to improve access, quality, and experience of health care for individuals living with Sickle
(SCD), a lifelong inherited blood disorder that afects over 100,000 individuals in the United
majority of whom are from Black or African American and Hispanic or Latino populations.’
dical advancements, such as newborn screening and therapeutics, have transitioned SCD from
hildhood disease to a chronic condition, patients with SCD still have a signifcantly shorter life
tancy, more than 20 years shorter than the general population.” Additionally, many long-term

th complications - including stroke, acute chest syndrome, and chronic end-organ damage - persist.
ompared to individuals without SCD, individuals with SCD have higher rates of asthma, fbromyalgia and
chronic pain and fatigue, hypertension, depression, chronic kidney disease, heart failure, liver disease,
stroke, and epilepsy."

Approximately half of people afected by SCD are enrolled in Medicaid” and 11% are enrolled in Medicare""
- often as dually eligible enrollees in both Medicaid and Medicare - underscoring the burden of disease
among people enrolled in CMS programs and the importance of CMS action. Individuals with SCD often
face challenges along their care journeys, including:

« Signifcant pain and other serious medical
problems, including higher infection risks,
lung problems, stroke, and pregnancy-related
complications""






https://www.federalregister.gov/documents/2022/11/18/2022-23873/medicare-and-medicaid-programs-cy-2023-payment-policies-under-the-physician-fee-schedule-and-other
https://www.cms.gov/newsroom/fact-sheets/summary-cmss-access-related-notices-proposed-rulemaking-ensuring-access-medicaid-services-cms-2442-p
https://www.cms.gov/medicare/coverage/evidence/stem-cell-transplant-sickle-cell
https://www.medicaid.gov/sites/default/files/2023-07/nemt-rtc-2018-2021.pdf

Schedule (PFS) to allow
analysis to potentially

ers to share recommendations for CMS consideration, review, and
d as analogous clinical scenarios under which Medicare payment
could be made for dej ps. Per the CY2023 PFS fnal rule and 42 CFR 411.15(i)(3)(i)(A), stem

cell transplantation fq Id be a scenario under which Medicare payment could be made for
inextricably linked dg es.

Leveraging Multid ly Teams to Promote Whole-Person Care



https://www.cms.gov/medicare/quality/meaningful-measures-initiative/cms-quality-strategy
https://www.federalregister.gov/documents/2023/08/31/2023-18669/medicaid-program-and-chip-mandatory-medicaid-and-childrens-health-insurance-program-chip-core-set

Equity and engagemen

munities with Lived Experience: CMS is committed to listening
SCD and identifying and addressing barriers to high-quality care. In
dicated roundtables to hear directly from individuals, caregivers, and
[ sugport and tools that are needed for improve access to care and

s angd experience of care.

- Engaging Individual
to the needs of indivi
Fall 2023, CMS plans
providers about SCQJ
realize better healt

- Developing SCD T
developan SCD T
care settings to ¢
supporting the
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geared towardg

confj unction with the aforementioned roundtables, CMS plans to

aigns to strengthen the infrastructure for primary care and other

DpJE with SCD, improve care management, and assist providers with
gfple with SCD and other chronic conditions. Building on HRSA's portfolio
¥ will include provider-focused content as well as educational materials
I&with SCD and other community partners who serve them.

hrough Coverage to Care (C2C): Coverage to Care ofers health

ces with consumer-friendly information in multiple languages that

d providers can use to help any person understand how to make the most
pge and use it to stay healthy. Coverage to Care ofers general information, as
ajpout preventive care, telehealth, and behavioral health, Coverage to Care is
currently e gffts care management portfolio to chronic care management, prescriptions, and
other pote Di@s. These C2C resources can help people with SCD and other chronic conditions
to unders Eollin coverage, stay connected to care, and be an active part of their care plan.

- Connecting i
insurance lite
community p
of their heal
well as info

- Sharing ptiinal resources: CMS OFce of Minority Health (OMH) will share information and
resourcq s this video — about SCD through its website, listserv, partner emails, and social
media t viders deliver quality care to individuals with SCD.

Data and

- Anal trends in Medicaid and Medicare: CMS published data highlights on the
prev FCD among Medicare FFS benefciaries and Medicaid benefciaries. These data
hig look at utilization of care across settings, burden of chronic disease, and geographic
and ographics of individuals with SCD.

Ftate-level demographic, health characteristic, and utilization patterns: Using
ita from the United States, Puerto Rico, and the U.S. Virgin Islands (USVI), CMS released

po@latiq
impFovey

A CMS looks forward to working with partners across the health care system to
increase access to services and improve the quality of care for people with SCD.
More information may be found at go.cms.gov/omh.


https://www.cms.gov/priorities/health-equity/c2c
https://www.youtube.com/watch?v=qK5H9fPkltc
https://www.cms.gov/About-CMS/Agency-Information/OMH/Downloads/Data-Highlight-15-Sickle-Cell-Disease.pdf
https://www.cms.gov/About-CMS/Agency-information/OMH/Downloads/Data-Highlight-16-Sickle-Cell-Disease.pdf
https://www.medicaid.gov/sites/default/files/2020-09/sickle-cell-disease-infographic.pdf
https://www.medicaid.gov/sites/default/files/2020-09/sickle-cell-disease-infographic.pdf
https://www.medicaid.gov/sites/default/files/2021-01/scd-rpt-jan-2021.pdf
https://www.medicaid.gov/sites/default/files/2021-01/scd-rpt-jan-2021.pdf
https://www.cms.gov/priorities/health-equity/minority-health






