
Rare Disease Panel Survey
February/April 2024

Results depicted here are from a survey of 800 rare disease patients and their 

caregivers across Germany, Spain, the UK and the U.S. In February/April 2024, 

participants completed an online survey asking their opinions about their rare 

disease diagnostic journey, access to healthcare, and perspectives on living with 

a rare disease. Over 300 rare diseases are represented in the study.

It took up to five years for 2/3rd of patients to reach a rare disease diagnosis, while one in five patients 

(across the countries) took more than 10 years. 

Majority of participants needed to see 3 or more specialists before receiving a rare disease diagnosis.

Across the countries, majority of rare disease stakeholders reported being misdiagnosed at least once.

RD Stakeholders had 
diverse perspectives on 
how their disease 
diagnostic journey could 
have been better.
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Number of times patients were misdiagnosed
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For additional information, reach us at
info@avant-health.com or +1 (301) 799-VANT

https://avant-health.com
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