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findings against caregiver responses practitioners—of 21 other conditions (Figure 1)
Figure 1. Patients: Which type of doctor told you that you had something - This first survey of caregiver and patient experiences with AL amyloidosis shows alignment of responses and validates our patient-directed research

METHOD S other than amyloidosis?2 - Patients with cardiac AL amyloidosis frequently receive misdiagnoses and sometimes undergo incorrect, poorly tolerated treatments, which may worsen

Misdi by P ¢ N = 207 their symptoms and reduce their survival
- Patients with all types of amyloidosis, their family members, and their Isdiagnoses by Percentage (N = ) - Awareness of AL amyloidosis among all specialists is vital

caregivers were invited to participate in an online survey through email, — Recognition of cardiac AL amyloidosis is crucial because of the increased delays in diagnosis and the risk for death

mailing lists, and social media channels of the ARC, the Amyloidosis _ _ o _ _ - _ o _ _
Foundation, and Amyloidosis Support Groups - We speculate that many patients die of delays before receiving a diagnosis. It is vitally important that AL amyloidosis be diagnosed earlier
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Participants

- In this AL amyloidosis subanalysis, 137 patients and 176 caregivers e
(61 caregivers of deceased patients and 115 caregivers of living patients) 16.9%
completed the survey

- Characteristics of patient respondents are provided in Table 1
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2Respondents could check all answers that applied.
b“Other” responses included dermatologist, endocrinologist, gastroenterologist, infectious disease specialist, oncologist, oral surgeon,
otolaryngologist, pulmonologist, podiatrist, rheumatologist, surgeon, and urologist.
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