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EXECUTIVE SUMMARY

SB 57 (Act 117) of the 2013 Regular Session requires the Department of Health and Hospital to form the
Louisiana Sickle Cell Commission. Act 117 outlines membership on the commission and the function of
the committee. Membership is by appointment of the Governor, subject to Senate confirmation and is
inclusive of a representative from each of the following:

The Sickle Cell Center of Southern Louisiana — Tulane University School of Medicine
Children’s Hospital - New Otleans

The Louisiana Primary Care Association

The Baton Rouge Sickle Cell Anemia Foundation, Inc.

Northeast Louisiana Sickle Cell Anemia Technical Resource Foundation, Inc.

Sickle Cell Disease Association of America, Inc.- Northwest Louisiana Chapter

The Sickle Cell Anemia Research Foundation, Alexandria

The Southwest Louisiana Sickle Cell Anemia, Inc.

The Secretary of the Department of Health and Hospitals or a Designee

One member of the Louisiana Senate

One member of the Louisiana House of Representatives

The functions of the committee are to: 1) Ensure delivery of sickle cell setvices to affected person in
all parishes in Louisiana and assist in establishing geographical service delivery boundaries, 2) Promulgate
guidelines for creating uniformity of service delivery to sickle cell patients, 3) Submit budget
recommendations to the legislature and the govemor, prepare and publish an annual report on sickle cell.

The commission has formed the following workgroups that will focus on the mandates outlined in the
Act: Medical Setvices, Patient Navigation, Education & Advocacy, Data & Suzveillance and Budget. The
teport below details the membership of the commission and the activities proposed by the workgroups
during the 2014-2015 Fiscal Year.
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THE LOUISIANA SICKLE CELL COMMISSION

INTRODUCTION

Sickle Cell Disease (SCD) is an inherited disorder of a protein called hemoglobin in red blood cells. Red
blood cells are responsible for carrying oxygen in the blood to the body’s tissues. Normal red blood cells
contain Hemoglobin A and are round shaped. However, the presence of Hemoglobin S causes red blood

_ cells to become sickle shaped and this distortion can cause the red blood cells to block off blood vessels and
“jmpede the delivery of oxygen. The effects of this can be severe pain (also known as sickle cell crisis) and
can lead to permanent damage of the brain, liver, kidneys, bones and spleen.

Each year, approximately 80 infants are born with SCD in Louisiana. It is estimated that there are
approximately 3000 children and adults living with SCD in the state.

In the past, the life expectancy for patients living with SCD was not much past the twenties. However,
with improved identification and treatment, the life expectancy has greatly improved and patients can live
well into their 60s with the proper resources. However, the provision of the proper tesources for patients
with sickle cell disease is limited.

Because of unstructured service delivery, Sickle Cell Disease has placed a tremendous burden on medical
services, especially with Medicaid. Sickle Cell Disease (SCD) was the top diagnosis category with
readmissions for Louisiana Medicaid patients in 2011 — of 1,630 Medicaid discharges, 313 (19.2%) resulted
in readmissions. 77.7% of readmissions were for adult patients over the age of 18. Of the 1,630 Medicaid
SCD discharges from inpatient settings, 17.25% of the SCD discharges involved behavioral health co-
morbidities.

Due to the increase in SCD life expectancy, the adult SCD population is considered a relatively new
population and is growing. Currently, there are very few resources and a lack of access to care for adult
SCD patients in Louisiana:

» @  Few adult hematologists specialize in the cate of SCD patients.
® Preventive and specialized acute and non-acute services for SCD patients are limited due to low
Medicaid reimbursement rates.
® Adult patients experience difficulty obtaining insurance coverage once they turn 18 due to the
gap in time before they are covered by Medicaid.
® There are almost no programs geared toward individuals who are transitioning from the
pediatric to the adult SCD treatment arena.

While access to care for SCD is typically not an issue for pediatric patients, the following additional
opportunities for intetvention have been identified for the pediatric and adult SCD populations as a
whole:
® Currently no registry/database or program exists to track SCD patients throughout their lifetime
to ensure that they are not lost to follow-up.
® Thete are deficits in SCD patient and family education and engagement in both the pediatric
and adult populations.
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The overall goal of the Louisiana Sickle Cell Commission is to address these concerns and formulate

actions to reduce the burden of SCD in Louisiana.

Comumission Members

The following individuals have been appointed by the Governort to represent the organizations outlined in

the Act:

Organization

Representative

® The Sickle Cell Center of Southemn
Louisiana — Tulane Univetsity School of

Medicine Dr. Tamuella Singleton
AN
¢ Children’s Hospital — New Otleans
Dr. Renee V. Gardnet
¢ The Louisiana Primary Care Association
Tonia Canale
® The Baton Rouge Sickle Cell Anemia .
Foundation, Inc. Lorri Burgess
® Northeast Louisiana Sickle Cell Anemia
Technical Resource Foundation, Inc Dr. Pamela Saulsherry
¢ Sickle Cell Disease Association of America,
Inc.- Northwest Louisiana Chapter Jerry Paige
® The Sickle Cell Anemia Research
".1} c Foundauoﬂ, Alexandm Rosia Metoy er

e The Southwest Louisiana Sickle Cell
Anemia, Inc.

Etta Pete

® The Secretary of the Department of Health
and Hospitals or a Designee

Courtney Phillips

The Lowisinna Sickle Cell Canmission /.
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Louisiana Senate Senator Yvonne Dotsey-Colomb

Louisiana House of Representatives

Representative Herbert Dixon

Parterships

Along with the organizations and individuals appointed by the Governor, other state agencies and
stakeholders have expressed interest in attending the commission’s public meetings. Partnerships include
Louisiana Medicaid, Bayou Health Plans, Genetic Diseases Program, Title V Children and Youth with
Special Health Care Needs Programs, LSU Medical Centers (New Otleans and Shreveport) and private
citizens affected by SCD.

Workgroup Activities

During meetings over the past year, the committee has selected a chairperson (Lotri Burgess) and a vice-
chaitperson (Dr. Renee Gardiner) and developed workgroups that will provide guidance on promulgating
the activities of the commission. The information below outlines the goals objectives, relevant activities
and performance measures of each workgroup.

1. Medical Services
Goal: To improve medical access and care for people with sickle cell disease while reducing health
care cost in Louisiana

Objectives:

a)
b)
<)
d)

Improve access to acute pain treatment

Improve chronic pain management

Create a patient centered medical home

Improve access to specialized sickle cell outpatient care

Relevant Activities

)
b)
9
J

Create sickle cell day hospitals to provide appropriate care for acute pain and minimize ER
visits an hospital admission

Create multidisciplinary pain management teams to reduce ER utilization, manage natcotic
dependence and reduce overall narcotic use

Work with primary care physicians to create a patient centered medical home which will
decrease inappropriate referrals and duplication of care

Train and engage more outpatient practitioners in the care of sickle cell care

Performance Measures

a)
b)
)
d)

Decrease ER visits and hospital admissions

Decreased ER utilization, decreased narcotic utilization

Sickle cell centers in LA are approved patient centered medical homes

Patients will have easier access to sickle cell specific outpatient care (decreased wait time to see
a sickle cell specialist)

The Louisiana Sickle Cell Commission/Act |
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2. Patient Navigation
Goal: To provide education and guidance to improve physical health care, mental health care,
social services, and public education for a person living with sickle cell disease.

Objectives:

N a) Establish confidence and trust with clients and families
b) Establish partnerships with agencies and medical professionals
¢) Establish advocacy and support groups for clients

Relevant Activities:

a) Assist clients in securing a medical home

b) Assist clients in connecting with other social setvice providers

c) Assist clients in establishing educational and job search opportunities
d) Outreach activities that include health fairs

Performance Measute:
Performance measures will be determined by the number of clients that were able to establish a
medical home, and referrals made

3. Education & Advocacy
Goal: To educate citizens and other stakeholders on Sickle Cell Disease

Objectives:

a) Establish state wide print and media campaign to be inclusive of all activities.

b) Coordinate with Louisiana Sickle Cell Association (LASCA) for Annual Sickle Cell Disease
State Conference.

" c) Establish links to Louisiana Sickle Cell Foundations from the Genetics Program’s section on
R DHH website.

d) Assemble a sickle cell disease state-wide informational publication, to include PSAs

(video/audio) and directory, featuting each state agency/otganization.

Relevant Activities:

a) Coordinate with state DHH media representative

b) Plan state-wide conference

) Each agency/organization with present link to DHH media representative

d) A profile sheet will be designed for each agency/organization to provide information, pictutes,
etc., for publication, PSAs and directory

Performance Measutes:
Evaluations will be conducted after each activity to assess the effectiveness of the activity

4. Data & Surveillance
Goal: To maintain an active surveillance system for Sickle Cell Disease patients in Louisiana.

Objectives:

a) Develop surveillance system/registry for the tracking of sickle cell disease in Louisiana
with the following info:

Phe Lonrsiona Sickle Cell Commission/Act 117
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1. Demographics characteristics and geographic distribution of sickle cell
patients in Louisiana
ii. Health care utilization, costs of care, and the geographic variation of
specific services
iii. Current sickle cell patients on the rosters of Sickle Cell Foundations and
Office of Public Health’s Genetic Diseases Program

Relevant Activities:

a) Review data sources that should be included in surveillance system

b) Develop report utilizing Medicaid data to show the disttibution and costs of Sickle Cell disease
in Louisiana

Performance Measutes:
Creation of surveillance system by March 2015

. Budget Recommendations

Patient Navigator Program - $440,000

The Sickle Cell Commission has determined that many sickle cell patients could benefit from a
Patient Navigation program to provide linkages to specialty cate. This proposal from the five
Sickle Cell Foundations would include eight patient navigators located statewide based on the
geographic location of Sickle Cell patients established utilizing Medicaid data. The Patient
Navigators would be versed in health education and preferably have Certified Health Education
Specialist (CHES) cettification. Utilizing individuals with CHES certification would tremendously
decrease spending on training costs.

These patient navigators would also serve as the outreach coordinator, coordinating family
educational sessions as well as serving as patient case managers, directly contributing to the
continuum of care for both the patient and family. Furthermore, patient navigators would be
responsible for identifying and contacting patients, conducting home visits with patients’ family
members, and coordinating care for patients. Patient Navigators would also undergo care
coordination training and training on eliciting patient involvement as active participants and
decision-makers within their own care. Patient navigators would provide one-on-one guidance and
assistance to individuals as they move through the health care continuum from prevention to end-
of-life care. The principal function of the navigator would be to eliminate any and all barriers to
timely screening, diagnosis, treatment, and supportive care for each individual.

Salary & Benefits $45,500 ($35,000 salary + $10,500 benefits @ 30%)

Training Costs $1,000 per navigator (Training at Harold P. Freeman Patient
Navigation Institute)

Travel $2,500 per navigator (mileage for home visits, travel to training at
Navigation Institute)

Equipment/Supplies $1,000 per navigator (Laptop, educational matetials, office supplies)
Administrative Costs $5,000 per navigator (10% ovethead costs for foundations to suppott
patient navigators)

The Lowisiana Sickle Celt Commission/Act 117 (2014
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CONCLUSION

If managed propetly, patients with Sickle Cell Disease, can live longer, productive lives and
reduce the burden of medical costs on the medical infrastructure of the state. This initial report provides a
*t ‘snapshot of the initial activities of the Sickle Cell Commission to combat sickle cell disease in Louisiana. It
is recommended that funds are made available to the Louisiana Sickle Cell Commission based on
proposed budget recommendations to fulfill workgroup activities. Also, included as an attachment to this
report is a data report which provides a context for the costs associated with Sickle Cell patients (children
and adults) who are on Medicaid.

Attachment: ~ Geography of Sickle Cell Disease Within Louisiana Medicaid: Population, Claims and
Costs (CY2013)
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Executive Summary

® This work is 2 sample of those with Sickle Cell Disease (SCD) in Louisiana. It is not the total
number of known cases which would include those not on Medicaid and/or without a
recent Medicaid SCD claim.

® What follows is 2 summary of Medicaid claims in Calendar year 2013 related to those in The
Registry created exclusively for this research.

® The Registry includes 5,749 persons in Louisiana who were both eligible for Medicaid and
incurred a SCD related Medicaid claim between Jan-2009 and May-2014.

® Results are associated with each person’s last known addzess in the Medicaid Eligibility
Determination System (MEDS) as of May 2014, not necessarily residence at the time of
claim.

® 436 (7.5%) were either not eligible on or after Apr-2012, when location tracking of eligible
began, or we wete otherwise unable to assign any geographic identifiers to them (i.e. aged
out of eligibility since, out of state, etc.)

® This Medicaid sub-population represents 0.41% of the total Medicaid Population and 2.5x
that (1.0%) of the total Medicaid Cost (FY13 Medicaid Report).

® This Medicaid sub-population had:

O an average cost of $§11,720 per person, (overall per member cost of Medicaid, $4,511;

FY13 Medicaid Report)
" an average of $3,964 SCD related claims per member,

® an average of §488 SCD related ER claims per member
® We were unable to place 263 (4.6%) individuals to an address so their geographic identifiers

were left “unassigned” though their claims were included.

LDHH \ OPH\ CPHI Page 2
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