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Background Q Results Ll Implications #<

® Transition from pediatric to adult health can be a time of ® ~10% survey response (17/178 participants) ° The results of this project reflect the literature:
increased morbidity and mortality for those with sickle cell Adolescents are lacking basic knowledge about some
disease (SCD).?* ® All participants completed the full survey, no missed questions aspects ot SCD.

® Disease specific knowledge is only one aspect of * Mean score for all adolescents was 75% ® Identification of knowledge gaps provided direction for
transition planning and preparation.* tailored education in the areas of disease complications

* Range of scores between 44%-94% and treatment.

¢ Adolescents want to know more about symptoms,

symptom management, and triggers/prevention.®’ * Domains with weakest score: ° The most effective media for education and the setting in
* Complications 49% which to deliver it has yet to be determined but...

® Young adults who have transitioned recommend * Treatment 55%
educating oneself, becoming autonomous, and taking ® Printed material will provide a starting point for teaching
responsibility for one’s SCD.* and discussions during clinic appointments.

Mean Scores by Age in Each SCD Domain

® Providers have also indicated the need for adolescents Patho- Triggers/  Symptoms/ ® Future research should focus on the effectiveness of
and young adults to have a better understanding of Genetics physiology Prevention Management Complications Treatment such education and what impact it may have on the

complications and how to practice good health All ages 88% 88% 82% 86% 49% 55% transition planning process and the patients’ successful
maintenance behaviors.” 12 years (n=1)  67% 100% 100% 67% 33% 100% transition to adult health care.
13 years (n=4) 83% 83% 15% 83% 42% 25%
® Much of the SCD education has shown improvements in 14 years (n=3)  100% 89% 89% 78% 33% 78%
knowledge and some sustained over time."° 15 years (n=3)  100% 100% 89% 100% 78% 67% C s =4
16 years (n=4) 83% 83% 83% 92% 75% 50% oncliusion @
® Improving adolescents’ SCD knowledge base may 17 years (n=2)  83% 83% 67% 84% 0% 50%
] ] ] 1 . .
improve confidence and self-management skills. Lack of disease knowledge and self-management skills

Targeted education provided via a storyboard
to be distributed at clinic appointments

have been identified as one of the barriers to a successful
transition of care. Education focused on current knowledge
gaps may assist in building a strong foundation of disease
knowledge in these adolescents. Providing this education
early in the transition process may improve their
understanding of SCD and an improved knowledge base

Methods ()
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d O m a I n S VI a a n O n I I n e a n O n y m O u S S u rvey . These are not the only complications of sickle | | A stroke is damage to the brain caused by a ACS is pneumonia and can be seen on an Gallstones are hard deposits formed when red blood cells I t e re n Ce S g
. cell disease. If you have questions or would lack of oxygen. If a stoke occurs, monthly X-ray. Treatment may include antibiotics, break down. Gallstones are painful and can be treated
® G e n etl C S like to learn more, please speak with your blood transfusions will be needed to prevent | oxygen, and blood transfusions depending on = with pain medication, antibiotics, and fluids. Sometimes
healthcare provider! another stroke. the symptoms. some people need surgery to remove the gallbladder.
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¢ Secondary aim was to create tailored education based
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