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Evaluation of SCD Management within SoonerCare

INDEPENDENT EVALUATION

This independent evaluation of the SoonerCare program’s performance in covering
members with Sickle Cell Disease was conducted by The Pacific Health Policy Group
(PHPG). PHPG is solely responsible for the analysis and findings presented in this report.

PHPG is a national consulting firm with locations in the states of Arizona, California,
Illinois, Oklahoma and Vermont. PHPG specializes in the development and evaluation of
programs to serve Medicaid beneficiaries with special health care needs.

PHPG wishes to acknowledge the cooperation of the Oklahoma Health Care Authority in
obtaining the necessary data for completion of the evaluation. PHPG also wishes to
acknowledge the cooperation of Supporters of Families with Sickle Cell Disease and the
State’s two centers-of-excellence (Jimmy Everest Center at Oklahoma University and
Saint Francis Hospital).

PHPG



Evaluation of SCD Management within SoonerCare

TABLE OF CONTENTS

COMMONLY-USED ABBREVIATIONS & ACRONYMES .........oooiiiiiiniiiiienieesiee et 4
A. EXECUTIVE SUMMARY .......ooiiiiiiieiieeiteeete ettt et e sttt sse e st esmt e e bt e sseesneesneeeaneesnnesreennneenne 5
B. GENERAL BACKGROUND INFORMATION .........cociiiiiiiieniienieenire ettt 11
Lo INErOTUCTION ettt s bt s e e st e e st e s sabeesenneesneeenas 11
2. SB 1467 — Study Scope and Methods ........coocuiiiiiiiiiieiiiiiee e 21
C. EVALUATION FINDINGS ...ttt ettt ettt ettt set e st e it e s beesatesabeesaeesnseesaaeeneens 28
1. Characteristics of SoonerCare Members with SCD........ccccceeiiiriiiiiinicee e, 28
2. ACCESS 1O COVEred SEIVICES ....ciiiiiiiiiieiiiee ettt 32
3. Emergency Room Provider Training and RESOUICES........uuveeeieeieiiciiirieeee e e e cccirveree e e e e 44
4. Supports for Members with SCD to Navigate the System........ccccouveeiiiiiiiiiciiiie e, 53
D. SUMMARY OF RECOMMENDATIONS..........ooiiiiiieiiieieeniee ettt ettt 57
E.  APPENDICES ...ttt ettt ettt et r e s et s ne e s ne e e n e nn e s n e e ne e e 60
1. Selected REfEreNCES.......ociiiiiiiieiee e 61
2. Virtual Town Hall Meeting INVitation......ccceeeeiiiiieiiiieiiee et 62
3. PHPG Member SUrvey INStrUMENT ......oooieiiieieeee ettt e et e e e e e e e arreee e e e e e e eeans 63
4. OHCA Out-of-State Services PA Form and NOtICE ........cooueerieiiiiiniiniienieeeese e 71
5. Hospital Admitting Diagnosis Data ........cccccviiiiiiiei it 74
6. Sample Emergency ROOM ProtoCol.........uuevieiiiiiiiiieieeee et e 75

PHPG 3



Evaluation of SCD Management within SoonerCare

COMMONLY-USED ABBREVIATIONS & ACRONYMS

ABD Aged, Blind, Disabled

Cccu Chronic Care Unit

DUR Drug Utilization Review

EPSDT Early and Periodic Screening, Diagnosis and Treatment
FDA Food and Drug Administration

FPL Federal Poverty Level

HAN Health Access Network

HbSC Hemoglobin C

HbSS Hemoglobin S

HIE Health Information Exchange

HMP Health Management Program

HRSA Health Resources and Services Administration
MCE Managed Care Entity

OHCA Oklahoma Health Care Authority
OSDH Oklahoma State Department of Health
osu Oklahoma State University

ou Oklahoma, University of

PCCM Primary Care Case Management
PCMH Patient Centered Medical Home

PCP Primary Care Provider

PHE Public Health Emergency

RFP Request for Proposals

SCD Sickle Cell Disease

SCT Sickle Cell Trait

SDOH Social Determinants of Health

SFY State Fiscal Year

PHPG 4



A. EXECUTIVE SUMMARY

Introduction

Sickle Cell Disease (SCD) is the most prevalent inherited blood disorder in the United
States. There are an estimated two million Americans with the sickle cell trait (SCT),
meaning that the individual inherited the sickle cell gene from one parent. There are
approximately 100,000 Americans who have inherited the SCD gene from both parents
and have been diagnosed with sickle cell anemia or another disease within the SCD group.

Sickle Cell Disease is present at birth, with symptoms often appearing in the first year of
life and worsening over time. Children and adults with SCD are at greater risk of infection
than the general population, including a heightened risk of pneumonia. Children and
adults with SCD also can be at heightened risk for stroke, among other complications.

Many persons with SCD receive health care services through their state Medicaid
program. In Oklahoma, the SoonerCare Program, in a typical year, covers between 400
and 500 members with SCD.

SoonerCare members with SCD are not evenly distributed throughout the State. Most
reside in Oklahoma and Tulsa Counties, each of which is home to over 100 persons. The
next most populated counties are Cleveland, Comanche and Muskogee, each with
between 10 and 30 persons. There are 31 counties with at least one, but fewer than 10
members with SCD; 41 counties have no members with SCD.

Most members with SCD are enrolled in SoonerCare Choice, the OHCA’s primary care case
management model. In April 2024, the majority of SoonerCare Choice members will be
enrolled into Managed Care Entities under the OHCA’s new SoonerSelect model.

A variety of new prescription drugs and interventions have been developed for SCD
treatment in recent years, raising life expectancy for those with some form of the
condition. Despite these advances, SCD can be a devastating and difficult-to-manage
condition for the patient and his or her family. In addition to other health risks and
complications, persons with SCD may experience severe pain crises brought on by clotting
of the abnormally shaped red blood cells.

Patients in crisis often require intensive and continuous opioid-based pain medications
that must be administered parenterally (e.g., by intravenous method). The medications
must be provided either in an emergency room or inpatient setting, where the patient
can be monitored and the dosage increased as necessary to achieve pain relief. One
SoonerCare member with SCD recently described the experience of an acute pain crisis
as being, “like shards of glass running through your system.”
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SB 1467 Study Scope

During the 2022 regular session, the Oklahoma Legislature enacted Senate Bill (SB) 1467,
which was signed into law by the Governor on May 2, 2022. Section 1A of SB 1467 directed
the OHCA to:

“... conduct an annual review of all medications and forms of treatment for
sickle cell disease and services for enrollees with a diagnosis of sickle cell
disease. The purpose of the annual review is to determine if the available
covered medications, treatments, and services are adequate to meet the
needs of enrollees with a diagnosis of sickle cell disease, and whether the
Authority should seek to add or recommend additional medications,
treatments, or services.”

The OHCA retained the Pacific Health Policy Group (PHPG) to conduct an independent
evaluation in accordance with SB 1467 requirements. PHPG is a national consulting firm
that specializes in development and evaluation of programs to serve Medicaid
populations with special needs.

PHPG organized the study scope around the Legislature’s specific areas of inquiry. The
evaluation methods similarly were selected to obtain the data necessary to inform
findings and recommendations across the areas defined in SB 1467. They included:
interviews with members (through a structured survey), providers and program
stakeholders; analysis of Medicaid eligibility and paid claims data; and review of national
best practices, among other activities.

PHPG applied the data and related analysis toward answering the following questions:

e Do SoonerCare members with SCD have access to all necessary services, including
access to knowledgeable Patient Centered Medical Home (PCMH) providers?

o Do Oklahoma emergency room providers have the appropriate training and
resources to care for members in crisis?

e Do SoonerCare members with SCD have appropriate supports to navigate the
health care system?

e How can the program be strengthened?
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Do Members Have Access to All Necessary Services?
Findings

Individuals with SCD often require support from multiple specialties, with Hematology
typically serving as the nexus for their care. The SoonerCare program is open to all
licensed and qualified physicians in the State.

Oklahoma has two recognized “centers of excellence” for treatment of persons with SCD,
both of which serve SoonerCare members. They are the Jimmy Everest Center at
Oklahoma University (OU) Children’s Hospital in Oklahoma City and the pediatric
hematology program at Saint Francis Health System in Tulsa. The OU program was created
in 1993 and has served approximately 200 pediatric patients over the past two years. The
Saint Francis program serves about 90 patients at any point in time.

SoonerCare members with SCD also have access to non-clinical assistance through
Supporters of Families with Sickle Cell Disease, a comprehensive community-based
organization serving individuals and families living with sickle cell and thalassemia disease
and trait in Oklahoma. The organization is based in Tulsa but works on behalf of families
throughout the State.

SoonerCare providers generally are satisfied with scope-of-coverage, from an insurance
perspective. This is unsurprising, given that Medicaid coverage generally is comparable to
commercial insurance in scope. However, providers at the centers-of-excellence stated
that transportation can be a burden, particularly for members traveling long distances.

Specialist providers also questioned the rule under SoonerCare Choice that all referrals
must originate with the member’s PCMH. The centers-of-excellence, for example, must
route patients back to their PCMH when a referral to an outside specialty is needed,
potentially delaying care. The additional step keeps the PCMH informed but there are
information sharing options short of a patient visit that would accomplish the same ends.

SoonerCare members with SCD are satisfied with some aspects of care but are careful to
distinguish between specialists and providers at the centers-of-excellence and the
broader PCMH community. In the words of one survey respondent, “(My son’s)
Hematologist and Oncologist are good. His regular doctor does not know anything about
SCD though.”

Recommendations

1. The OHCA, in conjunction with SoonerSelect MCEs, centers-of-excellence and
Supporters of Families with SCD, should conduct a coordinated educational
campaign targeting PCMH providers in counties with SCD members. PCMH
providers could be offered continuing education credits for participating.
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2. The OHCA and SoonerSelect MCEs should consider having a process for allowing
qualified specialists to make referrals, while keeping PCMH providers informed,
either directly or through the State’s Health Information Exchange (HIE).

Do ER Providers Have Appropriate Training and Resources?
Findings

SoonerCare members with SCD who experience a pain crisis must be treated in a hospital
setting, either in the emergency room or as an inpatient. Medications are administered
parenterally and require continuous monitoring.

In State Fiscal Year (SFY) 2022, 327 out of 487 members with SCD (67.1 percent) had at
least one emergency room visit. On average, members with SCD had approximately four
emergency room visits per year.

The emergency rooms at OU Health Sciences Center and Saint Francis have evidence-
based protocols for treatment of patients in crisis and providers are familiar with how to
treat the condition. However, the majority of emergency room physicians may see only
one or two cases a year. Many surveyed members and Town Hall participants expressed
frustration with their emergency room experiences.

One survey respondent said, “/ honestly do not think the doctors in the emergency room
have any idea of the excruciating pain — pain the rest of us will never know — these kids
are going through. Yet, the doctors act like we are in there seeking drugs for no reason.”

Another said, ““l cannot get treatment for my Sickle Cell disease...I stopped even going to
the E.R. because it is a waste of time. Sometimes | just curl up in my bed and cry from the
pain.”

A best practice described in literature and recommended by Supporters of Families with
Sickle Cell Disease is creation of a pain management action plan. The plan is a written
description from the patient’s Hematologist that outlines his or her condition, needs and
recommended course-of-care when in crisis. Patients with an action plan have a better
chance of receiving timely care when they arrive in an unfamiliar emergency room. The
action plans also could be uploaded to the State HIE for ready access from any hospital.

Recommendations
1. The OHCA, in collaboration with centers-of-excellence and Supporters of Families

with Sickle Cell Disease, should undertake an educational campaign to increase
knowledge of evidence-based protocols for treatment, including those available
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through the American Society of Hematology and Centers for Disease Control and
Prevention.

2. The OHCA, SoonerSelect MCEs and advocacy community should collaborate on
outreach to members with SCD and Hematology community to facilitate creation
of plans. Emergency room providers also can be educated on their efficacy and
importance.

Do Members Have Appropriate Supports to Navigate the System?
Findings

Individuals with complex/chronic disease such as SCD often require care from multiple
medical specialties, as well as behavioral health services to cope with what is a life-long
condition. Navigating the health care system without support can lead to fragmented
care or gaps in care, as well as patient discouragement.

Medicaid beneficiaries often face additional, non-clinical hurdles to accessing care. These
factors, known as “social determinants of health” (SDOH) can include housing insecurity,
food insecurity, difficulty making utility payments and lack of reliable transportation,
among others. A person with significant SDOH needs may, by necessity, regard his or her
health care, particularly preventive services, as a lesser priority.

One recognized best practice for managing complex care needs is through establishment
of a member-centered interdisciplinary care team. The team typically includes
representatives from all specialties relevant to the individual’s health needs, as well as a
designated care manager (nurse or social worker) to coordinate the team’s activities. As
suggested by its name, the team places the member at its center, and she or he retains
autonomy for choosing the preferred course of care.

Individuals enrolled with an interdisciplinary care team typically receive a comprehensive
assessment, followed by creation of a care plan that addresses both clinical and non-
clinical (SDOH) priorities. SDOH needs may be managed by a Community Health Worker
trained for this task.

The interdisciplinary care team model also is well-suited for facilitating a member’s
transition from pediatric to adult care. The team can assist the member in making the
transition and can itself evolve, in terms of composition, from pediatric to adult care
providers.

Another best practice is use of mobile app technology as a means of monitoring a
member’s health status and adherence to preventive care guidelines. Recent research
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indicates the technology can be effective in reducing acute care utilization among persons
with SCD.

There are multiple pathways through which SoonerCare members with SCD can receive
care management today. Members who are seen at Jimmy Everest have access to an
interdisciplinary care team in accordance with best practices. In addition to addressing
current needs, the team assists members to prepare for the transition from pediatric to
adult care and coverage. The OHCA administers several programs through which agency
nurses or vendor staff provide care management to members with complex/chronic
conditions, including a portion of the population with SCD.

SoonerSelect will expand access to interdisciplinary care management. MCEs will be
required to offer an initial health screening to all new enrollees, and to perform a
comprehensive clinical and SDOH assessment on those identified as having special needs,
a category that would include members with SCD. The assessment will be used to develop
a comprehensive, interdisciplinary care plan, to be overseen by a designated care
manager.

Recommendations

1. The OHCA should ensure that current and future care management systems
emphasize the importance to members of having a comprehensive care/action
plan that addresses the member’s complete care needs, both current and future
for members transitioning from pediatric to adult coverage.

2. The OHCA should strive to make available interdisciplinary care management,
where appropriate, by coordinating with the Jimmy Everest Center, SoonerCare
HMP and SoonerCare HANs on behalf of ABD beneficiaries. (All SoonerSelect
enrollees will have access to interdisciplinary care teams.)

3. The interdisciplinary care teams should be tasked with facilitating the transition
of adolescents from pediatric to adult coverage and care.

4. The OHCA should explore use of a mobile app for members with SCD, either
directly or through its contractors.

Conclusion

All study recommendations are actionable in the next twelve to eighteen months. The
second annual report, due to the Legislature in January 2024, will provide an update on
the status of the recommendations.
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B. GENERAL BACKGROUND INFORMATION

1. Introduction

Sickle Cell Disease Types and Prevalence

Sickle cell disease (SCD) refers to a group of blood disorders, usually inherited, of which
Hemoglobin S (HbSS), also known as sickle cell anemia is the most common. SCD is
concentrated within the African American community, where it occurs in one of every
365 births?, making it the most prevalent inherited blood disorder in the United States.

There are an estimated two million Americans with the sickle cell trait (SCT) in the United
States, meaning that the individual inherited the sickle cell gene from one parent. SCT
occurs in approximately one of every 13 African American births. A child whose parents
carry the SCD gene has a three-in-four chance of being born either with SCT or SCD

(Exhibit B-1).
Exhibit B-1 — Sickle Cell Trait and Disease Risk
® | 4
Carrier (Sickle Cell Trait) Carrier (Sickle Cell Trait)
Unaffected Carrier (Sickle Cell Trait) Carrier (Sickle Cell Trait) Sickle Cell Disease
[ ) [ 4 [ ] [ d
@& rormal Hemoglobin Gene @D sickle Cell Hemoglobin Gene

1 Source: Data & Statistics on Sickle Cell Disease | CDC. SCD occurs in one of every 16,300 births to Hispanic
Americans and less frequently among individuals of Asian, Mediterranean and Middle Eastern lineage.
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https://www.cdc.gov/ncbddd/sicklecell/data.html

There are approximately 100,000 Americans who have inherited the SCD gene from both
parents and have been diagnosed with sickle cell anemia or another disease within the
SCD group?. Other SCD conditions include Hemoglobin C (HbSC) and HbS beta
thalassemia, as well as several rarer types. Sickle cell anemia, in which an abnormal form
of hemoglobin causes red blood cells to become rigid and sickle-shaped, is usually the
most severe form of SCD.

Many persons with SCD receive health care services through their state Medicaid
program. During each of the three most recent state fiscal years (SFY 2020 — SFY 20223),
the SoonerCare program covered between 400 and 500 members with SCD* (Exhibit B-2).

Exhibit B-2 — SoonerCare Members with SCD by State Fiscal Year

600
487
500
. 421 428
2 400
£
@
=
s 300
T
2
=] 200
=
100
0
SFY20 SFY21 SFY22
Other SCD 3 6 2
M Thalassemia 21 27 30
m Sickle Hemoglobin 59 50 61
m Sickle Cell Anemia 338 345 394

Over 80 percent of SoonerCare members with SCD were diagnosed with sickle cell anemia
while other SCD conditions occurred with less frequency (Exhibit B-3 on the following

page).

2 Sickle cell disease: MedlinePlus Genetics

3 State fiscal years run from July to June.

4 Precise counts on the total number of Oklahomans with SCT and SCD are not readily available. Supporters of
Families with Sickle Cell Disease, a leading community-based organization in the State, estimates there are 40,000
Oklahomans with the sickle cell trait and 1,500 families with one or more members who has been diagnosed with
sickle cell anemia or another SCD. See: Sickle Cell Oklahoma — Supporters of Families with Sickle Cell Disease

PHPG 12


https://medlineplus.gov/genetics/condition/sickle-cell-disease/#frequency
https://sicklecelloklahoma.org/#:~:text=Supporter%E2%80%99s%20is%20the%20center%20of%20contact%20and%20community,with%20sickle%20cell%20and%20thalassemia%20disease%20in%20Oklahoma.

Exhibit B-3 — SoonerCare Members with SCD by Category (SFY 2022)

Sickle Hemoglobin, 61,
13%

Sickle Cell Anemia,

0
394, 81% Thalassemia, 30,

6%
Other SCD, 2, 0%

Sickle Cell Disease Characteristics and Treatments

Sickle Cell Disease is present at birth, with symptoms often appearing in the first year of
life and worsening over time. Children and adults with SCD are at greater risk of infection
than the general population, including a heightened risk of pneumonia. In addition to
being vaccinated, children with sickle cell anemia and severe forms of thalassemia are
recommended to take penicillin daily until at least age five.

Children and adults with SCD also can be at heightened risk for stroke, which is identifiable
through a special type of ultrasound (transcranial Doppler ultrasound). Stroke risk can be
reduced through administration of frequent blood transfusions. Transfusions also are
used to address episodes of severe anemia.

The transfusions themselves can cause side effects such as iron overload, which pose the
risk of damage to the heart, liver, kidneys and other organs. Blood transfusions typically
are accompanied by iron chelation therapy to reduce excess iron in the body®.

A variety of prescription drugs have been developed for SCD treatment and can be used
for young children and adolescents. These include, among others:

Hydroxyurea — this medication was approved in the 1980s and reduces the development
of abnormally-shaped red blood cells. It can be prescribed starting at age two.

5 This is not an exhaustive listing of SCD-related complications, which can be damaging to many body systems.
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L-glutamine —this is an amino acid that supports the body’s fight against infections. It also
helps to reduce damage to blood cells. L-glutamine treatments can be prescribed starting
at age five.

Voxelotor —this medication helps to restore red blood cells to their normal shape and can
be prescribed starting at age four.

Crizanlizumab — this medication reduces the risk of blood cell clumping or clotting. It can
be prescribed starting at age 16.

There also are new medications in clinical trials or awaiting FDA approval. One recently-
developed medication — Adakveo — can reduce the frequency of pain crises in older
adolescents and adults; another — Oxbryta — can be used to lower the risk of anemia in
adolescents and adults. Medicaid covers all FDA-approved treatments, although some
medications require prior approval on a case-by-case basis.

Persons with SCD also may be candidates for bone marrow or stem cell transplants. These
procedures offer the potential for a cure but also have high risks and potential serious
side effects. They also require a donor who is a close genetic match to the patient, such
as a sibling.

The introduction of new medications and treatments in recent decades has resulted in
reduced mortality rates among younger persons with SCD. Nationally, from 1979 to 2017,
the median age at death increased from 28 years to 43 years. Over that same time period,
SCD-related death rates among Black children younger than five years of age declined,
from 2.05 deaths per 100,000 to 0.47 deaths per 100,000.

Despite these advances, SCD can be a devastating and difficult-to-manage condition for
the patient and his or her family. In addition to other health risks and complications,
persons with SCD may experience severe pain crises brought on by clotting of the
abnormally shaped red blood cells.

Patients in crisis often require intensive and continuous opioid-based pain medications
that must be administered parenterally (e.g., by intravenous method). The medications
must be provided either in an emergency room or inpatient setting, where the patient
can be monitored and the dosage increased as necessary to achieve pain relief. One
SoonerCare member with SCD recently described the experience of an acute pain crisis
as being, “like shards of glass running through your system.”®

5 Member participated in a November 30 Town Hall organized by Supporters of Families with Sickle Cell Disease.
Chapter two includes more information on the meeting and quotes from participants.
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Sickle Cell Disease — Barriers to Care

Patients and families with SCD face numerous potential health disparities/barriers to care.
Patients living outside of major metropolitan areas may not have local access to a
Hematologist with specialized knowledge of the condition, necessitating lengthy travel
for care.

Emergency room providers unfamiliar with SCD may be reluctant to take aggressive steps
to manage the pain of patients in crisis. This can prolong the episode and the patient’s
level of distress.

Adolescents approaching adulthood may be confronted with the need to change
providers, if their current provider restricts his or her practice to pediatric patients.
SoonerCare members also face a change in benefits when they reach age 19, including a
limit on monthly prescription medications and specialist visits, absent prior authorization.

As a life-long chronic condition, SCD also requires a comprehensive approach to care.
Patients and families with social stresses and needs may be ill-equipped to manage day-

to-day care needs without additional supports.

All of these barriers, alone or in combination, can exacerbate a patient’s condition, while
also placing strains on the family (Exhibit B-4).

Exhibit B-4 — Examples of Health Disparities/Barriers to Care

Lack of Care Coordination and
Other Supports

Transitionto Adulthood

Lack of Emergency Room Familiarity
Treating Individuals with SCD

Lack of Geographic Access to
Specialized Care
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SoonerCare Delivery System and Care Management

Delivery System

Individuals with SCD often require support from multiple specialties, with Hematology
typically serving as the nexus for their care. The SoonerCare program is open to all
licensed and qualified physicians in the State.

Oklahoma has two recognized “centers of excellence” for treatment of persons with SCD,
both of which serve SoonerCare members. They are the Jimmy Everest Center at
Oklahoma University (OU) Children’s Hospital in Oklahoma City and the pediatric
Hematology program at Saint Francis Health System in Tulsa.

The OU program was created in 1993 and has served approximately 200 patients over the
past two years, over 80 percent of whom were covered through SoonerCare. The program
is interdisciplinary and includes Hematologists, behavioral health professionals, a
pharmacy liaison, a pediatric nurse practitioner and a nurse coordinator/care manager.

Services include, but are not limited to, a dedicated infusion unit, in-house pharmacy that
stocks all newly-approved FDA medications and a bone marrow transplant program.
Center staff provide support at the pediatric emergency room and to hospital inpatients.

Jimmy Everest providers care for SCD patients until age 21. The center assists with
transitioning the patients to adult care as early as age 13; adults go either to the OU
Cancer Center or a local provider that sees adults.

The OU program also is part of a multi-state provider consortium headed by Washington
University (St. Louis, MO) that meets monthly to review emerging trends and best
practices. The consortium receives funding to support its activities from the federal
Health Resources and Services Administration (HRSA). OU is part of the HRSA SCD
Southwest Region.

The Saint Francis program, while smaller, serves 90 patients at any point in time. The
program is located within the Hematology/Oncology department and includes five
physicians and a nurse coordinator. Program Hematologists also support Saint Francis
emergency room physicians, as needed.

Supporters of Families with Sickle Cell Disease

Supporters of Families with Sickle Cell Disease is a comprehensive community-based
organization serving individuals and families living with sickle cell and thalassemia disease
and trait in Oklahoma. The organization is based in Tulsa but works on behalf of families
throughout the State.
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Supporters of Families with Sickle Cell Disease receives funding through the HRSA grant
for the Southwest Region. The organization also has a contract with the OHCA.

The OHCA contract outlines three major goals: Improve quality of life, creating successful
working and living interaction for those with Sickle Cell Diseases and Traits; improve
health outcomes related to Sickle Cell Disease; and realize cost savings through outreach
and education efforts targeting Sickle Cell Diseases and Traits.

The organization’s scope-of-work for the OHCA includes’:

Identifying and educating the Oklahoma Sickle Cell Community individuals eligible
for Medicaid medical assistance and carriers of Sickle Cell Diseases and Traits;

Collaborating with OHCA Chronic Care Unit on members with Sickle Cell Disease
needing additional community-based supports;

Identifying and contacting mothers of babies to five (5) years of age and children
ages six (6) to eighteen (18) who are newly diagnosed or currently have sickle cell
disease in Oklahoma;

Assembling and distributing Care Kits that provide educational, parental and/or
self-care best practices materials for the children identified as newly diagnosed or
currently diagnosed with Sickle Cell Disease. Providing education to parent/child
on items included in the Care Kit;

Coordinating statewide collaborative efforts with key organizations in order to
identify current resources: current Sickle Cell research and any other key Sickle
Cell Entities (national and/or local);

Creating a free-standing website that is full of resources and an interactive source
for Sickle Cell Disease individuals, carriers and their families;

Enhancing social media presence based on target population, using data and
analytics to guide work in this area: Facebook, Twitter, Instagram, Snapchat, and
Constant Contact Email Newsletter;

Pursuing a strong relationship with state agencies for Sickle Cell Disease-
Hematology for further community reach: Determining existing and current
outreach; determining how this outreach can be enriched and further developed;
coordinating and developing a Sickle Cell Disease Outreach Plan and targeting Cell
Disease audiences, including members and providers with a youth component for
member outreach;

Training providers regarding the Sickle Cell Disease Outreach Plan;
Working with clinicians to educate on industry best practices;
Providing SCD collaboration between patient, families, clinicians; and
Focusing on compliance critical to medication and treatment plans.

7 Contract scope-of-work condensed from original language for space and readability. See “Sickle Cell Disease
Consulting Contract (Purchase Order 8079004242) Section B.5 for complete language.
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Care Management — Current Models

The majority of Medicaid members in Oklahoma are enrolled in SoonerCare Choice, the
OHCA’s primary care case management model. The program is voluntary and open to
most members, the major exceptions being those dually-eligible for Medicare and
Medicaid and those receiving long term care services.

SoonerCare Choice enrollees select a primary care provider to serve as their patient
centered medical home, or PCMH. The PCMH is responsible for coordinating the
member’s care needs, including specialist referrals. Members who require a consultation
with a specialist generally first must obtain a referral from their PCMH.

The OHCA also has internal programs and contracts with outside organizations to provide
enhanced care management to members with complex/chronic conditions such as SCD.
These include: the OHCA Chronic Care Unit (CCU), SoonerCare Health Management
Program (HMP) and SoonerCare Health Access Networks (HANs) (Exhibit B-5).

Exhibit B-5—- SoonerCare Care Management Models

Long Term
Care/ HCBS Health
Care Access
Manage- Networks

ment

The SoonerCare CCU is located within the OHCA and is staffed by nurses who provide
telephonic care management to enrolled members (enrollment is voluntary). The CCU
routinely analyzes paid claims data to identify members at highest risk for adverse health
outcomes and invites these members (or parents/caregivers of the members) to
participate. The criteria for enrollment are: $100,000 in paid claims during the prior year
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or $50,000 in paid claims plus five emergency room visits. The CCU provides care
management to between 20 and 30 members with SCD at any point in time.

CCU nurses assist with clinical needs, including prior authorizations, transportation and
specialist appointments. Nurses inquire about social service needs (e.g., housing or food
insecurity) at time of enrollment and make referrals as appropriate. Nurses also reach out
to members or parents/caregivers prior to the member’s nineteenth birthday, to facilitate
the transition from pediatric to adult coverage.

The SoonerCare HMP is a vendor-operated care management program that provides a
mix of in-person and telephonic care management to SoonerCare Choice members with
complex/chronic health conditions. The HMP is holistic and does not target specific health
conditions. The program serves approximately 6,000 participants per year, a small
number of whom have SCD.

The SoonerCare HANs are non-profit, administrative entities that work with affiliated
providers to coordinate and improve the quality of care provided to SoonerCare Choice
members. The HANs employ care managers to provide telephonic and in-person care
management to members with complex health care needs who are enrolled with
affiliated PCMH providers.

The OHCA contracts with three HANs: University of Oklahoma Sooner HAN; Partnership
for Healthy Central Communities HAN; and Oklahoma State University HAN. The HANs’
combined enrollment exceeds 300,000, of which approximately 4,000 receive care
management over the course of a year.

The HANs historically have provided care management to a small number of members
with SCD, identified through data analytics or physician referral. The largest of the three,
OU SoonerHAN is preparing to implement a targeted care management program for its
members with SCD.

A small number of members with SCD are eligible for long term care and enrolled in one
of the OHCA’s home- and community-based “waiver” programs® or receive care in an
institutional setting. These members receive care management as a component of their
long term care eligibility.

8 The term “waiver” refers to the authority under which the home- and community-based services (HCBS)
programs operate. States must obtain a waiver of traditional Medicaid rules that cover long term care only in an
institutional setting. The largest Medicaid HCBS waiver is the state’s ADvantage program for frail elders and adults
with physical disabilities.
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Care Management — Transition to SoonerSelect

In November 2022, the OHCA released a Request for Proposals (RFP) to contract with risk-
based managed care entities (MCEs) to enroll and serve the SoonerCare Choice
population, excluding persons eligible due to aged, blind or disabled (ABD) status. The
program is to be known as SoonerSelect and contracts are scheduled to take effect in
April 2024.

The SoonerSelect MCEs will be responsible for identifying members who would benefit
from care management and offering assistance with clinical and social service needs. The
SoonerSelect RFP identifies SCD as a priority condition by crafting a case study of an adult
member with SCD who is experiencing a pain crisis and asking RFP respondents to
describe how they would help the member.
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2. SB 1467 — Study Scope and Methods

Senate Bill 1467

During the 2022 regular session, the Oklahoma Legislature enacted Senate Bill (SB) 1467,
which was signed into law by the Governor on May 2, 2022. Section 1A of SB 1467 directed
the OHCA to:

“... conduct an annual review of all medications and forms of treatment for
sickle cell disease and services for enrollees with a diagnosis of sickle cell
disease. The purpose of the annual review is to determine if the available
covered medications, treatments, and services are adequate to meet the
needs of enrollees with a diagnosis of sickle cell disease, and whether the
Authority should seek to add or recommend additional medications,
treatments, or services.”

Section 1B of SB 1467 provided additional direction for the evaluation scope and
methods. Specifically, the evaluation should examine:

1.

The extent to which healthcare transitional programs covered under
the state Medicaid program prepare, transfer, and integrate emerging
adults into the adult care setting from a pediatric setting;

The extent to which emergency department providers are adequately
trained and otherwise prepared to treat and manage sickle cell patients
presenting with vaso-occlusive crises including but not limited to the
extent to which providers follow clinically validated algorithms and
protocols regarding such treatment and management;

The extent to which sickle cell patients covered under the state
Medicaid program are entitled to receive the same standard of care
when referred or transferred to an out-of-state facility, and the extent
to which the state reimburses such patients for reasonable interstate
travel costs; and

Any additional areas identified by the Authority that impact the care
and treatment of individuals in this state living with sickle cell disease
or sickle cell trait.
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Sections 1C and 1D provided instructions for collection of information to support the
study. Specifically:

“When conducting the annual review required by this section, the Authority
shall solicit and consider input from the general public, with specific
emphasis on seeking input from persons or groups with knowledge and
experience in the area of sickle cell disease treatment.” (Section 1C)

“To the extent practicable, the Authority shall utilize the Oklahoma State
Health Information Network and Exchange created under Section 1-133 of
Title 63 of the Oklahoma Statutes to collect information for the purpose of
implementing this section.” (Section 1D)

Study Scope and Methods

The OHCA retained the Pacific Health Policy Group (PHPG) to conduct an independent
evaluation in accordance with SB 1467 requirements. PHPG is a national consulting firm
that specializes in development and evaluation of programs to serve Medicaid
populations with special needs. PHPG serves as evaluator of the broader SoonerCare
Section 1115 Demonstration under which most Medicaid beneficiaries with SCD receive
care.

PHPG organized the study scope around the Legislature’s specific areas of inquiry. The
evaluation methods similarly were selected to obtain the data necessary to inform
findings and recommendations across the areas defined in SB 1467.

The study included six data collection methods:

Literature review

Provider, care manager and stakeholder interviews

Member interviews (structured survey)

Analysis of Medicaid eligibility and paid claims data

Review of OHCA Drug Utilization Review (DUR) Board activities
Review of OHCA coverage policies and managed care strategy

o vk wnN e

Literature Review

PHPG conducted a broad review of recent national studies and evidence-based guidelines
related to care and support for individuals and families with SCD. Sources included federal
agencies such as the Centers for Disease Control and Prevention (CDC), National Heart,
Lung and Blood Institute (a component of the National Institutes of Health), and private
organizations/research institutes such as the American Society of Hematology (ASH), the
American College of Emergency Physicians and the National Academy of Sciences and
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organizations. PHPG also reviewed web-based materials from organizations dedicated to
the SCD community, both in Oklahoma (Supporters of Families with Sickle Cell Disease)
and with a national audience (e.g., Sickle Cell Disease Association of America.)

The literature review provided important baseline information and insights into emerging
best practices for serving individuals with SCD. Appendix 1 contains a partial listing of
reference materials, as well as website links, for interested readers.

Provider and Stakeholder Interviews

PHPG conducted interviews with provider representatives at the two Oklahoma centers-
of-excellence for persons with SCD: the Jimmy Everest Center at Oklahoma University
Children’s Hospital in Oklahoma City and the pediatric Hematology program at Saint
Francis Health System in Tulsa. PHPG also contacted representatives at the Oklahoma
University’s SoonerCare Health Access Network, known as SoonerHAN, which recently
established a program specifically for members with SCD.

PHPG interviewed the director of Supporters of Families with Sickle Cell Disease, covering
the topics outlined in SB 1467. PHPG and the director also explored opportunities for
improving knowledge of SCD within the broader (non-specialist) provider community and
enhancing supports for SoonerCare members with SCD. (In addition to the interview,
PHPG reviewed a sampling of monthly activity reports submitted by the organization to
the OHCA as part of contracting monitoring requirements.)

PHPG also interviewed staff within the SoonerCare Chronic Care Unit (CCU) responsible
for providing telephonic care management to CCU-enrolled members with SCD. The
interview addressed the topics covered in SB 1467 and the CCU’s activities with respect
to supporting SCD members with significant medical and social needs.

In addition, PHPG participated as an observer in a virtual Town Hall Meeting organized by
Supporters of Families with Sickle Cell Disease in collaboration with the Oklahoma State
Department of Health (OSDH). The meeting took place on November 30, 2022 and was
open to the public via the internet. Attendees were encouraged to share their
perspectives on access to care, service gaps, Medicaid coverage, community supports,
pain management and evidence-based care. Appendix 2 includes a copy of the meeting
invitation.

Supporters of Families with Sickle Cell Disease also shared with PHPG the results of a
survey of 20 primary care and specialty providers the organization conducted in April
2022, in collaboration with OSDH. Findings from the survey are noted throughout the
report.
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Member Interviews

PHPG developed a structured member survey instrument to be administered by
telephone. The survey addressed all of the areas of inquiry specified in SB 1467. Appendix
3 contains a copy of the survey instrument.

PHPG mailed advance letters to every household with a SoonerCare member with SCD
before placing calls. Surveyors made up to six contact attempts over a 30-day period,
including in the evening and on weekends. (Members also were provided a toll-free
number to call at any time to participate in the survey.)

Sixty-seven surveys were completed with adult members or the parents/caregivers of
members under age 18°. The findings were analyzed both at a statewide level and
separately for respondents living in metropolitan and rural areas?®.

Analysis of Eligibility Files and Paid Claims

As an evaluator of the broader SoonerCare program, PHPG has direct access to Medicaid
eligibility and claims systems. PHPG produced an eligibility and claims extract for State
Fiscal Years 2020 — 2022, to develop a multi-year eligibility and utilization profile of
SoonerCare members with SCD.

The analysis examined:

e Place of residence for members with SCD

e Service utilization patterns, including primary care, specialty care, prescription
drugs, emergency room visits and hospital admissions

e Per member per month expenditures

Note: The three-year period overlapped with the COVID-19 Public Health Emergency
(PHE), which disrupted care patterns for all populations. Trend lines should be viewed
with caution, given the impact of COVID-19 on the health care system.

9 Supporters of Families with Sickle Cell Disease and OSDH also surveyed individuals with SCD concurrent with the
provider survey (SoonerCare and other). The survey instrument overlapped in part with PHPG’s and results for
overlapping areas of inquiry were similar across the two surveys. Both surveys also explored unique areas of

interest.

10 The great majority of respondents resided in metropolitan areas of the State, consistent with the SCD
population’s overall distribution. Results are presented in the report at the statewide level only.
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Review of DUR Board Activities

Medicaid covers all FDA-approved medications, although prescription coverage can be
subject to limits (e.g., dosage limits or a limit to the number of scripts per month for
adults) and prior authorization requirements. SoonerCare’s prescription drug benefit is
overseen by the OHCA Drug Utilization Review Board, whose mission is to advise the
OHCA about the appropriate and optimal use of pharmaceuticals for Oklahoma
Medicaid beneficiaries.

The DUR Board meets monthly and includes independent physicians and pharmacists, as
well as OHCA representatives. The Board devotes a portion of one meeting each year to
review advances in treatment of anemia-related disorders, including SCD. The most
recent such meeting was held in October 2022.

PHPG examined DUR Board materials from the October 2022 meeting, to document
updates in policy with respect to treatment of SCD. PHPG also interviewed OHCA DUR
staff regarding SCD-related activities.

Review of OHCA Managed Care Strategy

The OHCA is implementing a managed care strategy under which a majority of the
SoonerCare population — including most members with SCD — will be enrolled into
Managed Care Entities (MCEs) responsible for service delivery and care coordination.
MCE enrollment is scheduled for April 2024.

PHPG reviewed the MCE Request for Proposals (RFP) and related materials to document
the OHCA’s proposed approach to serving members with complex/chronic conditions
under the MCE model.
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Summary of Evaluation Scope and Methods

Exhibit B-6 below cross-references the evaluation scope and corresponding data
collection methods.

Exhibit B-6 — Evaluation Scope and Methods

Stakeholder Interviews

Eligibility/ DUR National | members/

Evaluatlon component Claims Reports Research Families Providers | CCU/HAN

1. Do SoonerCare members with SCD have access to all necessary services?

Ut|||zat|.on and s s
expenditure trends
Availability of
recommended

services (including v’ v’ v’ v’ v’ v’ v’

PCMH awareness of
SCD treatments)

Out-of-state referrals v’ v’ v’ v’ v’

2. Do Oklahoma emergency room providers have the appropriate training and
resources to care for members in crisis?

Training and resources v’ v’ v’ v’ v’ v’

Adherence to
algorithms/protocols v’ v’ v

3. Do SoonerCare members with SCD have appropriate supports to navigate the
health care system?

Acute case e e v v v
management

Chronic care v v v v v
management

Transition to e e v v v
adulthood

4. How can the program be strengthened?

Member access and / v v
supports
Provider access and v v v
supports
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Report Organization

Section C begins by providing additional data on the characteristics of SoonerCare
members with SCD. It then presents evaluation findings for the areas of inquiry outlined
in SB 1467.

Section D presents summary recommendations for enhancing care and supports for
persons with SCD and their families. All recommendations are intended to be actionable

in in the next 12 to 18 months.

Report appendices are included after Section D.
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C. EVALUATION FINDINGS

1. Characteristics of SoonerCare Members with SCD

PHPG analyzed eligibility data for State Fiscal Year (SFY) 2022 (July 2021 — June 2022), to
profile the demographic characteristics of SoonerCare members with SCD, including
places of residence, age ranges and SoonerCare aid categories.

County of Residence

SoonerCare members with SCD are not evenly distributed throughout the State. Most
reside in Oklahoma and Tulsa Counties, each of which is home to over 100 members with
SCD (Exhibit C-1). The next most populated counties are Cleveland, Comanche and
Muskogee, each with between 10 and 30 members. There are 31 counties with at least
one, but fewer than 10 members with SCD; 41 counties have no members with SCD™.

Exhibit C-1 — SoonerCare Members with SCD by County of Residence

HARPER 00DS GRANT [DETRY OIIAWA
WOoOoD
CIMARRON TEXAS BEAVER ALFALFA OSAG;I\IAS TON CRAIG

DELAWARE
MAYES

WOODWARD GARFIELD NOBLE

MAJOR PAWNEE

ELLIS

County of Residence: KINGFISHE
Members with SCD B“"“E

ROGER
MILLS

WASHITA

1to4
5 to 9 GRADY,
10 to 30 GARVIN

COAL
Over 100
MURRAY PUSHMATAHA
conon
JEFFERSON

LOVE BRYAN

PITTSBURG

In total, the top five counties account for over 85 percent of all members with SCD (Exhibit C-2
on the following page).

11 PHPG adhered to OHCA guidelines for identifying members with chronic health conditions. A member was
included in the analysis data set for a particular year if she or he had at least two paid claims with a Sickle Cell Disease
diagnosis code.
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Exhibit C-2 — SoonerCare Members with SCD — Top Five Counties

GOl Number of Percent of Cumulative

Members Total Percentage
Oklahoma 207 42.5% 42.5%
Tulsa 142 29.2% 71.7%
Comanche 28 5.7% 77.4%
Cleveland 20 4.1% 81.5%
Muskogee 19 3.9% 85.4%
Other Counties/Out of State 71 14.6% 100.0%
Total 487 100.0% 100.0%

Age Ranges

Approximately 45 percent of members with SCD in SFY 2022 were under the age of 20;
this included 30 older adolescents approaching the transition from child to adult
coverage. Most adults were 20 to 35 years in age, although a significant number were in
the 36 to 64 age cohort (Exhibit C-3).

Exhibit C-3 — SoonerCare Members with SCD by Age Range
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Age and Gender

Females in SFY 2022 outnumbered males in all age cohorts except newborns to five years
old (Exhibit C-4).

Exhibit C-4 — SoonerCare Members with SCD by Age Range and Gender
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Race (Self-Reported)

African Americans comprised nearly 90 percent of members with SCD in SFY 2022, based

on self-reported race (Exhibit C-5).

Exhibit C-5 — SoonerCare Members with SCD by Race (Self-Reported)

Black or African
American, 410, 88%

Two or More Races,
22,5%

wf

\_ American Indian or Alaska
Native, 6, 1%

White, 27, 6%
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2. Access to Covered Services

PHPG evaluated the adequacy of SoonerCare covered services for members with SCD
through the following methods:

e Medicaid coverage policies
¢ Paid claims data
e Provider, stakeholder and member interviews

Medicaid Coverage Policies — General

Medicaid programs operate in accordance with Title 42 of US Code, which defines
mandatory and optional services, the latter of which can be covered at a state’s
discretion. Mandatory services include inpatient and outpatient hospital care, physician
services and lab/X-ray services, among others. Major optional services include
prescription drugs, therapies, vision and dental care. Oklahoma covers all major optional
services, as well as most other optional service types'?.

Medicaid coverage for individuals up to age 21 in Oklahoma and all other states is defined
further within the Early and Periodic Screening, Diagnosis and Treatment (EPSDT) section
of federal law and regulations'3. Under EPSDT, state Medicaid programs are responsible
for, “..providing early and periodic screening and diagnosis of eligible Medicaid
beneficiaries under age 21 to ascertain physical and mental defects, and providing
treatment to correct or ameliorate defects and chronic conditions found.” The treatment
requirement encompasses all medically necessary services, even if not otherwise covered
under the state’s Medicaid program.

Unlike for members under age 21, states can impose limits on covered services for
members 21 and older. Oklahoma limits the number of covered prescriptions to six per
month and specialist physician visits to four per month, among other limitations. The
OHCA has a prior authorization process that can be used to exceed monthly limits when
medically necessary.

125ee Mandatory & Optional Medicaid Benefits | Medicaid for a complete listing of federally-defined mandatory

and optional services.
13 See eCFR :: 42 CFR Part 441 Subpart B -- Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) of

Individuals Under Age 21
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https://www.medicaid.gov/medicaid/benefits/mandatory-optional-medicaid-benefits/index.html
https://www.ecfr.gov/current/title-42/chapter-IV/subchapter-C/part-441/subpart-B
https://www.ecfr.gov/current/title-42/chapter-IV/subchapter-C/part-441/subpart-B

Medicaid Coverage Policies — Out-of-State Services

The OHCA covers out-of-State services for SoonerCare members in accordance with State
and Federal law!4. In 2019 the Oklahoma Legislature passed HB 2341, which limited
SoonerCare members’ services to in-State providers when possible®.

In accordance with the statute, the OHCA modified its policies to require prior
authorization for out-of-State services, other than care rendered to members living
near the State border and seeing a contracted provider within 50 miles of the border.

Providers must submit a prior authorization request form, for review by OHCA staff
dedicated to this function. The form must be accompanied by:

o Documentation to establish the medical necessity of services requested, such
as medical records

o Letter of medical necessity or other thorough summary document that
includes:
o Summary of the member’s condition and history of treatment related
to the request
o History of other providers who have evaluated, treated or consulted
member related to the request
o Recommended treatment or further diagnostic needed

o  Why medical care cannot be completed in Oklahoma or the next
closest location

Appendix 4 includes a copy of the prior authorization form and the OHCA notice to
members and providers explaining the agency’s updated policy.

(Note: PHPG reviewed with the OHCA requests for out-of-State care. Due to the low
volume of such requests, PHPG is not presenting data in the report to ensure no
violations of HIPAA privacy rights.)

¥ Includes transportation and lodging costs, as applicable.

15 Section 59.A: Where practicable and in accordance with state and federal law, the state Medicaid program shall
not contract with an out-of-state medical provider for treatment that is available from one or more providers
licensed and practicing in the State of Oklahoma.
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Paid Claims Analysis

Paid claims for SoonerCare members with SCD totaled approximately $13.1 million in SFY
2022, up from $10.8 million in SFY 2021 and $9.5 million in SFY 2020. The increase was
due in part to growth in members with SCD and in part to growth in expenditures per
member. The average annual expenditure per member in SFY 2022 was $26,861, up from

$25,304 in SFY 2021 and $22,680 in SFY 2020 (Exhibit C-6).

Exhibit C-6 — Expenditure Trend — SFY 2020 to SFY 2022
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The largest service category, in terms of paid claims, was outpatient hospital, excluding

emergency room visits (Exhibit C-7 on the following page).
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Exhibit C-7 — Expenditures by Service Category (SFY 2022)
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Although the average expenditure per member in 2022 was $26,861, there was a wide
range between low- and high-cost members. The top six percent of members averaged
over $190,000 each and accounted for approximately 46 percent of total expenditures.
Conversely, the bottom 31 percent of members accounted for less than two percent of
total expenditures (Exhibit C-8 below and on the following page).

Exhibit C-8 — Expenditures per Member by Expenditure Range (SFY 2022)
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Exhibit C-8 — Expenditures per Member by Expenditure Range (SFY 2022) cont’d.

Expenditure Range Number of Percent of Average Per Percer'mt of
Members Members Member Expenditures

Under $1,000 75 15.4% $483 0.3%
$1,000 to $2,999 74 15.2% $1,963 1.1%
$3,000 to $9,999 125 25.7% $5,730 5.5%
$10,000 to $49,999 143 29.4% $23,617 25.8%
$50,000 to $99,999 39 8.0% $70,812 21.1%
$100,000 and above 31 6.4% $194,987 46.2%
Total 487 100.0% $26,861 100.0%

The majority of members with SCD saw a SoonerCare Choice PCMH provider at least once
in SFY 2022. Members seeing the two most common provider types, Family Practitioners
and Internists, averaged approximately six visits per year (Exhibit C-9)%®.

Exhibit C-9 — PCMH Provider Type Activity (SFY 2022)

Primary Care Number of Number of Average Per Percent of
Provider Type Members Visits Member Members
Family Practitioner 148 667 4.5 30.4%
General Pediatrician 89 253 2.8 18.3%
Internist 121 986 8.1 24.8%
General Practitioner 30 82 2.7 6.2%

Members saw a variety of specialists, the most common of which were
Hematology/Oncology providers. The Hematology/Oncology providers treating members
with SCD are concentrated in Oklahoma City and Tulsa, with smaller numbers practicing
elsewhere, including in Lawton and Muskogee.

16 physician Assistants not shown on table. Data is not unduplicated by member.

PHPG 36



Nearly 400 members with SCD had at least inpatient stay during the SFY 2020 — SFY 2022
period; most of these members (263) had multiple admissions (Exhibit C-10). In nearly 69
percent of the admissions, the primary diagnosis was for treatment of Sickle Cell Anemia
(60.4 percent), Sickle Hemoglobin (4.7 percent) or Thalassemia (1.3 percent). This is
consistent with the need for persons with SCD to be hospitalized for treatment of acute
pain crises, among other complications. (Appendix 5 contains a complete listing of
admitting diagnoses during the three-year period.)

Exhibit C-10 — Inpatient Hospital Activity (SFY 2020 — 2022)

Admissions per Number of Total Average Per Percent of
Member Members Admissions Member Admissions
1 Admit 134 134 1.0 7.0%

2 — 3 Admits 127 311 2.4 16.4%

4 — 6 Admits 61 301 4.9 15.9%

7 — 10 Admits 39 339 8.7 17.9%
Over 10 Admits 36 811 22.5 42.8%
Total 397 1,896 4.8 100.0%

Provider Interviews

Providers at Oklahoma’s two SCD centers-of-excellence did not identify any coverage
gaps, strictly from an insurance perspective, that presented barriers to their treatment of
patients with SCD. This was unsurprising, given that Medicaid coverage generally is
comparable to commercial insurance in scope.

However, Jimmy Everest providers mentioned that arranging transportation can be a
burden, particularly for members traveling long distances, and both centers noted that
the requirement for a PCMH specialist referral can delay care. The referral issue occurs
when the centers, which do not operate as PCMH sites, determine there is a need for the
member to be referred to another specialty (e.g., a nephrologist or neurologist).

The centers cannot make the referral directly but instead must direct patients back to
their PCMH for the authorization. (The same restriction applies to any other specialist
wishing to make a referral to another specialist.) While this ensures the PCMH is kept
informed of the patient’s total course of care, it is exceedingly rare (according to the
centers) for the PCMH to do other than simply approve the referral as requested.

In some managed care systems, the requirement to go back to the PCMH is not imposed
on specialist providers with a proven record of making appropriate referrals. Specialists
still must share any referral results with the PCMH, a step that is becoming easier as
health systems move to electronic health records and states implement health
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information exchanges (HIEs). (The OHCA is in the process of implementing Oklahoma’s
HIE, known as OK SHINE.)

Member Interviews

PHPG’s member survey included questions about the member’s experience accessing
non-emergency care within the SoonerCare program. (Emergency care was asked about
separately; results are presented in the next section of the report).

All respondents reported having a PCMH provider, usually a Family/Nurse Practitioner or
Pediatrician. Seventy five percent reported also seeing a specific specialist physician on a
regular basis; for most, this was a Hematologist/Oncologist, although other specialties
mentioned included Cardiology, Neurology and Pulmonology.

Twenty-seven percent reported having a care manager. Although this was a minority of
respondents, by comparison less than two percent of the total SoonerCare Choice
population receives care management through one of the previously-described OHCA
programs. Nevertheless, nearly three-in-four respondents did not have a care manager.

Respondents next were asked whether they had received age-appropriate preventive
services recommended for persons with SCD, as well as any of the evidence-based
treatments considered to be part of the standard of care (depending on a patient’s
particular condition and needs).

Exhibit C-11 below summarizes the responses by service, in descending order of “Yes”
responses. The percentage answering “Yes” to the preventive services ranged from
approximately 94 percent for blood pressure checks down to approximately 42 percent
for pneumococcal vaccine. The “Yes” rate was below 80 percent for six of the nine
recommended preventive services.

Approximately 75 percent reported having a treatment plan for pain control, although
these are not necessarily specific to crisis episodes or emergency room care. Smaller

percentages reported receiving blood transfusions or chelation therapy.

Exhibit C-11 — Member Survey — Service Use

Question — “Please tell me if you (your child) receive...” | Yes | No Not Sure

Preventive Care

1. Had blood pressure checked at least once in the past
twelve months (if three years or older)

2. Had lungs checked at least once in the past twelve
months

94.3% 5.7% ---

83.9% 14.5% 1.6%
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Question — “Please tell me if you (your child) receive...” Yes No Not Sure

3. :aodn:\::rt checked at least once in the past twelve 80.6% 16.1% 3.9%

4. Receive daily penicillin (if younger than five years) 70.6% 29.4% -
Had kldnfeys checked at least once in the past twelve 60.0% 26.7% 13.3%
months (if twelve months or older)

6. Had a‘head X-ray called a ‘transcranial doppler’ at least 58 6% 37.9% 3.4%
once in the past twelve months

7. Had retinas (eye§) examined at least once in the past 54.3% 37.1% 8.6%
twelve months (if ten years or older)

8. ;e:::\rl]i)Hydroxyurea medication (if older than nine 50.0% 48.3% 1.7%

9. Received ? p.neumococcal vaccine (shot to prevent 41.9% 43.5% 14.5%
pneumonia) in the past twelve months

Treatments

10. Have a treatment plan to control pain 75.8% 24.2%

11. Received one or more blood transfusions in the past 38 7% 61.3%
twelve months

12. Currently receive chelation therapy for iron overload 3.2% 93.5% 3.2%

Respondents next were asked to rate their satisfaction with aspects of the care they or
their child received from their regular doctor and other members of the care team for
treatment of their Sickle Cell Disease. Exhibit C-12 below presents results in the order

asked.

Over 90 percent of respondents were “very” or “somewhat” satisfied with each of the
aspects of care, the exception being “finding doctors who know how to care for patients
with Sickle Cell Disease”. A portion of respondents were “somewhat” or “very”

dissatisfied with each of the items.

Exhibit C-12 — Member Satisfaction with Aspects of Care

Aspect of Care

1. Finding doctors who know how to
care for patients with Sickle Cell
Disease

\/=18%
Satisfied

77.4%

Somewhat
Satisfied

8.1%

Somewhat
Dissatisfied

9.7%

Very
Dissatisfied

4.8%

Not Sure

2. Being able to schedule doctor’s
appointments when you need them
for treatment of your (your child’s)
Sickle Cell Disease

74.2%

17.7%

3.2%

4.8%

3. Getting the right services and

treatments, other than medication,

87.1%

6.5%

1.6%

4.8%
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Very Somewhat | Somewhat Very

Satisfied | Satisfied | Dissatisfied | Dissatisfied | NOtSure

Aspect of Care

for your (your child’s) Sickle Cell
Disease

4. Getting the right medications for
your (your child’s) Sickle Cell 88.7% 4.8% 4.8% 1.6%
Disease

5. Getting extra support and help if
you need it to manage your Sickle 83.9% 8.1% 3.2% 4.8% -
Cell Disease

6. Being listened to and understood
when you have concerns about your
(your child’s) Sickle Cell care in 85.5% 8.1% 1.6% 4.8% -
general, other than pain
management

7. Being listened to and understood
when you have concerns about
managing your (your child’s) Sickle
Cell pain

87.1% 6.5% 1.6% 4.8% ---

Respondents also were asked to rate their overall satisfaction with the care received from
regular doctors and other members of the care team. Exhibit C-13 below groups the
responses, which were similar to the ratings for individual aspects of care.

Exhibit C-13 — Overall Satisfaction with Non-Emergency Care

Somewhat Very Dissatisfied,
Dissatisfied, 1.5%_\ 3.2%

Somewhat
Satisfied, 16.1%

Very Satisfied,
79.0%
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Respondents were asked whether they had ever sought approval to receive care from an
out-of-State provider. None had.

Respondents also were invited to describe their experiences with the health care system.
They offered a mix of positive and negative comments.

“SoonerCare saved my life. Before | was on SoonerCare...| was not getting
the care that | needed. Once | found out I could get SoonerCare, | started
getting the medical treatment that | needed. | am in less pain now and
am working on getting healthier. | also like that now my doctors all talk
to each other and can see what each other has done.”

“I have received better care now than | did before | was living in
Oklahoma. My doctors here listen to me and what | want. | hate taking
medications and my doctors now offer me other options for my
treatment.”

“All of (my daughter’s) doctors make sure (she) is getting everything she
needs. | got a call yesterday saying she needs to start taking a
supplement because they saw her levels were low. | feel they are on top of
her health.”

(My son’s) Hematologist and Oncologist are good. His regular doctor
does not know anything about SCD though.”

“My PCP does the best she can to help me manage my Sickle Cell disease
but she is not a specialist. | have trouble managing my pain and | have
been on hydrocodone for years now and | do not feel it works anymore,
my body is used to it. My PCP does not know what else to prescribe
though. There are no specialists in my area (outlying suburb of Oklahoma
City) for me to go to.”

“I cannot get treatment for my Sickle Cell disease. | have been told that |
have the disorder by some doctors and others tell me that | only have the
trait. | tell them that | am in terrible pain, especially in the winter, and
that | do have it, but they don’t listen. Even if | have a mild case, | still
need treatment for it. My regular doctor does not know anything about
it...”

The providers responding to the Supporters of Families with Sickle Cell Disease/OSDH
survey acknowledged the need for better education, both for themselves and patients. A
majority said they would welcome the opportunity to learn about current research and
new therapies, emerging new medications and treatments and complications that arise
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in individuals with SCD. A majority also said they lacked adequate patient-centered
educational materials on managing the condition.

Town Hall Meeting

The November 30, 2022 virtual Town Hall meeting was attended by adult members with
SCD and parents of children with SCD, as well as representatives from the OHCA, OSDH
and the federal Health Resources and Services Administration (HRSA). The meeting was
organized and facilitated by Supporters of Families with Sickle Cell Disease. (PHPG and
various agency representatives participated as observers only.)

Attendees expressed similar concerns to survey respondents about the lack of knowledge
of SCD within the primary care provider community. This can create a potential barrier to
care given the requirement given the important role played by PCMH providers in
managing the needs of SoonerCare Choice members.

“I just moved here from Chicago, and for me it’s been pretty difficult. |
feel like my doctor, my Hematologist, | feel like him and his team,
especially when | am admitted into the hospital, | don’t feel like | am
being heard and they don’t listen to me as far as what | am telling them |
need to get better. | have been dealing with this since | was two, | know
my body. | know the different things doctors have tried for me. | know
what works, what doesn’t. | feel like | am just not being heard as a
patient so it’s been difficult for me especially me being a new patient. It’s
been difficult for sure. I’'ve only been here a little over a year and all my
hospital stays have been hard.”

“I am sickle cell warrior. | am 27 years old. | just had my second baby. So
far from having my second baby my interactions with the doctor have
been different. They have been helpful for the most part. It did take a
pretty long time for me to be able to have this type of relationship with
my doctor.... before it took a lot of having to advocate for myself with the
doctor letting him know like some of what you’re doing for my care isn’t
helping me with feeling better. It took a couple years, it took years, with
me and him having this conversation over and over again. So, we’re
definitely at point we can communicate better. Before he was very
dismissive, didn’t want to understand and telling me I can find a new
doctor if | wanted to. So, it was just very difficult for a couple of years.”
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Access to Covered Services — Summary of Findings

PHPG’s review of the SoonerCare program’s performance with respect to offering access
to covered services found:

e SoonerCare provides coverage to the same extent as commercial insurance and
other state Medicaid programs for children. The program does impose some
service limits for adults age 21 and older but neither providers nor members with
SCD identified any of these limits as posing a barrier to care.

e Members generally are satisfied with their care but some expressed
dissatisfaction with the knowledge of SCD among PCMH providers. This concern
was voiced both by survey respondents and Town Hall participants. It also was
reflected in the desire of provider survey respondents to learn more about
treatments for SCD.

e The need for PCMH authorization of all specialist visits was identified as a barrier
to timely care by the two SCD centers of excellence.

The majority of members with SCD will be enrolled into SoonerSelect MCEs in April 2024.
The OHCA already has highlighted the importance of SCD within SoonerSelect by
highlighting it within the RFP.

The transition provides an opportunity for educating PCMH providers about evidence-
based best practices for care of members with SCD. The OHCA, in conjunction with
SoonerSelect MCEs, the two centers-of-excellence and Supporters of Families with SCD,
could conduct a coordinated educational campaign targeting PCMH providers in counties
with SCD members. The OHCA could explore the potential for offering continuing
education credits to participants.

It is common in managed care systems for processes to be put in place to facilitate
specialist-to-specialist referrals. For example, specialists that have a proven record of
making appropriate referrals are often exempted from the requirement to send patients
back to their PCMH to obtain the formal referral authorization. PCMH providers can be
kept informed through notification requirements. (The implementation of the HIE also
will facilitate information sharing between PCMH providers and specialists in different
health care systems.)

The OHCA can encourage SoonerSelect MCEs to put such a policy in place for members
with SCD, if a broader policy is not already in effect. The OHCA also could explore
modifying its internal policies for the population that will not be enrolled into
SoonerSelect.
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3. Emergency Room Provider Training and Resources

PHPG evaluated Emergency Room activity and the adequacy of Emergency Room
provider training and resources through:

e Medicaid coverage policies
e Paid claims data
e Provider, stakeholder and member interviews

Medicaid Coverage Policies

Oklahoma was one of the first states to be affected severely by the opioid crisis and also
one of the first to take concerted action, both legislative (through the State’s Anti-Drug
Diversion Act) and in policy. The OHCA in the past decade implemented a strategy for
lowering gradually the opioid dosage that providers could prescribe most patients
without prior authorization. The OHCA also expanded its contract with the Health
Management Program vendor to include pain management education for providers with
a history of prescribing opioids more extensively than their peers.

One unintended consequence of the campaign to reduce inappropriate use of opioids has
been to make it more difficult for members with SCD to receive necessary medication
when experiencing a pain crisis. Providers unfamiliar with the nature of the disease can
be reluctant to accede to a patient’s urgent request for prescription pain medication.

In its 2021 regular session, the Oklahoma Legislature addressed the pain management
needs of persons with conditions like SCD through passage of SB 57, which amended the
State’s Anti-Drug Diversion Act. At the recommendation of the patient advocate
community, new language was inserted that states:

“Nothing in the Anti-Drug Diversion Act shall be construed to require a
practitioner to limit or forcibly taper a patient on opioid therapy. The
standard of care requires effective and individualized treatment for each
patient as deemed appropriate by the prescribing practitioner without an
administrative or codified limit on dose or quantity that is more restrictive
than approved by the Food and Drug Administration (FDA).”*”

This language removed a statutory barrier to treating members with SCD, and OHCA
coverage policy aligns with the statute. However, the experience of members with SCD
who seek treatment in an Emergency Room still varies based on the knowledge of

17 Section 2.K of the Act.
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providers about their condition and their recognition (or lack thereof) of the need to
prescribe very high doses of pain medication.

Paid Claims Data

SoonerCare members with SCD who experience a pain crisis must be treated in a hospital
setting, either in the emergency room or as an inpatient. Medications are administered
parenterally and require continuous monitoring.

In SFY 2022, 327 out of 487 members with SCD (67.1 percent) had at least one emergency
room visit. The 487 members sought care in the emergency room an average of 4.3 times

each; the subset with one or more visits sought care an average of 7.6 times each.

Within the 7.6 average, the range of visits varied widely. The top 26 members accounted
for over 50 percent of all emergency room visits (Exhibit C-14).

Exhibit C-14 — Emergency Room Visit Activity (SFY 2022)

Number of Visits Number of Number of Average Per Percent of
Members Visits Member Visits

1 Visit 86 86 1.0 3.5%

2 — 3 Visits 94 224 2.4 9.0%

4 — 8 Visits 96 522 54 21.1%
9 — 15 Visits 25 279 11.2 11.3%
16 — 30 Visits 14 294 21.0 11.9%
31 - 50 Visits 7 274 39.1 11.0%
Over 50 Visits 5 796 159.2 32.2%
Total 327 2,475 7.6 100.0%

The emergency rooms at OU Health Sciences Center and Saint Francis have evidence-
based protocols for treatment of patients in crisis and providers are familiar with how to
treat the condition. However, the majority of emergency room physicians from SFY 2020
to 2022 who treated patients with SCD saw, on average, only one or two cases per year
(Exhibit C-15 on the following page).
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Exhibit C-15 — Emergency Room Physician Activity (SFY 2020 — SFY 2022)

61010, 97,13%

11to 25, 122,16%
1to5, 492,64%

26to 50, 42,5%

Over50, 14, 2%

Number of Number of Percent of Total Average Per
Encounters Physicians Physicians Encounters Physician
1 -5 Encounters 492 64.1% 961 2.0

6 — 10 Encounters 97 12.6% 755 7.8
11-25 Encounters 122 15.9% 2,001 16.4

26 — 50 Encounters 42 5.5% 1,498 35.7
Over 50 Encounters 14 1.8% 1,295 92.5
Total 767 100.0% 6,510 8.5

Member Interviews

PHPG’s member survey included questions about the member’s experience accessing
care in the emergency room, if applicable. Fifty-eight percent of respondents reporting
going to the emergency room in the past 12 months, slightly below the rate for the
population overall. The average number of visits across all respondents was 2.1; the
average among those who visited the emergency room was 3.6.
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A majority of respondents who visited the emergency room in the past 12 months were
“very” or “somewhat” satisfied with each of the aspects of care, but significant numbers
were “somewhat” or “very” dissatisfied. In particular, 27 percent were dissatisfied in
terms of being listened to and understood about managing their (or their child’s) pain
(Exhibit C-16).

Exhibit C-16 — Member Satisfaction with Aspects of Care (Emergency Room)

Somewhat
Satisfied

Very
Satisfied

Somewhat
Dissatisfied

Very

Dissatisfied Not Sure

Aspect of Emergency Room Care

1. Seeing doctors who know how to

0,
care for patients with SCD 62.2%

10.8% 8.1% 16.2% 2.7%

2. Getting the right services and
treatments, other than medication,
for your (your child’s) SCD

67.6% 13.5% 2.7% 16.2%

3. Being listened to and understood
when you have concerns about
managing your (your child’s) SCD

67.6% 5.4% 5.4 21.6%

4. Getting the right medications to

0,
control your (your child’s) pain 70.3%

5.4% 8.1% 16.2%

Overall satisfaction with care in the emergency room was consistent with ratings for
individual aspects of care (Exhibit C-17). Over one-in-four respondents reported being
“somewhat” or “very” dissatisfied with their care.

Exhibit C-17- Overall Satisfaction with Emergency Room Care

Very Satisfied,

67.6%
Somewhat

Satisfied, 5.4%
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Members also were invited to describe their experiences with emergency room care.
Several respondents described the challenges they confront when seeking treatment for
their pain.

“Other than the OK City E.R., the emergency room doctors are arrogant
and push people through. The doctors got offended when | tried to show
them a letter from my son’s specialists about his condition. They would
not even read it telling me that they know what they are doing. They
refused to listen to me or my son about his condition. They sent him
home before he was ready, he told them he wasn’t ready, and he ended
up back in there after getting home.”

“My biggest complaint is with the E.R. doctors. Every time we are there
the doctors talk down to us. | don’t want to say it is a racial issue, but
most Sickle Cell patients are African American and most of the doctors in
the E.R. we see are not. They come across as unrelatable and
detached...They need to have more compassion and understanding too.
Patients with Sickle Cell, and their parents, have been through a lot for a
lot of years. The doctors talk to us like it is the first time we have every
heard of the disease.

“I honestly do not think the doctors in the emergency room have any idea
of the excruciating pain — pain the rest of us will never know — these kids
are going through. Yet, the doctors act like we are in there seeking drugs
for no reason.”

“I cannot get treatment for my Sickle Cell disease...| stopped even going
to the E.R. because it is a waste of time. Sometimes | just curl up in my
bed and cry from the pain.”

Town Hall

Town Hall attendees described similar experiences and expressed the same frustrations
as survey respondents.

“I feel like it’s always a fight, never a smooth process...ER visits are still
kind of crazy. I’m still not comfortable and I kind of use it as my last
resort. You know, | get doctors or nurses coming in, “What is sickle cell?”
basically, or asking me basic questions they could’ve gotten off the
internet. It puts me in an uncomfortable situation to be like my care is in
your hands and you all are coming in asking me these simple questions.
And, on top of that then (is the) pain crisis.”
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“As a caregiver of a child with sickle cell, boy is it ever so difficult here...|
have a 16-year-old that’d rather stay home than go to the ER... And, we
really do worry about the difficulties she’s going to have getting pain
medications because when you’re older seeking medication, they think
you’re drug seekers and will give you a harder time than ever to get pain
meds.”

It’s always an experiment of what we could do from going to the ER,
being left on the table because they think you’re just pain drug seeking, to
a nurse coming in and telling me to shut up because you’re being too
loud. That just happened recently which is why | don’t like going to the ER
because it’s always that type of a factor. However, when you have do
have a doctor and you actually have a relationship with that doctor, they
tend to understand your needs are real. You have to kind of build that
relationship with that doctor. And, you try and go to the hospital where
your doctor is at. The doctor that | usually go to moved to another place
so I’'m stuck by myself with people that don’t know what’s going on, so
you get those accusations and that makes it more difficult. Recently |
spent about a week in the hospital. It was better because | went to the
hospital where my doctor is so he was able to advocate for me. | try not
to go to the ER by myself. | try to go with someone, like my mom, who
can coherently speak. Trying to play chess with the doctors and nurses to
let them know what’s going on while in pain is cumbersome. Things are
getting better because of building relationships over time with the doctors
and nurses and with the information that is getting out there that this is
real. So, it is getting better, but yes, the fight is real, it’s strong.”

Emergency Room Care — Summary of Findings

PHPG’s review of the SoonerCare program’s performance with respect to emergency
room services found:

Members with SCD are high utilizers of the emergency room because of the need
for pain crisis treatment in a hospital setting.

There are no statutory or Medicaid policy barriers preventing emergency room
providers from treating patients in crisis aggressively, in terms of pain
management.

Emergency room providers at the Oklahoma centers-of-excellence rely on
evidence-based protocols for treatment of patients in crisis and are familiar with
the needs of members with SCD.
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e Many providers in the State see patients in crisis infrequently and may not be
equipped to treat pain promptly or aggressively enough, which can result in a
lengthier and more severe crisis episode.

e Members with SCD express frustration and, in some cases, avoid seeking medically
necessary care in the emergency room, out of fear of being labeled a drug seeker.

Evidence-based protocols for treatment of patients in crisis are readily available by
emergency medical providers (see Appendix 6 for two sample protocols). These protocols
emphasize the importance of early pain assessment and intervention.

The OHCA, in collaboration with centers-of-excellence and Supporters of Families with
Sickle Cell Disease could undertake an educational campaign similar to the one discussed
for PCMH providers in the previous section. The target of the campaign could include both
emergency room physician groups and hospitals in counties where members with SCD
reside.

The educational campaign need not be limited to emergency room physicians but also
should include other staff (e.g., front desk personnel and triage nurses) who interact with
patients. The information for these staff can be at a higher level, while imparting essential
information, as demonstrated by the CDC flyer on the following page (Exhibit C-18).
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Exhibit C-18 — CDC Educational Materials

TIPS ABOUT

SICKLE CELL DISEASE

LR
nl

Children and adults with sickle cell disease (SCD)

often require care in the emergency department (ED)

of hospitals and clinics for health issues related to SCD.
The ED may be a patient’s only option for health care

when symptoms, such as pain crises, cannot be managed

at home or when a patient does not have access to a
healthcare provider who specializes in treating SCD.
The Sickle Cell Data Collection (SCDC) program found
that in California, people with SCD seek care in the ED
an average of three times a year from their late teens to
their late 50s.

Tips for ED Health Providers

Take complaints of pain from patients with SCD
seriously and treat promptly with appropriate fluids
and pain medication.

Work with the SCD team at your hospital or clinic to
develop individualized care plans for patients with SCD,
especially those with frequent ED use. When possible,
make these plans available in the electronic medical
record.

Refer to the National Heart, Lung, and Blood
Institute guidelines for the management of SCD:
www.nhlbi.nih.gov/health-pro/g uidelines/sickle-cell-

EVERY EMERGENCY PROVIDER
NEEDS TO KNOW

Emergency Department (ED) Visits
Among People with Sickle Cell in California, 2005-2014

<1 3
sveraye sl auerede isits avEfane vists average wal
et year paryear peryear pefyear

17-39 yea‘rs

40-59 years

60-80 years

Primary Health Complaint: Extreme Pain

Pain crises, which can be excruciating, are the most
common reason for ED visits among patients with SCD.
Patients may not always appear to be in pain because
they have often developed a high pain tolerance due to a
lifetime of chronic pain.

Patients with SCD require prompt pain treatment. The medical
evaluation of patients includes determining the cause of pain
and assessing recent medication use. For mild or moderate
pain, begin treatment with nonsteroidal anti-inflammatory
drugs. For severe pain, treatment with opioids may be
needed. If the patient is already on opioid therapy, calculate
opioid dose based on current opioid dose. Reassess pain
and provide additional opioid administration, if necessary,

disease-guidelines for continued severe pain. For greater effectiveness,
medication can be combined with nonpharmacologic
approaches, such as heat application and distraction.
m CDC’s National Center on Birth Defects and Developmental Disabilities
is committed to protecting people and preventing complications of blood disorders. Learn
PROTECTING PEOPLE more about CDC's work to help people with SCD here: www.cdc.gov/inchddd/sicklecell

icay,

rAT BN U.S.Department of
{ it 4] Healthand Human Services
% M Centers for Disease
b T ll Control and Prevention
SickLe CewL Dara CoLLecTiON
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A best practice described in literature and recommended by Supporters of Families with
Sickle Cell Disease is creation of a pain management action plan. The plan is a written
description from the patient’s Hematologist that outlines his or her condition, needs and
recommended course-of-care when in crisis'®, Patients with an action plan have a better
(though not certain) chance of receiving timely care when they arrive in an unfamiliar
emergency room. The action plans also could be uploaded to the State HIE for ready
access from any hospital.

The OHCA, SoonerSelect MCEs and advocacy community should collaborate on outreach
to members with SCD and Hematology community to facilitate creation of plans.
Emergency room providers also can be educated on their efficacy and importance.

18 The majority of survey respondents reported having a pain management plan but PHPG did not frame the
question specifically to ask about an action plan with Hematologist-recommended steps in the event of a crisis for
review by an emergency room physician.
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4. Supports for Members with SCD to Navigate the System

PHPG evaluated available supports for members with SCD to navigate the health care
system through:

o Literature review of best practices
o Review of existing SoonerCare care management initiatives
e Review of SoonerSelect care management requirements

Documented Best Practices

Individuals with a complex/chronic disease such as SCD often require care from multiple
medical specialties, as well as behavioral health services to cope with what is a life-long
condition. Navigating the health care system without support can lead to fragmented
care or gaps in care, as well as patient discouragement.

One recognized best practice for managing complex care needs is through establishment
of a member-centered interdisciplinary care team!®. The team typically includes
representatives from all specialties relevant to the individual’s health needs, both
interventionist and palliative, as well as a designated care manager (usually a nurse or
social worker) to coordinate the team’s activities. As suggested by its name, the team
places the member at its center, and s/he retains autonomy for choosing the preferred
course of care.

Medicaid beneficiaries often face additional, non-clinical hurdles to accessing care. These
factors, known as “social determinants of health” (SDOH) can include housing insecurity,
food insecurity, difficulty making utility payments and lack of reliable transportation,
among others. A person with significant SDOH needs may, by necessity, regard their
health care needs, particularly preventive health care, as a lesser priority.

Individuals enrolled with an interdisciplinary care team typically receive a comprehensive
assessment, followed by creation of a care plan that addresses both clinical and non-
clinical (social) needs. Preventive and therapeutic services are addressed, with preventive
services for members with SCD encompassing condition-specific interventions, such as

1% For a discussion of the benefits of the interdisciplinary team model, see: Implementation of an Interdisciplinary,
Team-Based Complex Care Support Health Care Model at an Academic Medical Center: Impact on Health Care
Utilization and Quality of Life, Implementation of an Interdisciplinary, Team-Based Complex Care Support Health
Care Model at an Academic Medical Center: Impact on Health Care Utilization and Quality of Life | PLOS ONE
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hydration therapy or blood transfusions (as applicable). SDOH needs may be managed by
a Community Health Worker trained for this task?°.

The interdisciplinary care team can facilitate the transition from pediatric to adult care by
assessing a member’s readiness to transition, planning for the transition and facilitating
the transfer. Peer supports also can be made available, if desired by the member. The
composition of the team can evolve concurrently, with adult providers replacing their
pediatric counterparts as appropriate (Exhibit C-19).

Exhibit C-19- Interdisciplinary Care Team Model

Social
Service
Providers

Specialist
Physicians

Care
\ELET:d

Community
Health
Worker

The surveyed providers strongly endorsed the value of the activities performed by an
interdisciplinary care team. Nearly all of the respondents said it would be “very helpful”
for persons with SCD to receive education and counseling, as well community-based
supports and assistance with transition planning (for adolescents).

There also is a growing body of research on the value of using mobile applications (smart
phone technology) to support monitoring of patients with chronic conditions, including
SCD. A 2018-2019 Agency for Healthcare Research and Quality-funded randomized study
conducted at Duke University on 59 patients with SCD being discharged from the hospital
found that:

20 For a description of the Community Health Worker function within an interdisciplinary care team, see:
Addressing Social Determinants of Health through Community Health Workers: A Call to Action, HHC-CHW-SDOH-
Policy-Briefi-1.30.18.pdf (cthealth.org)
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Patients using SMART had significantly less acute care utilization and were
more likely to return for follow up visits. The use of a simple technology
solution such as a mobile app to record symptoms, allowed symptoms such
as pain to be reviewed remotely. Daily review of pain scores remotely
provided the medical team with the ability to text specific patients believed
to be at risk due to increasing pain. To aid in follow up, SMART also included
the ability to have a reminder for an appointment ‘pop-up’. Technology
reminders also led to patients being more likely to return as scheduled for
their appointment as compared to standard-of-care (control group)?*.

A mobile app could have particular appeal to younger members with SCD. Individuals who
both are enrolled with an interdisciplinary care team and equipped with a mobile app
would be well-supported when navigating the health care system.

OHCA Care Management — Current and SoonerSelect

There are multiple pathways through which SoonerCare members with SCD can receive
care management today. Members who are seen at Jimmy Everest have access to an
interdisciplinary care team in accordance with best practices. In addition to addressing
current needs, the team assists members to prepare for the transition from pediatric to
adult care and coverage.

A small number of members with significant care needs also are enrolled in the
SoonerCare HMP or receive care management through a SoonerCare Health Access
Network. And members not otherwise being care managed are identified for enroliment
in the OHCA’s Chronic Care Unit if they meet pre-established utilization/expenditure
thresholds. The CCU offers important assistance, including with transition from pediatric
to adult coverage, if applicable.

Members eligible for long term care also receive active care management as a component
of their services. (See page 18 for an illustration of current and planned SoonerCare care
management options.)

PHPG asked survey respondents whether they had been assigned a care or case manager.
Seventeen respondents (27.4 percent) answered yes, while 38 (61.3 percent) answered
no. (Seven respondents (11.3 percent) were unsure.)

SoonerSelect will expand access to interdisciplinary care management. MCEs will be
required to offer an initial health screening to all new enrollees, and to perform a
comprehensive clinical and SDOH assessment on those identified as having special needs,
a category that would include members with SCD. The assessment will be used to develop

21 SMART Mobile Application Technology Utilization in the Treatment of Sickle Cell Disease Post Day Hospital
Discharge - Full Text View - ClinicalTrials.gov
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a comprehensive, interdisciplinary care plan, to be overseen by a designated care
manager??.

Access to Supports — Summary of Findings

PHPG’s review of the SoonerCare program’s performance with regard to member
supports found:

¢ Members with complex/chronic conditions can benefit from access to an
interdisciplinary care team that addresses both clinical and social needs.

e Mobile app technology can offer an additional tool for monitoring a member’s
health status and adherence to preventive care guidelines.

e The SoonerCare program currently offers care management to some members
with SCD, although the majority do not have an assigned care manager or
interdisciplinary care team.

o All members with special needs who are enrolled in SoonerSelect will have access
to a care manager and care team.

The majority of SoonerCare Choice members with SCD will transition to SoonerSelect in
April 2024. The residual population will include non-Medicare eligible ABD beneficiaries,
some of whom already receive care management through the CCU, HMP or a HAN.

The OHCA has the opportunity to ensure all members with SCD have access to care
management (ideally through an interdisciplinary care team), including assistance with
transition to adult coverage, by targeting ABD beneficiaries not currently assigned a care
manager. The OHCA should collaborate with the HMP vendor and HANs to contact all
non-care managed ABD members for the purpose of performing an assessment and
developing a care plan, as appropriate. Special emphasis should be placed on reaching
and engaging members with very complex needs (e.g.,, members with other chronic
conditions related to their SCD and members with frequent inpatient hospital admissions)
who do not yet have a care manager.

The OHCA also should ensure that current and future care management systems
emphasize the importance to members of having an action plan that addresses pain
management and other priorities. The team, through the member’s care manager, should
be available to consult on an urgent basis with emergency room physicians when a
member in crisis presents for care.

The OHCA should explore the use of mobile app technology as an additional care
management tool. Such an app could be operated directly by the OHCA or through the
SoonerSelect MCEs, the SoonerCare HMP vendor and SoonerCare HANs.

22 soonerSelect Medical RFP, Section 1.9.3, Care Management and Population Health
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D. SUMMARY OF RECOMMENDATIONS

SoonerCare members with SCD face challenges in managing a complex, and in many
instances, extraordinarily painful condition. Parents of children with SCD have the added
burden of advocating on behalf of someone who may be unable to articulate fully his or
her needs.

The SoonerCare program has acted to assist members with SCD, both through its existing
care management systems and its contract with Supporters of Families with SCD. The
OHCA’s SoonerSelect program will expand access to care management for members with
SCD who are enrolled into an MCE.

The two centers-of-excellence in the State provide expert care to the members they
serve. Together, they account for a significant percentage of all SoonerCare members
with SCD in Oklahoma.

However, significant opportunities for improvement exist. PCMH and emergency room
providers unfamiliar with SCD can be unaware of evidence-based guidelines for care,
particularly for patients experiencing a pain crisis. Members without access to a care
manager also may have difficulty navigating what is a complex health care system.

Exhibit D-1 below summarizes findings and recommendations from Report Section C. All
of the recommendations are actionable in the next 12 to 18 months. The second annual
report, due to the Legislature in January 2024, will provide an update on the status of the
recommendations.

Exhibit D-1 - Findings and Recommendations

Findings (Areas for Improvement) Recommendations

Access to Care

1. PCMH providers are not uniformly | 1. The OHCA, in conjunction with SoonerSelect
knowledgeable about Sickle Cell MCEs, centers-of-excellence and Supporters of
Disease. Families with SCD, should conduct a

coordinated educational campaign targeting

PCMH providers in counties with SCD members.

PCMH providers could be offered continuing

education credits for participating.

2. Specialist providers, including at 2. The OHCA and SoonerSelect MCEs should have
centers-of-excellence, must a process for allowing qualified specialists to
channel referrals through PCMH make referrals, while keeping PCMH providers
providers. informed, either directly or through the HIE.
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Findings (Areas for Improvement) Recommendations

Emergency Room Provider Training and Resources

SCD today have a pain
management action plan.

3. Many ER providers see patients in 3. The OHCA, in collaboration with centers-of-
crisis infrequently and may not be excellence and Supporters of Families with
equipped to treat pain promptly or Sickle Cell Disease, should undertake an
aggressively. educational campaign to increase knowledge

of evidence-based protocols for treatment.

4. Only a portion of members with 4. The OHCA, SoonerSelect MCEs and advocacy

community should collaborate on outreach to
members with SCD and Hematology
community to facilitate creation of plans.
Emergency room providers also can be
educated on their efficacy and importance.

Supports of Members with SCD to Navigate the Health Care System

management should have access
to an interdisciplinary care team,
as appropriate.

5. Only a portion of members with 5. The OHCA should collaborate with the HMP
SCD today are assessed to identify vendor and HANSs to contact all non-care
the potential need for care managed ABD members for the purpose of
management. performing an assessment and developing a

member-centered care plan, as appropriate.
Members with very complex conditions (e.g.,
members with other chronic conditions due to
SCD (e.g., kidney disease) or members with
frequent inpatient hospital admissions) who
are not yet engaged should be given top
priority. (All SoonerSelect members will be
assessed at time of enroliment.)

6. Only a portion of members with 6. The OHCA also should ensure that current and
SCD today have a comprehensive future care management systems emphasize
action or care plan that addresses the importance to members of having a
both clinical and social service comprehensive care/action plan that
needs. addresses the member’s complete care needs,

both current and future for members
transitioning from pediatric to adult coverage.

7. Members enrolled in care 7. The OHCA should strive to make available

interdisciplinary care management, where
appropriate, by coordinating with the Jimmy
Everest Center, SoonerCare HMP and
SoonerCare HANs on behalf of ABD
beneficiaries. (All SoonerSelect enrollees will
have access to interdisciplinary care teams.)
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Findings (Areas for Improvement) Recommendations

8. Interdisciplinary care teams are 8. The OHCA should ensure that SoonerSelect
well-suited to facilitating a and other care management systems target
member’s transition from adolescents and assist in the transition to adult
pediatric to adult care. coverage and care.

9. Mobile app technology can offer 9. The OHCA should explore use of a mobile app,
an additional means of supporting either directly or through its contractors.
members.

PHPG 59



E. APPENDICES

Report appendices are presented, starting on the following page. The appendices

include:
Appendix 1 Selected References
Appendix 2 Virtual Town Hall meeting invitation
Appendix 3 PHPG member survey instrument
Appendix 4 OHCA out-of-State services prior authorization form
Appendix 5 Hospital admitting diagnosis data
Appendix 6 Sample emergency room protocols
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1. Selected References

Addressing Sickle Cell Disease: A Strategic Plan and Blueprint for Action 2020, The
National Academies of Sciences, Engineering and Medicine, Addressing Sickle Cell
Disease A Strategic Plan and Blueprint for Action | National Academies

Evidence-Based Management of Sickle Cell Disease, Expert Panel Report 2014,
National Heart, Lung and Blood Institute, US Department of Health and Human Services,
Evidence-Based Management of Sickle Cell Disease: Expert Panel Report, 2014 | NHLBI,
NIH

2019 — 2021 ASH Clinical Practice Guidelines on Sickle Cell Disease: What You Should
Know, American Society of Hematology, Clinical Practice Guidelines on Sickle Cell
Disease - Hematology.org

Implementation of an Emergency Department Screening and Care Management
Referral Process for Patients with Sickle Cell Disease, Professional Case Management
(September/October 2019), Implementation of an Emergency Department Screening
and Care Management Referral Process for Patients With Sickle Cell Disease - PubMed

(nih.gov)

Improving Sickle Cell Transitions of Care through Health Information Technology:
Recommendations for Tool Development, American Journal of Preventive Medicine
(July 2016), Improving Sickle Cell Transitions of Care Through Health Information
Technology - PubMed (nih.gov)

A Program of Transition to Adult Care for Sickle Cell Disease, American Society of
Hematology (December 2019), A program of transition to adult care for sickle cell
disease - PubMed (nih.gov)

Emergency department management of acute pain episodes in sickle cell disease,
Academic Emergency Medicine (March 2007), Emergency department management of
acute pain episodes in sickle cell disease - PubMed (nih.gov)

Adult emergency department patients with sickle cell pain crisis: a learning
collaborative model to improve analgesic management, Academic Emergency
Medicine (April 2010), Adult emergency department patients with sickle cell pain crisis:
a learning collaborative model to improve analgesic management - PubMed (nih.gov)

(See also the publications cited directly in body of the report.)

PHPG 61


https://www.nationalacademies.org/our-work/addressing-sickle-cell-disease-a-strategic-plan-and-blueprint-for-action
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https://www.hematology.org/education/clinicians/guidelines-and-quality-care/clinical-practice-guidelines/sickle-cell-disease-guidelines
https://www.hematology.org/education/clinicians/guidelines-and-quality-care/clinical-practice-guidelines/sickle-cell-disease-guidelines
https://pubmed.ncbi.nlm.nih.gov/31369486/#:~:text=Paula%20Tanabe%2C%20PhD%2C%20MSN%2C%20MPH%2C%20RN%2C%20FAEN%2C%20FAAN%2C,of%20life%20for%20individuals%20with%20sickle%20cell%20disease.
https://pubmed.ncbi.nlm.nih.gov/31369486/#:~:text=Paula%20Tanabe%2C%20PhD%2C%20MSN%2C%20MPH%2C%20RN%2C%20FAEN%2C%20FAAN%2C,of%20life%20for%20individuals%20with%20sickle%20cell%20disease.
https://pubmed.ncbi.nlm.nih.gov/31369486/#:~:text=Paula%20Tanabe%2C%20PhD%2C%20MSN%2C%20MPH%2C%20RN%2C%20FAEN%2C%20FAAN%2C,of%20life%20for%20individuals%20with%20sickle%20cell%20disease.
https://pubmed.ncbi.nlm.nih.gov/27320460/
https://pubmed.ncbi.nlm.nih.gov/27320460/
https://pubmed.ncbi.nlm.nih.gov/31808907/
https://pubmed.ncbi.nlm.nih.gov/31808907/
https://pubmed.ncbi.nlm.nih.gov/17389246/
https://pubmed.ncbi.nlm.nih.gov/17389246/
https://pubmed.ncbi.nlm.nih.gov/20370779/
https://pubmed.ncbi.nlm.nih.gov/20370779/

2. Virtual Town Hall Meeting Invitation
SUPPORTERS OF FAMILIES WIH SICKLE CELL DISEASE, INC. A
Invites you to join:
The 1st Annual Sickle Cell Disease I I
and Inherited Disorders and Traits |
Virtual
TOWNHALL MEETING s
o) ) LetYourVoice Be Feard!! ( (Do
SHARE YOUR THOUGHTS ON: Wednesday
- November 30, 2022
Gaps and Servi 6 pm
~ Gaps and Services
- Expanded Medicaid Services OPEN to the PUBLIC
~ Community Support Q
~ Pain Management QoM
- Meeting ID: 840 3573 6518
- Bvidence Based Care Pagsco et oL

v «...and more!

Questions: (918) 619-6174

4255, Supporters of M. okLaHOMA
A8 Families with ¥ _ &% state Department
¥ Sickle Cell Disease MY of Health
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3. PHPG Member Survey Instrument

SoonerCare Member Survey
Members/Families with SCD

Hello, my name is and | am calling on behalf of the SoonerCare program. May | please speak
to {RESPONDENT NAME}?

INTRO We are conducting a short survey to find out about where SoonerCare members get
their health care and their experiences with doctors and nurses. The purpose of the
survey is to learn about how we can make the program better. The survey is voluntary
and if you decide not to participate it will not affect your benefits. Anything you tell us
will be kept confidential. The information will not be shared with your doctor or nurse

and will not affect any treatment you may be receiving. The survey takes about 10
minutes.

[ANSWER ANY QUESTIONS AND PROCEED TO QUESTION 1]

Parent/Guardian Screening Question: Are you the parent or guardian of [NAME]? [IF YES, PROCEED
TO QUESTION 1. IF NO, ASK TO SPEAK TO PARENT/GUARDIAN. IF UNABLE TO REACH, END
CALL]

Screening for Medicaid

1. The SoonerCare program is a health insurance program offered by the state. Are you currently
enrolled in SoonerCare?? [IF MINOR - Is [NAME] currently enrolled in SoonerCare?]

a. Yes
b. No - [ASK IF ENROLLED IN MEDICAID. IF NO, END CALL]
c. Don’t Know/Not Sure > [ASK IF ENROLLED IN MEDICAID. IF NO, END CALL]

2. We are interested in talking today to people (parents of children) who are being treated for Sickle Cell
Disease, including Sickle Cell Anemia. Are you (Is your child) being treated for this condition? [IF
MULTIPLE CHILDREN, CLARIFY THAT SURVEY QUESTIONS ARE TO BE ANSWERED WITH
RESPECT TO THE CHILD NAMED AT THE OUTSET OF THE CALL.] [IF YES, SCA OR OTHER]

a. Yes, Sickle Cell Anemia
b. Yes, other Sickle Cell Disorder
c. No = [END CALL]

2 select questions include a “don’t know/not sure” or similar option which is unprompted by the surveyor; this response is listed on the

instrument to allow surveyors to document such a response. Questions are reworded for parents/guardians completing the survey on behalf of
program participants.
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Regular Care

3. First, I'm going to ask a few questions about where you (your child) get your regular care. Do you
(does your child) have a regular doctor or nurse practitioner, someone you go to for check-ups, when
you need advice about a health problem or get sick or hurt? [IF RESPONDENT HAS MORE THAN
ONE PROVIDER, CODE AS YES].

a. Yes

b.

C.

No - [GO TO Q5]
Don’t Know/Not Sure > [GO TO Q5]

4. s your regular doctor or nurse practitioner a primary care provider, like a family physician, general
internist or pediatrician? [IF YES, RECORD TYPE] Or is she or he a specialist? [IF SPECIALIST]
What is your regular provider’s specialty?

a.

b
c
d.
e
f

Family physician/nurse practitioner - [GO TO Q6]
General internist > [GO TO Q6]

Pediatrician - [GO TO Q6]

Specialist — Hematology - [GO TO Q7]
Specialist — Other [SPECIFY]

Don’t Know/Not Sure

5. Where do you usually go to get health care (health care for your child)? - [RECORD AND GO TO

Q7]

® 2 0 T 9

Emergency Room

Urgent Care Clinic

No usual place

Have never tried to get care
Don’'t Know/Not Sure

6. Do you have a doctor, other than your (your child’s) regular provider, who helps you manage your
(your child’s) Sickle Cell Disease? [IF YES] What is this doctor’s specialty?

a.

b
c.
d.
e

Yes — Hematology

Yes — Other [SPECIFY]

Yes — Don’t Know/Not Sure of specialty
No

Don’'t Know/Not Sure
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7. Some SoonerCare members with complicated medical conditions are assigned care or case
managers to provide extra help between doctor’s visits. These are nurses who might work for the
Oklahoma Health Care Authority or be part of your doctor’s care team. Do you (does your child) have
a care manager or case manager?

a. Yes
b. No

c. Don’t Know/Not Sure

8. Next, I'm going to ask you a few questions about some types of care you (your child) might receive to
treat or manage your (his/her) Sickle Cell Disease. For each question, please tell me if you (your
child):

DK/Not Not

Yes No Sure Applicable

a. [IF MEMBER IS YOUNGER THAN 5
YEARS] Receives daily penicillin

b. [IFMEMBER IS OLDER THAN 9
MONTHS] Receives Hydroxyurea
medication

c. [IF MEMBER HAS SCA & IS AGE 2
TO 16] Had a head X-ray called a
Transcranial Doppler at least once in
the past twelve months

d. [IF MEMBER IS 3 OR OLDER] Had
blood pressure checked at least once
in the past twelve months

e. [IF MEMBER IS 10 OR OLDER] Had
retinas (eyes) examined at least once
in the past twelve months

f. [IF MEMBER IS 12 MONTHS OR
OLDER] Had kidneys checked at
least once in the past twelve months

g. Had lungs checked at least once in
the past twelve months

h. Had heart checked at least once in
the past twelve months

i. Received a pneumococcal vaccine
(shot to prevent pneumonia) in the
past twelve months

j. Received one or more blood
transfusions in the past twelve
months

k. Currently receive chelation therapy
for iron overload

I.  Have a treatment plan for pain
control
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Next, I’'m going to ask you a few questions about how satisfied you are with the care you (your child)

receive(s) for treatment of your (his/her) Sickle Cell Disease from your regular doctors and other

members of your care team. This does not include doctors you might have seen in an emergency
room. For each question, please tell me if you are Very Satisfied, Somewhat Satisfied, Somewhat
Dissatisfied or Very Dissatisfied with your care.

Very
Satisfied

Somewhat
Satisfied

Somewhat
Dissatisfied

Very
Dissatisfied

DK/Not
Sure

a. Finding doctors who know how to
care for patients with Sickle Cell
Disease

b. Being able to schedule doctor’s
appointments when you need them
for treatment of your (your child’s)
Sickle Cell Disease

c. Getting the right services and
treatments, other than medication, for
your (your child’s) Sickle Cell
Disease

d. Getting the right medications for your
(your child’s) Sickle Cell Disease

e. Getting extra support and help if you
need it to manage your Sickle Cell
Disease

f. Being listened to and understood
when you have concerns about your
(your child’s) Sickle Cell care in
general, other than pain
management

g. Being listened to and understood
when you have concerns about
managing your (your child’s) Sickle
Cell pain

10. Overall, how satisfied are you with the care you (your child) receive from your regular doctors and
other members of your care team for treatment of your (your child’s) Sickle Cell Disease? Would you
say you are Very Satisfied, Somewhat Satisfied, Somewhat Dissatisfied or Very Dissatisfied?

a. Very satisfied

b. Somewhat satisfied

c. Somewhat dissatisfied
d. Very dissatisfied
e

Don’t Know/Not Sure

11. Why did you choose that answer? [RECORD]
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12. [CAHPS QUESTION — FOR COMPARISON TO OTHER CARE MANAGED POPULATIONS] And
using any number from 0 to 10, where 0 is the worst health care possible and 10 is the best health
care possible, what number would you use to rate all your health care in the last six months?
[RECORD]

Emergency Room Care

13. Have you (has your child) been treated in an emergency room in the past 12 months for your (your
child’s) Sickle Cell Disease? [IF YES] About how many times in the past 12 months?
a. No visits 2 [GO TO Q17]
b. Yes[RECORD NUMBER]
c. Don’t Know/Not Sure - [GO TO Q17]

14. Next, I'm going to ask you a few questions about how satisfied you are with the care you (your child)
receive(s) for treatment of your (his/her) Sickle Cell Disease from doctors in the emergency room. If
you had more than one visit in the past 12 months, think just about your most recent visit. For each
guestion, please tell me if you are Very Satisfied, Somewhat Satisfied, Somewhat Dissatisfied or Very
Dissatisfied with your care.

Very Somewhat | Somewhat Very DK/Not
Satisfied Satisfied Dissatisfied | Dissatisfied Sure

a. Seeing doctors who know how to
care for patients with Sickle Cell
Disease

b. Getting the right services and
treatments, other than medication, for
your (your child’s) Sickle Cell
Disease

c. Being listened to and understood
when you have concerns about
managing your (your child’s) Sickle
Cell pain

d. Getting the right medications to
control your (your child’s) pain

15. Overall, how satisfied are you with the care you (your child) received in the emergency room on your
most recent visit for treatment of your (his/her) Sickle Cell Disease? Would you say you are Very
Satisfied, Somewhat Satisfied, Somewhat Dissatisfied or Very Dissatisfied?

a. Very satisfied

b. Somewnhat satisfied

c. Somewhat dissatisfied
d. Very dissatisfied

e. Don’t Know/Not Sure

16. Why did you choose that answer? [RECORD]
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Out-of-State Care

17. Have you tried to see providers outside Oklahoma who specialize in treating Sickle Cell Disease
since you (your child) became a SoonerCare member?

a. Yes
b. No > [GO TO Q23]
c. Don’t Know/Not Sure 2 [GO TO Q23]

18. What provider or providers did you try to see? [RECORD]

19. How did you learn about this provider (these providers)? [RECORD ALL ANSWERS]
a. From one of my regular doctors
b. From an emergency room doctor
c. From my own research/internet
d. From a Sickle Cell Disease support group [RECORD NAME]
e. Other [RECORD]
f.  Don’t Know/Not Sure

20. Why did you want to see a provider outside of Oklahoma? [IF MULTIPLE REASONS] What was the
most important reason? [RECORD MOST IMPORTANT REASON]

a. Not satisfied with Oklahoma provider access
b. Not satisfied with Oklahoma provider knowledge of Sickle Cell Disease

c. |lwanted a service or treatment not available in Oklahoma [RECORD SERVICE OR
TREATMENT]

d. It was more convenient to my place of residence
e. Other [RECORD]
f.  Don’t Know/Not Sure

21. Did you or your provider ask the Oklahoma Health Care Authority to approve and pay for you to
receive care out-of-state? [IF YES] Was some or all of it approved?

a. Yes-—all approved - [GO TO Q23]

b. Yes - some approved and some denied

c. Yes - all not approved/denied

d. No - did not ask for approval > [GO TO Q23]
e. Still awaiting determination - [GO TO Q23]

f.  Don’t Know/Not Sure = [GO TO Q23]
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22. [IF PARTIAL] For the services that were denied, did you see the out-of-state provider(s) and arrange
payment on your own? [IF ALL DENIED] Did you see the out-of-state provider(s) and arrange
payment on your own?

a. Yes
b. No
c. Don’t Know/Not Sure

Transition-of-Care

[[F RECORD SHOWS SURVEY SUBJECT IS 14 TO 19 YEARS OF AGE, ASK TOC
QUESTIONS 22 — 24. I[F RESPONDENT IS 14 TO 17, ALSO ASK QUESTION 25]

| have just a few more questions.

23. Would you say that your child receives the majority of his/her care in a pediatric setting or an adult
care setting?

Pediatric

Adult

Mixed

No regular setting

® 2 0 T o

Don’t Know/Not Sure

24. [IF ADULT SETTING — DID ANYONE] Has anyone on your child’s care team or at the state help(ed)
you to prepare for your child’s transition from receiving care in a pediatric setting to an adult setting?
[IF YES] Who has talked to you? [RECORD ALL]

a. Yes - Doctor/care team

b. Yes - State

c. Yes - Both

d. No > [GO TO Q26 IF AGE 14-17; ELSE GO TO 27]
e

N/A — child receives care in an adult setting/from adult care provider(s) - [GO TO Q26 IF
AGE 14-17; ELSE GO TO 27]

f.  Don’t Know/Not Sure > [GO TO Q26 IF AGE 14-17; ELSE GO TO 27]

25. How did they help you prepare? [RECORD]

26. [ASK IF AGE 14 — 17] Do you feel confident you know how your child’s SoonerCare coverage might
change when she/he turns 18?

a. Yes
b. No
c. Don’t Know (if confident)/Not Sure
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Suggestions

27. Do you have any suggestions for how the SoonerCare program could do a better job helping you
manage your (your child’s) Sickle Cell Disease? [RECORD ALL]

28. [IF TWO OR MORE SUGGESTIONS] Thinking about the suggestions you just made, which one
suggestion would you say is the most important? [RECORD]

Those are all my questions. Thank you for your time.
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4. OHCA Out-of-State Services PA Form and Notice

Sooner[ETR

Out-of-State Prior Authorization Request

Member Name O Mae [ remae aip
Member Address

Parent/Caregiver Contact Number
Referring PCP or Specialist NPl or Provider ID #
Contact for referring Provider Contact N
Actve Diagnosis/Diagnoses Related to Reg

Services Being Req d

Are these services emergent or urgent based on clinical conditions? If yes, why?

Date of Service

Is transportation needed? If so. what type?

[ oupatient [ inpatienc  Length of Stay (inpatient)

Accepting Provider/Fadility Provider ID# or NPI

Full Address, Phone
FOR OHCA USE ONLY Non-Contracted Willing to Contract

Accepting Provider/Facility Provider ID# or NPI

Full Address Contact Person Phone
FOR OHCA USE ONLY Non-Contracted Willing to Contract

Please attach the following:

¢  Documentation to establish the medical necessity of services requested, such as medical records
*  Letter of medical necessity or other thorough summary document that includes:

0000

Please fax the completed request to OHCA Population Care Management at (405) 530-3217.

Date Recaived by OHCA

4345 N. Lincoin Bivd,, OKC | 800-522-01 14 | okhcaorg |O © ©

Summary of the member’s condition and history of treatment refated to request
History of other providers who have evaluated, treated or consulted member related to request
Recommended treatment or further diagnostic needed
‘Why medical care cannot be completed in Oklahoma or the next closest location
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{P8~  Health Care Authority

SoonerCare Out-of-State
SERVICES RULE CHANGES

Beginning Sept. 1, 2019 the Oklahoma Health Care Authority (OHCA) will enact changes to the
agency’s out-of-state (OOS) services policies. These changes will continue to ensure members
have access to quality care while controlling program costs. These changes will not impact routine
medical care for SoonerCare members.

&

In 2019 the Oklahoma legisiature passed HB 2341, which limited SoonerCare members’ services
to in-state providers when possible. These changes to OOS services will allow OHCA to maintain
compliance with federal and state regulations.

These revisions clearly define coverage and reimbursement for services rendered by providers
that are physically located outside of Oklahoma. The policy also outlines provider participation
requirements and documentation requirements for OOS service requests.

80 WHAT SOONERCARE MEMBERS NEED TO KNOW

« Members living near the Oklahoma state border, who regularly see a SoonerCare-contracted
provider across the border, should see no changes, as long as the provider’s office is within 50
miles of the Oklahoma border. In the case of a provider's office being more than 50 miles away
from the Oklahoma border, an out of state prior-authorization will be required.

+ Medical care needed due to an accident or medical emergency while a member is travelling in
another state is still eligible for compensation once medical necessity is determined.

+ Single-case agreements and contracts will not be allowed under the rule changes. SoonerCare
members currently receiving OOS services through single-case agreements will be transitioned
to regularly-contracted SoonerCare providers that OHCA medical staff have determined can
provide the same level of care at OHCA's regularly contracted rates.

« Self-referrals will no longer be permitted and members will be responsible for incurred medical
costs if they do not receive the proper prior authorization for OOS services. Members who
think they need out-of-state services should discuss the apparent need with their primary
care provider.

(Q WHAT SOONERCARE PROVIDERS NEED TO KNOW

+ Except for behavioral health emergencies and true medical emergencies, all required prior
authorization documentation must be received by OHCA 10 days in advance of the day the O0S
services are to be rendered.

* Requests for care will not be evaluated until all required documents are completed and
submitted to OHCA. See below for a list of required prior authorization documents.

« Referring providers should submit OHCA Form HCA-65 Out of State Prior Authorization

Request with required documentation by fax to OHCA Population Care Management at
405-530-3217. This form can be found at http:/Mww.okhca.org//oosproviders.
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AQV Health Care Authority

[R WHAT SOONERCARE PROVIDERS NEED TO KNOW

+ Members may not be sent to non-contracted providers, facilities or doctors. While the
referring provider may suggest a destination for the member’s treatment, the ultimate decision
on destination will be made by the OHCA Chief Medical Officer or his/her designate and will be
based on treatment consistent with recognized standards of care, cost effectiveness and con-
tract status of providers.

« Telephone requests for OOS services will only be approved in true emergencies and must be
followed promptly with the submission of all required documentation.

« For emergent telephone requests, please call Population Care Management at 877-252-6002.

DOCUMENTATION REQUIRED
WITH PRIOR AUTHORIZATION APPLICATION

« Documents determining medical necessity for the procedure, such as history of present iliness,
past medical and surgical history, physical exam, lab and imaging reports, progress notes and
other relevant documents.

« Letter of Medical Necessity (or other summary document) from the provider that contains:

- Member’s condition and diagnosis, including a clear summary of treatment to date that
is supported by the medical records.

- Names of physicians and/for facilities in Okiahoma that the member has previously been
referred to for diagnosis and/or treatment.

- Physicians consulted by attending physician related to the diagnosis and/or availability
of recommended treatment in Okichoma.

- Recommended treatment or further diagnostic work.

- Reasons why care cannot be provided in Oklahoma.

*Created September 3, 2019

ADDRESS WEBSITES PHONE
4245 N, Lincoin Bvd okhcaorg Admin;

Helpline: ¢

Oklatoma City, OK 73105 Mys00nercare org
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5. Hospital Admitting Diagnosis Data

Diagnosis Category Admissions Percent of Total ‘
Sickle Cell Anemia 1,145 60.4%
Other Sickle Cell Disease 107 5.6%
Sepsis 75 4.0%
Other Diagnoses 56 3.0%
Pregnancy and Childbirth 51 2.7%
Newborn 48 2.5%
Diseases of the Digestive System 44 2.3%
Behavioral Health 42 2.2%
Diseases of the Musculoskeletal System 35 1.8%
Pneumonia 32 1.7%
Thalassemia 25 1.3%
Hemochromatosis 22 1.2%
Other Diseases of the Respiratory System 20 1.1%
CovID 19 1.0%
Infectious and Parasitic Diseases 18 0.9%
Other Diseases of the Genitourinary System 16 0.8%
Other Diseases of the Circulatory System 15 0.8%
Fever 14 0.7%
Diseases of the Nervous System 14 0.7%
Kidney Failure 14 0.7%
Bronchitis 12 0.6%
Hypertension 11 0.6%
Embolism 9 0.5%
Influenza 9 0.5%
Other Disorders of Fluid, Electrolyte and Acid-Base Balance 8 0.4%
Anemia 7 0.4%
Diabetes 7 0.4%
Diseases of the Skin 6 0.3%
Neoplasm 5 0.3%
Pharyngitis 5 0.3%
Volume Depletion 5 0.3%
Total 1,896 100.0%
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6. Sample Emergency Room Protocols

New York City Order Set for Patients with Sickle Cell Disease

Appendix. Order Set for Patients with Sickle Cell Disease (SCD) Presenting to the
Emergency Department (ED) with Pain in New York City

The following is a suggested order set for use in the ED. Except as noted, the listed elements are those which a
panel of clinicians agreed would be very likely to improve outcomes. This order set is not intended to be implemented
without local discussion. Consider each item carefully in the context of your ED.

A. TRIAGE

O Oo0oo oo

Identify SCD patient and initiate SCD protocol

Assess vitals, including O, sat

Assess pain using VAS or verbal scale (1—10)i

Confirm allergies to medications (opiates, NSAIDs, antibiotics, etc.)

Assign ESI Level 2

Begin implementation of rapid protocol (initiate analgesic therapy <30 minutes after triage)

B. INITIAL MEDICAL ENCOUNTER

O 0Ooogoo

O

Review vitals (including O; sat)

Assess pain using VAS or verbal scale (1-10)

Note treatment prior to coming to ED or in triage (opioids, NSAIDs)
Note baseline hemoglobint

Note date of and reaction to last transfusiont

Assess if patient has a documented SCD treatment plan:

1 If yes, review with patient and integrate with items in sections E [INITIAL PAIN MANAGEMENT] and F, G, H [PAIN
REASSESSMENTS]
[l If no, attempt to find analgesic history during previous ED visits in medical record
1 Confirm usual analgesic type and dose with patient
C. DRAW LABS

O Ooogooo

Draw labs as appropriate:

CBC with differential 0 Bilirubin

Reticulocyte count 1 Type and screen (if no active type and screen)

Electrolytes (CHEM-7) [ Hemoglobin fractionation/electrophoresist

ALT and AST+ 0 lIron studies (Fe, TIBC, Ferritin) if not performed in the past 90
LDH days
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D. PERFORM TARGETED EVALUATION

Evaluate if patient experiencing their typical VOE symptoms:

[ If yes, confirm usual analgesic type and dose with patient

0 If O; sat <95%, provide oxygen (not indicated if O, sat 295%)

If concerned for PE:

[l Confirm adequate renal function
1 Order CT angiogram

If concerned for Ml:

[ Order EKG
[0 Send troponin

If concerned for acute chest syndrome:

[l Order chest radiograph
1 Hematology consult, consider:
1] Adding hemoglobin fractionation/
electrophoresis to labs
1 Exchange transfusion

If concerned for stroke (e.g., patient reports headache):

O Implement SCD stroke protocol, if available
1 Order brain imaging
[l Hematology consult, consider:
1 Adding hemoglobin fractionation/
electrophoresis to labs
[l  Exchange transfusion

If concerned for worsening anemia:

[l Notify blood bank for phenotype-matched red cells
Add the following to labs:

CBC with differential

Type and screen

Hemoglobin fractionation/electrophoresis
Reticulocyte count

LDH

Total and direct bilirubin

0 Iron studies (Fe, TIBC, Ferritin)

O o0ooooo

If concerned for sequestration or acute cholecystitis (e.g., patient
reports abdominal pain):

1 Order abdominal ultrasound
Add the following to labs:

CBC with differential
Type and screen

ALT and AST

Total and direct bilirubin

) I [

Assess SIRS criteria: T >38°C (100.4°F) or <36°C (96.8°F); HR >90;
RR >20 or PaCO; <32mmHg; WBC >12,000/mm3, <4,000/mm?3, or
>10% bands

If 22 SIRS criteria present:

[l Implement sepsis protocol
1 Consider empiric treatment

E. INITIAL PAIN MANAGEMENT: Initiate analgesic therapy within 30 minutes of triage

[1  If the patient has a documented individualized SCD pain plan, integrate here
[1  If opioid is administered, initiate continuous O, sat monitoring

If the patient has an opioid allergy, provide alternative (assess renal/liver function as needed):

For children: For adults: Alternative for adults:
[ PO acetaminophen 15mg/kg 1 PO acetaminophen 975mg 1 PO acetaminophen 650mgt
1 POibuprofen 10mg/kg [ PO ibuprofen 600mg [ IV ketamine 0.25mg/kgt
(1 If>2 years IV ketorolac 0.5mg/kg [ IV ketorolac 30mg [ IV ketorolac 15mg
0 If<2vyears IV ketorolac
0.25mg/kg

For patients who are not opioid naive:

[ Calculate and administer patient-specific opioid dose (IV
route preferred)"

If patient has IV access (e.g., peripheral or central line), administer IV opioid (1%t dose):t

For patients who are opioid naive or with no available analgesic
history, administer:

O Morphine 0.1mg/kg"+
[ Hydromorphone 0.02mg/kg*t
O Ketamine 0.25mg/kg"+

Avoid meperidinet
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If patient does not have IV access, administer opioid via other routes (1t dose):

For patients who are not opioid naive:

1 Calculate and administer patient-
specific opioid dose (SQ if no IV
access)?

For children:

[ PO hydromorphone 0.05mg/kg
[ PO morphine 0.3mg/kg
Avoid IN fentanyl in patients under <7
years old or <10kg>

For patients who are opioid naive or with no available analgesic history, administer:

For adults:
[ SQ morphine 0.1mg/kg
0 SQhydromorphone 0.02mg/kg
O PO morphine 30mgt
) PO hydromorphone 5mg
O IN fentanyl 2-3 doses 5 minutes

apart (max single dose [100ug]
may limit efficacy, especially

>65kg)"

Consider adjunctive NSAIDs or acetaminophe

For children:

PO acetaminophen 15mg/kg

PO ibuprofen 10mg/kg

If >2 years IV ketorolac 0.5mg/kg
If <2 years IV ketorolac
0.25mg/kg

B I |

n (assess renal/liver function as needed):
For adults:

[0 PO acetaminophen 975mg
0 IV ketorolac 15mg"

Alternative for adults:

0 PO ibuprofen 600mgt
[ IV ketorolac 30mgT*

If initial VAS >5:

Assess need for hydration (caution with
CHF, pulmonary hypertension, or renal
failure) and treat as needed

Assess itching:

0 Ifitching in children: PO
diphenhydramine 1mg/kg
0 Ifitchingin adults: PO
diphenhydramine 25-50mg
Avoid IV diphenhydramine except in cases
of anaphylaxis

Assess nausea:

[ If nausea in children: IV
ondansetron 4mg for >40kg,
0.1mg/kg for <40kg (PO if no IV)

[ If nauseain adults: IV
ondansetron 8mg (PO if no IV)

Note: IV magnesium and corticosteroids not indicated for SCD treatmentt

F. FIRST PAIN REASSESSMENT: Within 30 minutes (60 minutes after triage)

Assess pain using VAS or verbal scale (1-10):

If VAS 25:

If no hypoxia or sedation:

[0  Repeatinitial dose of IV opioid (2" dose) if route is available
(if route is not available, consider other routes)
[l Escalate initial dose of IV opioid by 25%

If signs of excessive sedation:

1 Decrease dose of IV opioid

If VAS <4 see G [SECOND PAIN REASSESSMENT]
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G. SECOND PAIN REASSESSMENT: Within 30 minutes (90 minutes after triage)

[0 Assess vitals

[0 Perform follow-up lab testst or review lab results and address abnormalities
[l Re-evaluate for serious complications (see D [TARGETED EVALUATION])

Assess pain using VAS or verbal scale (1-10):
If VAS >7:
If no hypoxia or sedation:

[J  Repeat 2" dose IV opioid (3™
dose) if route is available (if route
is not available, consider other
routes)

]  Escalate 2" dose of IV opioid by
25%

If signs of excessive sedation:

[l Decrease dose of IV opioid
Consider adjunctive NSAIDs or
acetaminophen (assess renal/liver function
as needed):

For children:

PO acetaminophen 15mg/kg

PO ibuprofen 10mg/kg

If >2 years IV ketorolac 0.5mg/kg
If <2 years IV ketorolac
0.25mg/kg

For adults:

O Oooo

1 PO acetaminophen 975mg
1 PO ibuprofen 600mg

] IV ketorolac 15mgYi
Alternative for adults:

1 PO acetaminophen 650mgt
1 IV ketorolac 30mgt

0 Initiate PCAT

Call for pain service consult

1] Call for hematology/SCD expert
consult

1 Admit patient

O

If VAS 5-7:
If no hypoxia or sedation:

[ Repeat 2" dose IV opioid (3
dose) if route is available (if route
is not available, consider other
routes)

(] Escalate 2" dose of IV opioid by
25%

[1  Consider switching opioidt

If signs of excessive sedation:

[1  Decrease dose of IV opioid

If VAS <4:

[J  Offer short-acting oral opioid
Assess if long-acting oral pain med
prescribed as outpatient:

0 If yes, restart long-acting oral
pain med
O If no, call for pain service consult
or SCD clinician team*
Ready for discharge (see J [DISCHARGE]):

[ Call hematology/SCD expert
about patient being readied for
discharget

H. THIRD PAIN REASSESSMENT: Within 30 minutes (120 minutes after triage)

[l Assess vitals

[l Review lab results and address abnormalities, including iron overload

Assess pain using VAS or verbal scale (1-10):
If VAS >5:

[ Initiate PCAT
[l Call for pain service consult
0 Admit patient

If VAS <4 see G [SECOND PAIN REASSESSMENT]
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I. PREVENTIVE CARE

Consider vaccinations:

Consult CDC vaccination schedules"’

O
O If under age 5, twice-daily prophylactic penicillint
1 Pneumovax (wait 28 weeks since prior Prevnar)t
Inquire about access to behavioral health/psychiatric services: Consult Case Management and social work:
1 Order psychiatric referralt ) Support enrollment in appropriate services (e.g.,
disability)
J. DISCHARGE
[ Confirm patient’s pain is adequately controlled
0 Schedule outpatient follow-up with PCP, hematology, or other SCD expert within 1 week

If patient
prescribe

Determine the patient’s current supply of pain medication:

has adequate supply of pain medication, do not If patient does not have adequate supply of pain medication:
[ Check prescription monitoring program (I-STOP)"iii
Prescribe 3-day supply of opioidst (consider 5 to 7-day supply)
[l Prescribe adjunctive NSAIDs (consider renal function; should not
be prescribed alone)
[l Prescribe constipation prophylaxis

[

O Ooogo

Provide and review SCD Pain Home Management discharge instructions and SCD education:

Discuss signs of serious complications and instruct patient to return to ED if experienced (e.g., acute chest syndrome, stroke,
sepsis, fever, etc.)
Discuss addiction awareness
Discuss overdose signs
Prescribe Naloxone kits (for self and family members) if receiving 250 mg/day morphine equivalent dose
Consider recommending that the patient discusses other disease-modifying treatments with hematologist:
[ Hydroxyurea
] L-glutaminet
Discuss setting up individualized treatment plan with SCD clinician

K. OTHER CONSIDERATIONS

0
O

Use non-pharmacologic approaches such as:

Heat and distraction (e.g., music)
Massage, yoga, TENS, virtual reality and guided audiovisual relaxation

1The majority of experts felt including this item would be likely to improve outcomes, but at least 2 experts disagreed.
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ACRONYMS

ALT Alanine aminotransferase

AST Aspartate aminotransferase

CBC Complete blood count

CDC Centers for Disease Control and Prevention
CHF Congestive heart failure

CT Computerized tomography

ED Emergency department

EKG Electrocardiogram

ESI Emergency severity index

HR Heart rate

I-STOP Internet system for tracking over-prescribing
IN Intranasal

[\ Intravenous

LDH Lactate dehydrogenase

Ml Myocardial infarction

NSAIDs Nonsteroidal anti-inflammatory drugs

Oz sat Oxygen saturation

PaCO:2 Partial pressure of carbon dioxide

PCA Patient-controlled analgesia

PCP Primary care physician

PE Pulmonary embolism

PO Per os (oral)

RR Respiratory rate

SCD Sickle cell disease

SIRS Systemic inflammatory response syndrome
SQ Subcutaneous

T Temperature

TIBC Total iron-binding capacity

TENS Transcutaneous electrical nerve stimulation
VAS Visual analogue scale

VOE Vaso-occlusive episode (sometimes referred to as vaso-occlusive crisis [VOC])
WBC White blood cell count
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ADDITIONAL REFERENCES

i Brandow AM, DeBaun MR. Key Components of Pain Management for Children and Adults with Sickle Cell Disease.

Hematol Oncol Clin North Am. 2018;32(3):535-550. doi:10.1016/j.h0c.2018.01.014
i From Tanabe P, Silva S, Bosworth HB, et al. A randomized controlled trial comparing two vaso-occlusive episode
(VOE) protocols in sickle cell disease (SCD). Am J Hematol. 2018;93(2):159-168. doi:10.1002/ajh.24948:

1. Review medical record for maximum home opioid dose and previous ED analgesic medication(s) and doses

2. Calculate maximum home opioid dose by combining all long-acting and short-acting opioids taken within a 24-

hour period.

a. Suggested starting dose of 1V opioid will be 20% of maximum home opioid dose, converted to IV
morphine or IV hydromorphone.

b. Suggested starting dose of oral opioid will be 20% of maximum home opioid dose, converted to any
immediate release oral opioid that has worked for the patient in the past.

3. Compare the calculated dose to doses of opioids previously administered to the patient in the ED.
a. If the ED doses and the calculated doses are within 10% of each other, keep calculated dose.
b. If the discrepancy is greater than 10%, use the lower dose.

i Tanabe et al. Am J Hematol. 2018.

v Lubega FA, DeSilva MS, Munube D, et al. Low dose ketamine versus morphine for acute severe vaso occlusive
pain in children: a randomized controlled trial. Scand J Pain. 2018;18:19-27.

v Kavanagh PL, Sprinz PG, Wolfgang TL, et al. Improving the Management of Vaso-Occlusive Episodes in the
Pediatric Emergency Department. PEDIATRICS. 2015;136(4):e1016-e1025. doi:10.1542/peds.2014-3470

vi Beiter JL, Simon HK, Chambliss CR, et al. Intravenous ketorolac in the emergency department management of
sickle cell pain and predictors of its effectiveness. Arch Pediatr Adolesc Med. 2001;155:496-500.

vit Available at https://www.cdc.gov/vaccines/schedules.

vii New York State Department of Health, Prescription Monitoring Program Registry (available at
https://www.health.ny.gov/professionals/narcotic/prescription_monitoring/).

* Niihara Y, Miller ST, Kanter J, et al. A Phase 3 Trial of I-Glutamine in Sickle Cell Disease. N Engl J Med.
2018;379:226-235.
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American College of Emergency Physicians
Point-of-Care Tool: Sickle Cell Disease

@SCD

Manageg Sicie Cail Daease nthe ED

Amuericen College of Srergency Mhyscoens Sickle Cetl

COMMUNICATION

~ Paitant report of pain is the goid standard

Thers are no vital sign changec or lab vaiues that oonfirm or nufe-out a clokle osil pein oricic
Do not rafer fo patienc with 3CD ac “cloklers,” ac thic Ic a derogasory Sarm

Requests for cpecifio pain 2re moct dus to pact not drug-sesking behavior
s Opioid use was stadie trom 2002-2013 in tha SCD popdation, in conkrast 1o the gerenl US popuiation

s Daatrs trom opaokd avircase was = 1 per yasr 0 ndivicuals with SCO Fam 15922013, reprasenting oofy 0.77% of 31 deaths in this popdlation, sgnifcandy lower than other non-
Cancar concitions ncuding low back pain, foromyaiga and migaine

~ Buid trust by believing tha pattent is in pain

Patiantc may not be glad to cae you - chow them you are here 1o help
o Nogathve ED seperiencas 0 the past may make tham cuanood or metnestil

s FRin can make anyora imitebie, impatient, of et

o Empahatc nonvirbal communication & essential {oye contact, ol Ensson, esires)

o Bapasert whon asking QUesions: 7 & oan S9cu 10 Spask whin in 4evenc pwin

Fatients may bring 2 caregiver with ham, ac i may be difficult to underciand treatment planc and ack quactiont when In cavers pain.

1. Nasonal Acagomes of Soances, Engneoning, and Madicing 2020 Addressing Sicide Call Disaasa: A Statege Plan and Biuepdnt for Action. ieshington, DC: The Nationsi
Azagemies Fress. Learn Mors Hare,

2. Ballas SK, Karter J. Agoons |, of 3. Opkoid uliizason patiens i Uniled Statas ndivicusls with 2ckda coll dsedse Am J Hemano! 201803 10) £345-47.

3, Ruts NS, Eallas S Tha opiod epademic and sichie ool disesse: Guik by asaodalion. Fan Afeg 2016 17( 101179358,

4. Fower-Hays A, MoGam PT. When S050rs spask iouder than words — Radam and sickia coll dsaase. N Sngi J e 2000 Now 1238315003

5. Gassborg J improving emangency deparivent-based cre of Zckda coll pain. FHamedsicgy Am Soc Hemets! Sguc Frogram 2017 Dac & 2007(1x £12.417.

6. Vidoos demansiraling axcalent communicaion stralagis 10 255056 and Manage pain, addnss high ED WSIZNan 200 paneption of drug acdation, and patient espanances of
ot SCO pain oan be found hers
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TRIAGE

Sicids cefl pain Is usually severe and requives immedists freatment; evidence-besed guidsiines recommend adminizéering pain medication within 60
* minutes of amval

Azcign an emergent pricrty {e.g, €& level 2) dusto
o Sevane pain that cannat be managed n e waling room

o Pigh ek shustion that nassds mokd evalustion 10r other Sanios comploatons

narsaca Jevel of concem If pain Ic not cimilar to pricr apicodec or new cymptomns ars pracent
Fatientc with = £ admiscionc/year for clokle cell pain ars af iInorasced rick of death

»~ \ital Signa/Neuro Status
Normal vital cigne do not rute out pain orlcie
Fatient report of pain Ic gold ctandard
Hypouda chould be Judged against patient'c bacaline

Fever = 100.4 dograec (= 38 dagreec C) chould prompt work-up for undertying cauce, as cickia oall diceace deceeacas cpienic funotion
s Chidren and adolescents wifh fover = 101.5 dograss F {2 38 5 dogrss C) shouie mecaive Droad spachum anibolics = 1 hour of armival

Hypatenticn and taohyoardia chould raice ooncarn fior capcic, dehydration and cignificant anemnia dus to apiactic anemis or spienio coguactration
Tachypnea chowld ralcs concem for 2oute chect cyndroms, cocult ypoxemia and puimonary smboius
Altarac mental ctatug, severs or atypioal headaohs, fooal nauroiogie findings (cuch ac vision changes), or new selzure chould ralce concem for siroks in both ohiidren

g
;

~ Pasl Medical History
Ak about hictory of severs 3CD complioations (cuch s acute chact syndrome, pain orfces, circke), reoent admisclons and recent biood transfucions
Fatiants 2rs born with 3CO; oncat and cavertly of cymptome vary

~ Initation of Care Should Not Be Detayed Dus to Spsce Constraints

Concider altemative cpaoes (cuch ac acthma bay) ¥ no trastment cpaoec available
Consider adminictaring pain medicationt in friage (8.9, cubsutanecus oploids for adutic and infranacal fantamy! for childran ~ cae Treatmand)
Uiize phycician in waling room, cpit fiow mods, a4o. 10 expeciss oars when available

» Rolsrencas

1. US Departmant of Hasth and Human Sendons. Nasonal Haxt Lung, anc Bload Insitute. Evidonco-Basad Management of Sickic Cal Disease, Expart Fang Repart, 2014 - View
PDF.

Z Natonsl Academias of Scances, Enginearing, and Medicing 2020, Addnessing Sickie Coll Disease: A Sratagic Plan and Buapdet 1or Action. Washington, OC: Tha Nasonadl
Acadermies Prass. Learn more here.

3, Eimarnich H Gamatt ME. da Castro LM ot 3. Factons associatod wih sunaval In 2 conlomponany adult sicide ool cahon. Am J Remedsy 2014 851 530-35

4. Viceos demonsiratng axcelent communicaton sralagios 10 Rsass and MAnNage pain, 2a0ress high ED LSI2a00n and parmepiion of drug acdction, and patient expanancas of
ac.a S3CO pain o2n be found here.




HISTORY

From the patient
= Whon is pain most ntersa? Ve 6oos X hurt tha moat?

s B there awthing LNUER! o CONCoMIng abouk the pain pou ane expanencing?
o Does s ‘o e your typical pain oiss?

o Tihepains Giarant. how i it cifenant - in iocation? Sensation? intensiy?
= Have pou had 2 fever i the st 23 howrs?
From patent, careghver, or ohart (patient may be In too much pain to give comeleds hiclory)
s Y¥nan o e pan stat?
= YWhat macicines G you try St Roma? Vet case 4id you ke, and whan? Did thay haln?
s Doyod have 3 pain plan in your chart (with proforad pain madcings and doses)? & nol:
o Vinal pain maedicingls) eank best for your pain in tha BO? Do you know whial doca wonks far you7
* Aum thare any pain macscings that 00 not wirk, of you have had & bod cparenca win?
= WnGt other thinds will makie you more comfortabin ?
o Hodt paks
o Barkas
o Distcton —sudh 25 Rliing on tha phona or walching TV
T#: 2hare ihe Initial plan and rationale with the patient and caregiver {If pracant)

+ Hiatory — Part 2 {affer Evalusiion and intial orders piaced)

From chart, patiant or carsgiver (pstientc mey be In too mush pain to give oomplete Nictory)
o Doyou have pain mosk doys? What laved of pain is typical for you?
= Wmat do o ke every cay for pain?

= ¥ psbiont is olowed & your et lon
e Thave your e of mescnes e (review Bt e thare othens Bl you a7

o 15an hak you have had the Solowing Drodicms In the pask (review kst a0 tham othors that | missed?
o 1ound'dic not fina (Fsl) surmerntas in your chant jraviow 12 e there others thae | méssed?

= ¥ patient i not folowed St your instiution
o Doyou have a prioary hosplal, chric o coclor wha traats you for Scide ool dease? Do you have athir dockons that you e, Such as primary cam?

o Doyou ke madicings awry day, 2u0h @5 Iycrosyuraa? Are thane ohar masicngs you ke only shan naddad (such as for pain)?
o Hinen was your B4 hioad Yanzhzaon? Do you gof reguUlany sahaduiod bicod transiusions (~onoaimonthy?
o Doyou havwe oy SCO-reien heath Bsues?
s Hislony of 200 chast Syndrame. srokn, Sepsis, Kdnay probioms, biood cots?
s Have pou had suroarny, 2.oh 35 remowal of O Diacder or sploen?
o NG IS your ramogiobin or hemaiocrit when you s wel?
T#: Reguiarty upcate the plsn and rationale with the patient and caregiver (I pracant)

1. US Departmant of Hasth and Human Sandons. Natonal Hoart Lung. and Biood Insthute. Evicenco-Basad Maragement of Suvic Cal Disexse, BXport Fand Repat, 2014 Vies
PODF bare.

Z. Natonal Academias of Sdences, Engneerning, and Medding 2020, Adarassing Siciie Call Dizease: A Strategc Plan and Biuspdet for Action. Wishingion, DC. The Natsonal
Academies Frass. Learn more here.

3. Vioeos demonsiratng aseciaent communicaton straladics 10 255t and Manage pain, Sadness high ED uS2aton and parmepion of drug aodation, and patient axpanances of
acuie SCO pain oan be found here.




EVALUATION

Normal vital gigne do nct rule out pain orfcic or oorralate with caverty of pain
Hypoada chould be judged againct patiant bacaline; ralcac conoern for acuds ohect, praumoenis, and puimonary smbolicm
Tactyypnes chould ralce concemn for souts chect cyndrome and pufimenary embolism

Faver chouid promngt rapid work-up for undertying cauce ctinos petients are functicnally acplenio; aico concider delaysd hemolytic francfucion reaction i trancfuced in
previcus 4 weske

Hypotencicn and taohyoardia ralce for capeic, dahydration and cignifioant anemia due fo apfacsc oriclc or cienis caqueciration
~ Phyeical ExamDifecsntial Diagnosis
NOTE: 2overe ECD complcations often daveicp during a pain oritlc or mimio cnea. Contact hamasoiogy EMERGENTLY If you cucpeot one, tuoh ac souts ciroke or scute
chect syndrome with cignifioant recpiratory dicirece.
Location of pain
= Lociiznd bony pain hat is dfforent Im provious pain orses
o Oskeomelitiasepic athits
o  Priapsm (somalmas report Pigh nain)
o SORECUN NeCIoGis

= Ca¥ pain could ba DVT

s Difuse pain coukd be systemic iInfacion: Chack vial sgna, ook Jor rash o patachian on skin [Induting paimsisalas) and gums

Aterac mantal ctatuc, severa or styploaf headsohe, focal naurologie findings (cush ac vision changec), or new 1 C circke In and aduiic
Fatiguajaundicaipailor: Concidar apiactio anemia, ceptic or heanclysic dus fo dalayed hameiytic trancfucion reaction

Chact pain: Consider acute chect cyndrome (leading osucs of death in BCD)

Racpiratory distrecc: Congider acuts ohest cyndroms, puimcnary embclicm and cepsic

Andominal pain or dists A for ¢ or hepatomagaly (cpienio cr hapatic caqueciration), RUG paln (scute oholesyciitic), and concider priapicm If low
abdominal pain

Ascace fiuld sésbuc for denydration
~ Laboratory Workup
Uce order cat for 3CO If svalabie

Gat CEC with differsntial and reficulooyts count; concidar comprahancive matabolic panal in adulfc If olnloally Indiosted.
s Hamogiobin arg M count shodd be imemmted relative 10 DRseiing walues
o Anemia « low retic = concsrn for Spiastic anamia

o Anomia « low platedat count + romal retic = concem or Z0Ienic sequistration
» AN 2N Irogess exiremaly Quicidy cue 10 low bascing hemogictin and short halt- 1fe of RECS due to clasvanca of abnonmal colls.
Obtain biood cutture In all childran with faver, and acults with central venouc ascecs or hicdory of sepsic or cplensatomy

|

CYR (2 view ¥ abie) for fever, shect pain, or recpiratory symplomefindings to ascasc for scuts chect cyndrome

|

Fatients chould not be penalized for ucing coping meshanicans %0 manage pain, inziuding nape, dictraction tachniquec, dlccuscions wish family, or maditation

Fatients wiih frequent vicits to the ED are af Inomaced rick of carous complicatione
s Fafenls with & 3 pdmisaoraans for sicide ool oain are atinoraased sk of dasth

= Soma may aks0 have signiicant montal hasith Sndor peychasodal COMPICABoNs which Can EOsrbale QT d=olse course. This shodd nat be Lsed 1o dismiss Ind sevarity of
e pain. Consul 500l svark or e mansgement If swalabie.

L

|

1. U5 Departvent of Haath and Human Sendces. Natanal Haant Lung. and Blood Instiite. Evidenco-Based Maragement of Sickie Cal Disaxse, Expert Pang Repart, 2014 View'
PDF hars.

2. Natonal Academias of Scances, Engneering, and Medicing 2020, Adaressing Sicide Call Disease: A Statege Plan and Bluapdet tor Acion. Vilshingtion, DC: The Navonel
Acagamias Fress. Learn mors here.

N 0 J irarrding pancy deparimant-bied e of Sckia ol pRin. Hemedsicgy Am Soc Hemeds! Sauc Frogram. 2017 Dec & 2017(1x £12-417. dot
10 1182eshecucton-2017.1.412

4, Eimariah H Garet! ME, de Casto LM et . Factons associaind wih s.ovini in a conlamporarny adut sicide ool cohon. Am J Hemeds 20148 85153030
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TREATMENT

Ziokie ool pain Ic woually cevers and requires immediate fraatment
Do not wait for lab raculic befora clarting pain madioaicne; thers ars no lab values that confirm or rule-out a cickie osll pain ariclc

Requests for pain medicinec/docac are moct commonily dus to pact sxpe , not drug.
s Opicid S0 Was slabie fom 2008-2013 among incividuals with SCO. In contrast 10 the genaral US pacuiation

s Daoths tom opioics was < 10 por yaar in indhvicuals with SCO from 1996-2013 (reprsenting onty 0.77% of caaths in s popuation), Sgnifcanty ower than other non-cancor
condions includng low back pain, fommysiaia and migrana

Evalustion and treatment chouid tegin In aBsrmative cpacec If no frastmant roome avalable
Consider adminictaring pain medicines whils in walting recomidriage

~ Treatment Approach
Use a clandarcizad pain plan o protoool to trast acute 2CD pain

Chieok sleofronio healih reccrd for an exicting pasient-cpecific pain plan findividualized medicatione and docec: If none found, sliolt patiant prafersnos bacad on
previcus axpariences.

Treating 2cuts moderate fo covers pain
= 1ct Dose within 62 min of ED arrival

o Comider Inranasai fartany! @ 12 doGe In chicren

o  Consder subataneous roue for aduls with ciTiot IV aconss
« Resccess 5 re-doce overy 50 min

o un¥l pain Improves
=  Resccecs 16-30 min after 1cf doze

o  Canintranse doza by 259 orca ¥ no change

Roudec of medication administration
s Uk dtmsooncQuidas IV piacament (f avallabic. gaining IV access s aten dalengng
s SUOANO0US TOUR G 50 DR Lsed 10 pronide rankd analoesae
s fockd IV C0ses Of ODIOKES Lrlass ofher routes alienpind and Sied

Seap foliowing cplckdc doet not ucually indicats pain control
o Viske 10 patort, XS A Vel and na-Cose based on patient repart

s DroasioRss & & o0 et of cplnids, COMpouncnd by SISRnicasnesa dUS 10 Seven pan

3uggested Farenieral Opicid and N2AID Dotac for Children (< 12 yeare or < £0 kgic

Faln Medloation Doca Max gingle Doce Fraguenoy

roranasal fertany™ 2 meghg 1C0 meg oc 1 mi par nare Ny ropast 11 after 10 mirutes

Morphing V" 0.1 ma'kg 10mg Repaal avery 15-30 mirutes ulll pain
controlied

Hydromarphana IV 0.015 my'kg 12mg Repaat avery 1530 mirutes o8l pan
controlied

Kalorolac V™" 0.5 mg'ka 15-30mg Once

*Reccmmended ac 1ct pain medication In ohlidran
“=lize with osution In pasients weth milkd renal dysfunction

2uggested Faranteral Opicid and N2AID Docac for Adults and Adoieceentc (2 12 years or 2 60 kg)

Pain Medloation Doce Max gingls Dote Frequenoy

Morphing V" o1 mgikg 10mg Regeat avery 15-30 merutes wesl pan
controlied

Hydromarphone IV 0015 my'ig 4mg Regeat avery 15-30 minutas unl pan
controlied

Yalorclac IV 0.5 mg/ka 15mg Once

*Uca with caution in patiantc with mila renal dy ctuncticn
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N3AIDc: Can ba given in addition %0 oplcide to manage souts pain and treaat the iInflammation accociated with a clckie osil oricis
»  Exsons Inchuoe patients with sionlicant rendl dystunction (Lot 30 of aculs wih SC0) and L.6-00%a anticosguiation, Lo ca.tion in pasents win pentic Ucor disaase

IV fuidc: No evidenos that IV fiuids are beneficial In suvolemio patisntc; mey oawce fiuld overicad and acute ohact cyndrome in oertain patients
= Conmder IVF infusion rather than bolus and Fsler |ess than mal fluids it abie W dink (e.Q.. TH% makntenanco)

Noo intarvent Heat pacie (no ios), blankstc, diciraction (using phone, watching TV}

c:
= O dipgherhydramiog 20 mg recommended. Awoid IV dphaniyomaming cush Detass Lworsens sodation

o Low cose naloeand inAusion (1 megkghe) cods rot rewense efacts of noidids. can be Sirated up 0.5 meghaity every 3-4 haurs, maximum &5 megkahr
o I dphonhydaming 25 m £ Alomatives ksind ADowe CO Mt contrdl prunids of v unavadabie
Naucsavcmiting: Ondancetron o commcnly used; uce caution weih prochicrperazing and mefosicpramide due 0 sedading effects
Recpiratory deprescion 04 mg/ Wio e cadation (not reverce anaigecia)
~ Paiient-Coairofied Ansigesia (PCA)
Congider for patients being admittad to pravent Iapsec In doting

It EXR order set. pharmaoyihocpital protocools, andicr 3CD petient planc are avallable, ute demand and bacal docing ragiment; ctheraice Lce demand docing slone
Zuggestad Dosec for Children (% 12 ysarc or < 62 kgl

Macication Demand Dose 1 Howr Limit
Morphing 0.015-0.02 mg/kq 0.12 makg
Hydromarphane 0,003 mgha 0.03 ma%g

Nofec: Loskout pariod 8-10 minutec. Thrate ac nesded.
2uggestad Dotec for Adultc and Adoiscoants (=12 ysarc or 2 62 k)

Medication Demand Dote 1 Howr Uimit
Morphing 2 mg (0.02-0.03 mghg| 10 mg
Hydromarphona 0.4-1 m2 {0.01-0.03 ma%g) amg

Nofec: Lockout period 10 sinutec. Tirate ac needad. Ordar orai long-ac8ng cpioid If pracoribed

~ Treakments fo Use with Caulion or Avoid

3tercide: Can trigger cavers pain ocicec, but chort cources oan cafely fraat calect conditions (8.9, asthma) when done In Son with Jy/ 820 pr
Katamine: Quidelines found incufolent evidanos for uce culcide of the inpatient cetfing

Biccd trancfucions: Do not give transfucions to manage clckle osll pain orfcic uniece direoied by the patientc ctor ECDpr
Quyger: Do not uca oxygen uniecs patient ic hypoxio comparsd %o halr ucual oxygen level
~ Spectsl Populaions

Pragnant patientc with pain oricic raquire treatment with cploide: the benefits of freatmant outweigh the harme to fetuc. Offar acetaminophen ac an option or adjunat for
pain

For petiants on methadons, long-soting opicide, or Sdcoxine or fantany! patch: Continue homs doce

Far patiants on methadons or buprancrphing: Look for Individualizad pain pian; If none found, oonsult hamatologict 820 pr for cO pain
doting




TREATMENT

- Tre dlataly
 Special Popuiations

1. Brarcow AM. Canoll CF, Creary S of 3 American Sociaty of Hamaticlogy 2000 guicaings 1or sokda coll dsease. managamant of acuie and divonic pain. Siscd Adwences,
N0 &1 22701,

Z.US Department of Haath and Human Sanions. Nasonai Hasrt Lung: and Bload Institiute. Evicence-Based Mayagement of Siovie Caol Disease, Brert Fane) Ragort 2014 View
FODF hars.

3. Nasonai Academins of Soances, Engneaning, and Medicing 2020, Adcressing Sicide Cali Disease: A Strategic Plan and Bluepdnt for Acion. Washington, CC. The Nasoral
. Acagamias Fress. Learn more here.

4. Tanaba P, Hatnar 2, Matoarch Z, ot al. Adult emangancy capsmant pationts with sickia ook asin crics: Resdts ¥am & guaity improverant iearning cotsbaratie moddl 60
anagesic mansg Acad Emerg 1iag 2012;15(8):430-38.

B HeF, Jand Y. U L The efnct of nalowons Fasimant on apiokdinducod Sdo efiects: Amala-analyes of randomized and cortrofied tidis. iediche 201605ET)e4729. dol.
1010370, 0000000000008 729,

6 Balas 5K, Kanter J, Agaaoa 1, of . Opicss Ustzaion patiems in Urilod Stats ndvicuals with sickie coll Gseasa. Am J Hamans 201503 M EME-47.
7. Rt NS, Batas 5. Tra opioid epicamic and sicke ool Gsaise: G by assccaion. Fain Aed 201617/ 105173358,

&, Fower-Hays A, McGann PT. Whan acsons spask lauder than wonts — Rassm and sicki oal dsadse. N Bngl J A#ed 2020 Nov 12383 15023

o Gasshirg L Irpmiing emamency 6o basad carn of Feia coll pain. Hemadoicgy Am Soc Hemats! S0uc Frogram 2017 Dec & 201701k 412417,
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DISPOSITION

Considar admicsion ¥ pain ks not wail-controlled; patientc ucually know ¥ their pain hac ciabilized at 2 manageazie lavel
Other comglicatione found (2.5, Infilirats on CIXR; cucpeot cerfouc or cyclamio Infeotion)
Concider admicsion for young (< 1 year} patients, or oider patients with faver If they oannot cesk care quickly or follow-up with ECD provider the next day

Consider altornative treatment ceftinge for improving but not reliaved pain, cuch ac obearvation unite, 1o aliow for a longar duration to treat pain and spars & hoepital
admicsion

¥ patient dalleves they oan manage pain af home
Racommend cloca follow-up with hamadology) 3CD provider. Refer to a cpeaiaiict ¥ not alresdy sctablished
»  Rocognize Ihat fam is nol ateays ready 200655 1 a hamatologisl. Effos should b mada 10 estabizh a refaral palway b0 2 looal physician t manage fhesa patents

Encure adegquats acossc o medicationt for management of pain ac an cutpatient
»  0Opouds
e Shotlrm (00, 3 days) opiokd prescriplion a5 ridge 10 Nt cupaent vist

o ¥ concem Yo opioid M saionRncose - contadt outpRtant proMder I make plan
s NOO-OPOIS Nduding acctaminachen, topiadl or oral NSAID (¥ not contrardcaladt Continue Yo dron-cowse |57 cays 1ot
= Nonghamacoiodic means of pain contral. Continue hast, hycrafon datraction: avoid Lsing ioe
o Bowal regmen & Swoid opioid-nclcnd const pation
Give clear refum preomddions, tuoh ac faver, dMculty braathing, chect pain, ohangec in mental céstuc, unccntroded pain

3ome patiends with fraquent vickis have unmet coclal or behavioral health nesde Inoluding lack of Incuranos or trancportadion, unabis fo pay for pracoriptione, unciabie
houcing, ato. Maka refarralc 0 coolal work or oace mansgemant ac appropriste, Laam more hare.

[ seoess B ———
1. Brardow AM, Camoll CF, Grewry S, ot 3l Amarican Sociaty of Hematiclogy 2000 guicaings for Zckia call Ssaase managemant of acuie and dvonic pain. Sicod Advences.

202081 2526552701,

Z.US Department of Hasth and Hurman Sandons. MNaonal Heat Lung. ard Blood Insitute. Evidence-Basad Miagement of Sk Coll Disexse, Export Fand Report, 2014 View
FODF hare.

3, Rushion S, Mury D. Tatlay C, ot . Impiamentation of an amargancy depanmant Soreaning and 0are managament refersl noasss for patients with Saiie ool csease.” Frof
Casa Marag SeptOct 2018.24(5)250.238
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