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Insights collected from this
exploratory research directly
contributed to the improvement
of the concept for a wAIHA
disease state education
website, to make it more
impactful and engaging

Background Objective

Warm autoimmune hemolytic anemia (WAIHA) is a rare This qualitative patient research aimed to identify potential gaps in patient education and to gather feedback from individuals living with wAIHA on initial concepts for a disease state
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In rare diseases like wAIHA, patients often rely on publicly
I:I available online disease information to improve their health
literacy; however, available data and educational resources on

A wAIHA patient council was convened to better understand the
perspective of individuals living with wAIHA (Figure 1)
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ReS § ItS Figure 3. Proposed content areas for the wAIHA disease state education website were all deemed valuable by participants, and they recommended enhancements that would further fill unmet needs

Figure 2. Five participants total; four participants attended the virtual focus group and one gave feedback via the online survey; most were female

(80%) and White (60%) Suspected wAIHA (for undiagnosed patients) Understanding wAIHA (diagnosis and journey ahead) 07
Pathway to diagnosis, misdiagnosis, what to do if you suspect wAIHA, What is wAIHA, who gets wAIHA, what the journey with wAIHA entails ' o
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‘One participant gave feedback via the online survey as an alternative to joining the virtual focus group (female, white, age 30-39,.

O O Suggested enhancements: Suggested enhancements:

« Family and care partner support section » Guidance on parenting with wAIHA » Add purpose of each resource and what patients can expect to gain from them
« ADA rights & legal protections « Downloadable patient journey guide

Table 1. Participants expressed an unmet need for a reliable and easy-to-understand educational website that could be utilized by patients,
care partners, and their loved ones throughout the wAIHA journey

Unmet Needs and Overall Educational Website Perceptions

ADA=Americans with Disabilities Act, PCP=primary care physician, wWAIHA=warm autoimmune hemolytic anemia.

g @ Figure 4. Insights gathered on the initial website concept provided actionable changes to content such as alternative visuals to emphasize the wAIHA community and refinement of text to reinforce the
website as a guiding tool for patients and care partners
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wAlIHA=warm autoimmune hemolytic anemia. wAIHA=warm autoimmune hemolytic anemia.
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