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Caring for People With Sickle Cell Disease in Correctional Settings

Position Statement

The National Commission on Correctional Health Care (NCCHC) recognizes the importance of caring for people
living with sickle cell disease (SCD) and recommends that jails, juvenile detention facilities, and prisons take the
following steps to support people who are incarcerated and have SCD:

1. Screen all people for blood disorders at medical intake in any carceral setting.

2. Establish comprehensive care for people who have SCD.

3. Establish protocols and guidelines for recognizing and managing vaso-occlusive crises.

4. Ensure proper hydration and temperature control, and ensure the patient avoids strenuous activity.

5. Identify and manage acute SCD-related complications, such as medical emergencies requiring hospital
transfer.

6. Consistent with NCCHC’s position, people with SCD should not be charged fees for services.

7. Support transition to comprehensive SCD care in the community on reentry.

Each of these steps is explained in detail below.

Discussion

Sickle cell disease is a life-threatening, genetic blood disorder that affects more than 100,000 Americans.!
Complications include higher risk of infection, acute and chronic organ damage, and the painful vaso-occlusive
episodes (pain crises) that are the hallmark of SCD.2 Without proper management, SCD affects all organs and is
associated with severe morbidity and decreased quality of life.

People with SCD who are incarcerated often have multiple intersecting marginalized identities that increase
their susceptibility to substandard treatment.>* In particular, the overlay of chronic pain,® incarceration, and
racism leads to undertreatment of patients with SCD.

Jails, juvenile detention facilities, and prisons should offer comprehensive care for individuals with SCD that
includes the following:

1. Screen all people for blood disorders at medical intake in any carceral setting.

Individuals should be asked if they have a blood disorder in conjunction with their medical history at the time of
medical intake and when acute medical conditions occur. The question “Do you have a blood disorder?” may be
unclear, so explicitly asking people if they have sickle cell disease or other blood diseases can improve
understanding.

People who report having SCD at medical intake but having no symptoms of a vaso-occlusive episode, SCD-

related complication, or other acute symptoms should have the following:

a. Medication reconciliation to align medications taken in the community with medications provided in the
facility

b. Communication with an SCD specialist (a provider with SCD expertise) to discuss medication management
optimization
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c. Documentation of an SCD-focused history, including past complications, hospitalizations, and known triggers
in each patient’s chart

An SCD specialist may be a hematologist or other pediatric, internal medicine, or family medicine provider with
SCD-specific training. At the time of this writing, a formal definition of SCD specialist is forthcoming from the
National Alliance of Sickle Cell Centers.

2. Establish comprehensive care for people who have SCD.

People with SCD in any carceral setting for 30 days or longer should receive preventive health care services in
accordance with condition-based recommendations from the Centers for Disease Control and Prevention’s
Advisory Committee on Immunization Practices and the National Alliance of Sickle Cell Centers® and should have
routine access to an SCD specialist. If an individual with SCD already has an SCD specialist, they should continue
seeing this provider, when feasible. If the individual does not have an SCD specialist, this care should be
established. If barriers prevent patients from seeing specialists in person, telemedicine is a useful option.”®

The NHLBI and the American Society of Hematology (ASH) guidelines recommend use of individualized care
plans for SCD management across care settings.'®*? Individualized care plans include basic information on
contacting the patient’s SCD provider, as well as SCD- and patient-specific treatment plans (e.g., the initial pain
plan for a vaso-occlusive episode). Consistent with national guidelines for care in the community that
recommend that an individualized care plan (if available) should be implemented as written, health care staff
should adhere to the plan. If there are questions, medical staff at the facility should contact the community SCD
specialist. Since each patient has unique needs, it is essential to follow the individualized care plan, ensure
access to prescribed medications and therapies, monitor lab results as required, and provide treatments without
charge.

Medications prescribed to people with SCD in the community should be continued without charge or
copayment. Hydroxyurea is the gold standard for preventive management of SCD.? If the patient is on this
medication, it should be continued. When taken daily, hydroxyurea can reduce the occurrence of vaso-occlusive
episodes that include acute pain as well as the need for blood transfusions and hospitalizations.'**> The Food
and Drug Administration (FDA) has approved a number of drugs that reduce both the frequency of vaso-
occlusive episodes and SCD-related symptoms.®'’ Additionally, people with SCD should have access to all future
FDA-approved therapies. NSAIDs and opioid-based medications, including oxycodone, morphine, and
hydromorphone, are currently critical components of the standard of care when treating vaso-occlusive
episodes that result in pain.!!

Other procedures that aid people with SCD include regular blood transfusions, exchange transfusion, and
apheresis.’®1° These must be continued to prevent further complications.

People incarcerated for over one year should receive an annual comprehensive exam. However, some may be
due for their exam before reaching the one-year mark. Therefore, each facility should confirm the date of the
patient’s last exam to ensure visits are scheduled promptly when needed. Care delivery through a
comprehensive SCD care model has been shown to improve health for people with SCD by ensuring they receive
evidence-based care.®*

An important aspect of comprehensive SCD care includes mental health counseling.? Managing SCD while
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incarcerated poses unique challenges to mental health. Since stress can trigger a vaso-occlusive episode, it is
crucial that patients have access to mental health counseling at no cost.

3. Establish protocols and guidelines for recognizing and managing vaso-occlusive crises.

Vaso-occlusive episodes are rapid in onset and can be life-threatening, which underscores the need to screen all
people at intake for SCD. Vaso-occlusive episodes are initially managed with fluids, warmth, and appropriate
pain medication.!! It is common for acute severe pain from a vaso-occlusive episode to produce no objective
changes in vital signs or lab results. Changes in vital signs and lab results are often indicative of other vaso-
occlusive complications of SCD, including acute chest syndrome, splenic sequestration, infections, stroke,
priapism, and an increased risk of death.?

Custody and health staff should be trained to immediately respond to people with SCD if they report having a
vaso-occlusive episode or pain. All people with SCD should have timely (within 2 hours) evaluation and
management of a vaso-occlusive episode.'!! [nitial treatment should follow the patient’s individualized care
plan, if available, and will typically involve an opioid-based medication.%?%23

If no individualized care plan is available, initial management for most people with SCD includes fluids (start with
increased oral hydration), temperature control, and initial pain control with scheduled oral medications
(standard dosing of acetaminophen and ibuprofen if not contraindicated). A health care professional should
obtain vital signs including pulse oximetry and a focused assessment, with initial interventions occurring within 2
hours when concern for a vaso-occlusive episode is identified by a patient or medical staff to help differentiate
whether this is an uncomplicated episode or an SCD emergency (see below). Patients reporting vaso-occlusive
episode pain that does not respond to scheduled oral pain medications within 12 hours or who develop other
symptoms should immediately be transported to the hospital for emergent management.

If the individual’s pain does not improve after their initial management plan or if symptoms worsen, the patient
should be transferred to the hospital for additional care. If in doubt about whether a person with SCD needs
further medical attention, get them to see an emergency medicine provider as soon as possible. Early
intervention and escalation of care for management of vaso-occlusive episodes is critical.

4. Ensure proper hydration and temperature control, and ensure the patient avoids strenuous activity.
Adequate hydration and temperature control are critical to preventing vaso-occlusive episodes.?* People with
SCD should have unlimited access to water and, therefore, also need easy access to a bathroom to facilitate
staying hydrated. Facilities need to develop a process (e.g., a medical identification card) for ensuring people
have an exemption from daily activities so they can drink water, access the bathroom, and take rest breaks.

There is robust evidence that people with SCD suffer in extremes of temperature. Cold and hot temperatures
increase the chance of a vaso-occlusive episode and affect the severity of symptoms. Ensure that all people,
especially those with SCD, have access to clothing (e.g., jackets) and implement temperature mitigation systems
that minimize exposure to extreme temperatures both indoors and outdoors, such as heaters, blankets, fans,
and air-conditioning. See the NCCHC position statement on Climate Control for Extreme Temperatures in
Corrections. (ncchc.org/position-statements/climate-control-for-extreme-temperatures-in-corrections-2024/)

Additionally, people with SCD should be exempt from strenuous physical activity as that can provoke a vaso-
occlusive episode. Again, an exemption process such as a medical identification card is needed.
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5. Identify and manage acute SCD-related complications, such as medical emergencies requiring hospital
transfer.
Correctional health professionals must be aware of the clinical signs of common SCD emergencies to ensure
timely hospital transfer for evaluation and management. Common potentially life-threatening SCD-related
complications include acute chest syndrome, splenic sequestration, infection, stroke, and priapism.? Patients
presenting with severe abdominal pain, chest pain, cough, difficulty breathing, fever, or neurological symptoms
such as confusion or weakness should be treated as experiencing a potential SCD emergency, warranting
immediate hospital transfer.1182526 pain is often the first sign of an SCD emergency and should be taken
seriously. People with SCD who have pain should be evaluated by a health care professional based on facility
SCD protocols within 2 hours. People with SCD who have a fever (temperature 101.3F/38.5C or higher) need to
be evaluated by a health care professional within 1 hour.?>?” There should be a low threshold for escalation to
emergency level care/evaluation for an individual with SCD with pain, fever, or other new symptoms. Facilities
should have protocols and processes in place to facilitate hospital transport.

6. Consistent with NCCHC'’s position, people with SCD should not be charged fees for services.

Due to the severity of SCD and the medical care required to reduce its morbidity, people with SCD utilize health
care resources in carceral settings more frequently than other incarcerated patients. These resources include
more frequent clinic visits for acute and chronic issues, pharmacy visits for essential medications, routine
bloodwork, and preventive care. As with other chronic conditions, individuals with sickle cell disease should be
exempt from incurring fees for health care services. See the NCCHC position statement on Eliminating Financial
Assessments for Health Care Services During Incarceration. (https://ncchc.org/position-statements/eliminating-
financial-assessments-for-health-care-services-during-incarceration-2/)

7. Support transition to comprehensive SCD care in the community on reentry.

Upon release from custody, it is important to ensure the individual with SCD is connected with comprehensive
SCD care and that care is coordinated with their community providers. This care coordination includes, but is not
limited to, scheduling a follow-up appointment within 30 days with their SCD specialist and therapies to last until
that appointment (e.g., a 30-day supply) at no charge.

Adopted by the National Commission on Correctional Health Care Governance Board July 23, 2025
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