Sample Letter To Share Your Fabry Diagnosis

a Fabry disease runs in families, and when one person is diagnosed,
an average of 5 additional relatives may also be affected. Here's
J \_\‘ a sample letter for your consideration to help you share your
® ® ® ® @ diagnosis with potentially impacted family members.
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Subject Line: An important update to share with you

Dear Family Member,

Recently, | learned some important news about my health. | want to share it with you because
it could also affect you as well as other members of our family.

| have been diagnosed with a condition called Fabry disease. Fabry disease is a genetic
condition that affects a small number of people, so you or your doctor may not have
heard of it.

Fabry disease runs in families related by blood and is caused by a gene variant. For every
person who is diagnosed with Fabry disease, on average 5 additional family members may be
diagnosed.

People affected by Fabry disease can experience symptoms differently, even people within the
same family. Some people may look and feel healthy and have very few symptoms. Others may
have fatigue, an inability to sweat, pain in hands and feet, and/or stomach pain and diarrhea.
Fabry disease can get worse over time and could lead to medical issues such as heart failure,
kidney failure, and stroke.

A straightforward blood or saliva test can be used to confirm whether you have inherited this
condition.

For more information about understanding your risk of having
Fabry disease, constructing your family medical tree, and testing,

contact a CareConnect Personalized Support Services™ Patient
Education Liaison at 1-800-745-4447, option 3 or by visiting
https://www.careconnectpss.com.
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