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Abstract

Comprehensive care is required to prevent long-term
sequelae from sickle cell disease (SCD); such care may not be
accessible to all with the condition . Providers often lack
experience managing SCD, a condition associated with
frequent painful episodes. This convenience sample-based
survey aims to evaluate knowledge of SCD among patients,
health care providers, and the general public and to assess
health-care related experiences of those with SCD.

Introduction

Sickle Cell Disease (SCD) is an inherited disorder of
hemoglobin that impacts nearly 100,000 Americans,
occurring in approximately 1 of every 365 births in those of
African heritage and 1 of every 16,300 births in those of
Hispanic heritage!. The US has made great strides in reducing
mortality among children with SCD, with an average 3%
reduction per year between 1979 and 20052. Access to
specialized care is often lacking in rural areas3, which are
often deeply impacted by the opioid crisis*. Patients with SCD
are living longer in an era that prompts health care providers
to view adults seeking pain relief suspiciously>°. Further,
those who live in rural areas tend to use complementary and
alternative medicine more frequently that their urban
counterparts’. This mixed-methods convenience sample-
nased survey seeks to identify qualitative experiences of
natients with SCD and seeks information about botanical
treatments that patients with SCD may use.

Quantitatively, the following hypothesis will be tested:

Ho: Rural patients with SCD report the same level of health
promotions-related education from their provider as urban
patients.

Ho: Attention to appropriate pain management for those
with SCD has not been impacted by the opioid crisis.

Ho: Rural providers have the same familiarity with standards
of care for SCD patients as urban providers.

Methods

Discussion

A Qualtrics-based survey was designed to capture
responses of four groups: lay persons with sickle cell
disease or trait, health care providers, health care
providers with sickle cell disease or trat, and those who
are neither. Rurality will be determined by zip code using
the Rural Health Information Hub Am | Rural? Tool*°.
Knowledge-based questions for health-care providers
were derived from the most recent American Society of
Hematology guidelines®?. Open-ended questions seek
gualitative input on experiences and concerns of persons
with SCD, botanicals used/sources of information about
botanicals used by those with SCD, and botanicals
recommended/sources of information about botanicals
recommended by health care providers. The survey was
reviewed as exempt by LMU institutional review board.
The survey has been launched through social media and
through flyers distributed at facilities that specialize in the
management of sickle cell disease.

Despite the great strides made in reducing mortality from
Sickle Cell Disease in the United States, specialized care
may be lacking in rural areas. This study aims to evaluate
the experiences of rural sickle cell patients and providers
as they compare to urban counterparts. The use of a non-
probability sample is a major limitation to the study
design, with great potential impact on external validity.
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