYjNDrmdYR3ugd0zc3cZp4pVU4uaYz_XKyR9sZ4o4&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__nam01.safelinks.protection.outlook.com_-3Furl-3Dhttps-253A-252F-252Fwww.sicklecelldisease.org-252Ffiles-252Fsites-252F181-252F2020-252F03-252FSCDAA-2DMARAC-2DCOVID-2D19-2DPatient-2DCaregiver-2DAdvisory-2D3-2D17-2D20-2DFINAL4.docx.pdf-2525C2-2525A0-26data-3D02-257C01-257CRGardn-2540lsuhsc.edu-257C95d3f5a6562e44fe879908d7ccf0d41e-257C3406368982d44e89a3281ab79cc58d9d-257C0-257C0-257C637203207057296136-26sdata-3Df9u14jZY21om5ENVHJb50IsG3lX5D8lKzWqe9i2JFVE-253D-26reserved-3D0&d=DwMFAw&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=pgG1arOrVOuLeJrlAmjidcYLSp18FbgMn0uM5bidG_s&m=_dL98Fl6TwVw4Dvvlk3hd3fd3-vytLDVZOuB8apbf-U&s=U7gYjNDrmdYR3ugd0zc3cZp4pVU4uaYz_XKyR9sZ4o4&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__www.sicklecelldisease.org_files_sites_181_2020_03_FINAL-2DSCDAA-2DPROVIDER-2DADVISORY7.pdf&d=DwMFAw&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=pgG1arOrVOuLeJrlAmjidcYLSp18FbgMn0uM5bidG_s&m=_dL98Fl6TwVw4Dvvlk3hd3fd3-vytLDVZOuB8apbf-U&s=-sED8Cvtj64vcCxPsmwe7HoG3MjhZ8231WCVVnBPaaU&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__www.sicklecelldisease.org_files_sites_181_2020_03_FINAL-2DSCDAA-2DPROVIDER-2DADVISORY7.pdf&d=DwMFAw&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=pgG1arOrVOuLeJrlAmjidcYLSp18FbgMn0uM5bidG_s&m=_dL98Fl6TwVw4Dvvlk3hd3fd3-vytLDVZOuB8apbf-U&s=-sED8Cvtj64vcCxPsmwe7HoG3MjhZ8231WCVVnBPaaU&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__covidsicklecell.org_&d=DwMFAg&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=9BK8wvsTHoaw1amDSC_nOwA7ttoVtPvKbVaLALLLqZc&m=GMAdnMpi7i00avdfL7LGeCewOaNZ15aoCkUvnhUdthY&s=4md5U4pe3KlPro0N4RG4FX7uMp7J773X_dB_R3iVabs&e=
https://urldefense.proofpoint.com/v2/url?u=https-3A__covidsicklecell.org_&d=DwMFAg&c=xlPCXuHzMdaH2Flc1sgyicYpGQbQbU9KDEmgNF3_wI0&r=9BK8wvsTHoaw1amDSC_nOwA7ttoVtPvKbVaLALLLqZc&m=GMAdnMpi7i00avdfL7LGeCewOaNZ15aoCkUvnhUdthY&s=4md5U4pe3KlPro0N4RG4FX7uMp7J773X_dB_R3iVabs&e=
mailto:Covid.sicklecell@mcw.edu


 

 
 

Dr. Warrier discussed a study Ochsner Health Center is collaborating with the 

Department of Health researching the immunization status of individuals with SCD 

compared to individuals without in the New Orleans metro region.  Previous studies 

have shown that immunizations can reduce infections in individuals with sickle cell 

disease, but adherence to the schedule is a concern.   

 

2. Medical Service/Delivery 

 

The aim is to determine how to improve the treatment of care.  Proposed solutions 

included increasing the number of providers treating patients with sickle cell and 

increasing collaboration with Medicaid managed care organizations (MCOs). The 

expansion of providers will be assisted through increased telehealth, telementoring 

through provider to provider education, and exploring inclusivity to incorporate nurse 

practitioners, physician assistants, and other health care professionals in treating 

SCD.  The collaboration with the MCOs would provide annual data for each plan 

illustrating the number of in-network providers and the percentages of pediatric and 

adult patients.  Also, the collaboration would provide an opportunity to align pain 

management protocols and incorporate a mechanism to educate providers.  

   

Project ECHO 

Dr. Warrier discussed the utilization of Project ECHO (Extension for Community 

Healthcare Outcomes) as an educational tool to engage physicians, emergency 

departments, patients and families across the state.  Project ECHO would increase the 

sharing of knowledge and skill sets of providers and patients by connecting with 

experts from sickle cell centers through telementoring. 

 

Pain Management Protocols 

Dr. Gardener discussed the important of reimbursement rates and receiving further 

guidance from Medicaid regarding the feasibility.  She also discussed scheduling a 

meeting among all sickle cell experts to initiate development of protocols.  Mr. Hardy 

explained his trouble connecting emergency room providers with SCD protocols.  

Ms. Kathy is experiencing the same problem with clients in the Baton Rouge area.  

Dr. Saulsberry discussed her conversation with an emergency room nurse and the 

insight that workers are not knowledgeable about SCD.  She stressed the need for 

more training and educational information for providers.  Mr. Hardy discussed the 

troubles of triage levels with an emergency room and the perception that sickle cell 

patients are at the lowest level.  Dr. Gardner proposed supplying patients with SCD 

protocols that can be taken with them to emergency rooms.  The protocols could 

indicate the level of medication needed for resolution of pain.   

 

3. Patient Navigation 

 

The aim is to determine how to improve access to care.  The proposed solution was 

increasing the number of patients who have access to quality care.  More emphasis on 

the medical home model and care coordination will ensure patients are not getting 

lost within the system of care.  Improved tracking of health maintenance will 



 

 
 

determine the levels of diagnosis counseling and therapy adherence throughout all 

regions of the state.  Also, the increased emphasis on transition programs and 

resources will assist in overcoming the disruption of services due to a lack of adult 

providers.    

 

Dr. Gardner discussed having Patient Navigators in place to help desensitize 

providers and emergency rooms.  She emphasized that all patients are not able to 

advocate for themselves.  Dr. Warrier discussed that newly graduated medical 

residents are learning more about SCD than medical graduates of the past.  Dr. 

Saulsberry iterated engaging the hospital social workers to reeducate and reengage 

providers and patients. Mr. Horatio discussed his experience in regards to the lack of 

knowledge among emergency room providers around the state and he expressed the 

need to include more emergency room physicians, nurses, and social workers in 

future educational trainings.  Mr. Henderson offered to partner with community 

advocates to promote educational sessions for emergency room providers.  Ms. Kathy 

mentioned that clients are directed to certain emergency departments that may not be 

the closest to their homes.  Ms. Rogue currently works for UnitedHealthcare, and 

previously spent years working in the sickle cell clinic in Monroe.  She discussed the 

backlash patients received while seeking medication and help since many providers 

assumed they were drug seeking.  

 

4. Report: Education and Advocacy 

 

The aim is to determine how to improve community and provider knowledge.  The 

objective is to provide multilevel education toward the patient, family, provider and 

system.  One avenue is to increase engagement with government, private, and 

community partners.  Another opportunity is to expand outreach and awareness 

campaigns outside of the month of September to improve public visibility.  Also, the 

increase of web presence through tools, resources, and best practices.  These avenues 

will assist in recruitment and reengagement utilizing social media, circulating print 

and electronic media to highlight the voices of the community, and a centralized 

location for patient and provider educational materials.   

 

Ms. Speed discussed the importance of working with patients in efforts to continue 

empowering them.  She expressed the need to create resources that will educate 

patients on how to engage with their legislatures within the capital.  Dr. Saulsberry 

discussed the educate the educator resources and training guides on advocacy for 

patients and parents.    

 

 

5. Other Business 

 

a. Announcements 

 

Ms. Speed discussed possible participation in Rare Disease Day events hosted by 

the National Organization of Rare Disorders.  Dr. Poliquit stated that Healthy 



 

 
 

Blue incorporated telehealth practices for patients to have access to providers 

virtually in response to COVID-19.  Ms. Williams talked about a proposed sickle 

cell march scheduled for June in Lafayette.  Mr. Malbrue discussed the HHS 

Office of Minority scheduling a sickle cell event in June in New Orleans.  Mr. 

Hardy discussed a recent health disparity training held in Alexandria and 

contacting the facilitators from the Department of Health for future 

collaborations.    

 

 

Adjournment 11:44 AM 


