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A house RESOLUTION

TO DECLARE FEBRUARY 28, 2023, “RARE DISEASE AWARENESS DAY” IN SOUTH CAROLINA AND TO ENCOURAGE ALL CITIZENS TO learn about, connect with, and champion people living with rare diseases.

[bookmark: wa_5a4b8256c]Whereas, February 28, 2023, marks the fifteenth annual Rare Disease Day to show support for nearly three hundred million people worldwide living with a rare disease and to encourage participants to showcase their individual characteristics that make them unique. While each rare disease is indeed unique, there are commonalities that unite the rare disease community; and

[bookmark: wa_59df0d994]Whereas, approximately seven thousand rare diseases and conditions are recognized in the United States according to the National Institutes of Health, each of which affects fewer than two hundred thousand Americans. Even though each of these diseases may affect small numbers of people, rare diseases as a group affect an estimated twenty-five to thirty million Americans; and

[bookmark: wa_914f8bac7]Whereas, many rare diseases are serious and debilitating conditions with significant impact on the lives of those affected, and individuals and families affected by rare diseases often experience challenges, such as delays in obtaining an accurate diagnosis, difficulty finding a healthcare provider with expertise in their condition, and a lack of access to treatments or ancillary services; and

[bookmark: wa_850fcabac]Whereas, while more than six hundred twenty drugs and biologics have been approved for the treatment of over one thousand rare diseases according to the Food and Drug Administration (FDA), ninety percent of rare diseases do not have an FDA approved treatment; and

[bookmark: wa_14157fb7b]Whereas, the South Carolina Rare Disease Advisory Council was established by Act 94 of 2021 to provide research, diagnosis, treatment, and education supports for South Carolinians impacted by rare diseases. The South Carolina Rare Disease Advisory Council, along with the patient-advocacy community, supports the rare disease community by recognizing Rare Disease Day through awareness events. Now, therefore,

[bookmark: up_6d8805da4]Be it resolved by the House of Representatives:

[bookmark: up_4246b763c]That the members of the South Carolina House of Representatives, by this resolution, declare February 28, 2023, “Rare Disease Awareness Day” in South Carolina and encourage all citizens to learn about, connect with, and champion people living with rare diseases. 
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