


ABOUT DREAMSICKLE
KIDS

Although the world is full of
suffering, it is also full of the

overcoming of it.

Dreamsickle Kids Foundation is the first Sickle Cell Disease
(SCD) organization in the state of Nevada established to support
patients, their families , and caregivers impacted by SCD.
Throughout the last 5 years, Dreamsickle Kids has worked
tirelessly to advocate for patients with SCD in Nevada. Through
our advocacy, we have successfully increased Sickle Cell
awareness and support in the state, improved patient experiences
in clinical settings through working with providers to directly
support patients and families with SCD, building trust between
the patients and providers while also fostering compassion and
understanding with medical providers by offering education and
resources to help providers better support the patient
community. Our goal is to improve health equity and address
health disparities experienced by patients with SCD in Nevada.
We hope this eBook can be an additional health and financial
resource to the SCD community as they navigate life as a Sickle
Cell Warrior. 

About this book: This eBook serves to provide information to the
SCD community of Nevada to ensure awareness of AB254 which is
the first SCD bill in Nevada passed in 2019. This bill provides
better access to new SCD medications through Medicaid,
coverage for supplements which has been an out-of-pocket
expense, the establishment of a SCD registry to have an accurate
count of SCD patients to allocate more resources and support to
those with SCD in Nevada and much more. Sickle cell disease
causes $1.5 billion in lost wages and productivity each year in the
U.S. alone, according to the first study of its kind. That comes to
more than $650,000 lost over the average working life of a person
living with the painful genetic disorder. Included in this book, is
the information intended to provide patients with SCD options to
assist with alleviating some of the financial burden associated
with SCD and provide information on new and existing resources
in Nevada to empower SCD patients and promote health equity

(Reference: https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4639479/)

 Disclaimer: Dreamsickle Kids Foundation is a recipient of the Financial
Advocacy in RARE Impact Grant sponsored by Global Genes. Thanks to this
award, the Nevada Sickle Cell Rare Health and Financial Guide is made
possible."
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– Helen Keller
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https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4639479/


Sickle cel l  disease (SCD) is a group of inherited red blood cel l  disorders.
Red blood cel ls contain hemoglobin, a protein that carr ies oxygen. Healthy
red blood cel ls are round, and they move through smal l  blood vessels to
carry oxygen to al l  parts of the body. In someone who has SCD, the
hemoglobin is abnormal,  which causes the red blood cel ls to become hard
and st icky and look l ike a C-shaped farm tool cal led a “sickle.” The sickle
cel ls die early,  which causes a constant shortage of red blood cel ls .  Also,
when they travel through smal l  blood vessels,  they get stuck and clog the
blood f low. This can cause pain and other serious complicat ions (health
problems) such as infection, acute chest syndrome and stroke.

WHAT IS SICKLE
CELL DISEASE? 
By Dreamsickle Kids Foundation

About AB254:
Revises provisions relating to sickle cell  disease and its variants. 

Benefits to patients and Medicaid and Provider requirements :  

COVERAGE NOW PROVIDED UNDER MEDICAID FOR THE COMPOUNDING (CHANGING FROM SOLID
TO LIQUID) OF THE MOST COMMON MEDICATION USED TO MANAGE SCD WHICH CAN BE
UPWARDS OF $100 EVEN WITH MEDICAID INSURANCE , THIS CHANGE HELPS TO REDUCE SOME
FINANCIAL BURDEN FOR PATIENTS AND CAREGIVERS THAT IS ASSOCIATED WITH TREATING SCD ;

MEDICAID IS NOW REQUIRED TO COVER ANY NEW FDA APPROVED SCD MEDICATION WHICH
COMES TO MARKET AND IS PRESCRIBED BY THE PATIENTS TREATING PHYSICIAN;

NEVADA HAS CREATED A SCD REGISTRY TO COLLECT DATA ON THE NUMBER OF INDIVIDUALS
LIVING WITH SCD IN THE STATE IN EFFORT TO PROVIDE BETTER HEALTHCARE AND RESOURCES
FOR THOSE PATIENTS (SCD REGISTRY WEBSITE) ; 

HOSPITAL CHIEF MEDICAL OFFICERS ARE REQUIRED TO SUBMIT DATA REGARDING THE SCD
PATIENTS SEEN AND TREATED BY THEM TO THE STATE TO BE COMPILED FOR THE SCD REGISTRY
EVERY SIX MONTHS , DATA IS TO INCLUDE AGE, VARIATION OF THE DISEASE AND ANY OTHER
MEDICAL AILMENTS PATIENT MAY HAVE; 

MEDICAID IS REQUIRED TO COVER SUPPLEMENTS WHICH ARE PRESCRIBED TO SCD PATIENTS
SUCH AS VITAMIN D AND FOLIC ACID WHICH WOULD REDUCE OUT OF POCKET EXPENSES FOR
MEDICATIONS FOR SCD PATIENTS 

REFERENCES: WHAT IS SICKLE CELL DISEASE?
 HTTPS://WWW.CDC.GOV/NCBDDD/SICKLECELL/FACTS.HTML        AB254: HTTPS://WWW.LEG.STATE.NV.US/SESSION/80TH2019/BILLS/AB/AB254_EN.PDF 
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Medicaid
Value
Added
Benefits

0 4

S I C K L E  C E L L
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G U I D E

Health plan carriers offer value-

added benefits to improve the

health outcomes of their

participants. Not only is that good

for you, it can potentially save the

plan money. When you are

healthier, you may be able to avoid

more expensive care.
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SCD AND
SSI, DO
YOU
QUALIFY?

Q U E S T I O N ?

Sickle cell anemia requires ongoing treatment,
medicines, and hospital stays. If your sickle cell
anemia is so severe that it prevents you from
working, you may be struggling financially.
Because sickle cell anemia is a type of physical
disability, you may qualify for Social Security
disability (SSD) benefits.
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Sickle cell anemia falls under section 7.0 -- Hematological
Disorders. First, there must be medical documentation that
you have been confirmed to have a hematological disorder.

Lab report with a definitive test that establishes that
there is a hematological disorder and this report
needs to be signed by a physician.
A lab report with a definitive test that determines
you have a hematological disorder that is not
signed by a physician, but is accompanied by a
report from your physician stating that you do
indeed have the disorder.
When there is not a lab report of a definitive test, a
report from a physician that is persuasive in nature
that indicates your diagnosis was confirmed by
diagnostic methods or appropriate lab tests.
The Social Security Administration will make every
reasonable effort to get the results on the
appropriate lab testing. However, costly, complex or
invasive tests, such as bone marrow aspirations or
clotting-factor proteins will not be purchased.

https://www.disability-benefits-help.org/disabling-conditions/hematological-disorders


also known as a 529 ABLE or 529A account, is
a state-run savings program for eligible
people with disabilities in the United States.
Rules governing ABLE accounts are codified in
Internal Revenue Code section 529A, which
was enacted by the Achieving a Better Life
Experience Act in 2014. 

An ABLE account,

SCD and SSI

Sickle CellLooking at the category of
impairments for an individual with
sickle cell anemia, here are the
determining factors that help Social
Security decide if you are disabled:

Painful crises that have been
documented requiring either
injected or IV narcotics at least 6
times within the last 12 months
with at least 30 days between
the episodes.

Complications of anemia
requiring at least three hospital
stays within the last 12 months at
least 30 days apart. Each
hospitalization should last a
minimum of 48 hours and can
include time in the ER or
comprehensive sickle cell
disease center immediately prior
to hospitalization.

Hemoglobin measurements of
7.0 grams or less per deciliter at
least three times within a 12-
month period with 30 days in
between the measurements.

OR

OR
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For the birth and care of the
newborn chi ld of an employee;
For placement with the employee
of a chi ld for adoption or foster
care;
To care for an immediate family
member ( i .e. ,  spouse, chi ld, or
parent) with a serious health
condit ion; or
To take medical leave when the
employee is unable to work
because of a serious health
condit ion.

Employees are el igible for leave i f
they have worked for their  employer
at least 12 months, at least 1 ,250
hours over the past 12 months, and
work at a location where the
company employs 50 or more
employees within 75 miles.  Whether
an employee has worked the
minimum 1,250 hours of service is
determined according to FLSA
principles for determining
compensable hours or work.

What is FMLA:
The Family and
Medical Leave
Act

(references:
https://www.ablenow.com/ ;
https://www.ada.gov/cguide.htm#:~:t
ext=Americans%20with%20Disabi l i t ie
s%20Act%20(ADA,to%20the%20Unit
ed%20States%20Congress ;
https://www.ssa.gov/OP_Home/rul in
gs/di/01/SSR2017-03-di-01.html;
https://www.dol.gov/general/topic/b
enefits- leave/fmla ;
https://adata.org/learn-about-ada ;
https://www.disabi l i ty-benefits-
help.org/disabl ing-condit ions/sickle-
cel l-disease-and-social-security-
disabi l i ty) 

FMLA/ADA Protections

What is FMLA: The Family and Medical Leave Act of 1993 is a United States labor
law requir ing covered employers to provide employees with job-protected, unpaid
leave for qual i f ied medical and family reasons.

It  also seeks to accommodate the legit imate interests of employers and promote
equal employment opportunit ies for men and women.
FMLA appl ies to al l  publ ic agencies, al l  publ ic and private elementary and
secondary schools,  and companies with 50 or more employees. These employers
must provide an el igible employee with up to 12 weeks of unpaid leave each year
for any of the fol lowing reasons:

https://www.ablenow.com/
https://www.ada.gov/cguide.htm#:~:text=Americans%20with%20Disabilities%20Act%20(ADA,to%20the%20United%20States%20Congress
https://www.ssa.gov/OP_Home/rulings/di/01/SSR2017-03-di-01.html
https://www.dol.gov/general/topic/benefits-leave/fmla
https://adata.org/learn-about-ada
https://www.disability-benefits-help.org/disabling-conditions/sickle-cell-disease-and-social-security-disability




CONT..
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N E V A D A  R A R E
R E S O U R C E S  



DREAMSICKLE 
KIDS 
FOUNDATION, INC 

SCDAA NEVADA CHAPTER 
4660 S. Eastern Ave #204 
Las Vegas 89119

702-SCD-2286 
www.dreamsicklekids.org


