TALKING ABOUT

FABRY DISEASE

A guide for students

Here are some ways to talk to people about Fabry
disease and answer their questions.

Amicus Therapeutics
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educational resource in
collaboration with the
rare disease community
and thought leaders.
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Fabry disease: Keep it clear and short

When friends or classmates ask about Fabry disease, it helps to be
ready with a simple answer, like this one:

“l have a condition that runs in my family. My
body can’t make some of the things that your
body makes—things that help break down
certain substances. Because of this, these
substances build up in my body’s organs, like my
kidneys, my heart and my brain. Everyone with

Fabry disease has different types of problems,
and they are not all the same. In my case, | can’t
sweat, and | get headaches a lot.”

Answering questions

At school, people living with Fabry disease may require different
timetables and deadlines. Friends and classmates might notice, and
ask questions like these:

* “Why do you miss physical education so much?”

* “Why do you have to miss so much school?”

* “Why can’t you come to my birthday party?”

* “Why are you allowed to go to the toilet without asking?”

* “Why does the teacher give you extended deadlines on
coursework?”

Any or all of these questions could be answered with a simple
statement like:

“It’s part of the care | need for a condition | have.”

What Is Fabry disease?




Dealing with people who don’t understand

Sometimes a few classmates may not understand Fabry disease! They
may say that Fabry disease gives an advantage because of special
timetables and extended deadlines for coursework! They may not
respect boundaries for information or they may make rude comments
like “I wish that | didn’t sweat.”

People living with Fabry disease must learn to deal with people who
don’t understand:

» Set clear rules for how to be treated: 'Those questions are too
personal, so | won't answer them’

* Ask that boundaries be respected; if people continue to ask
questions that are uncomfortable to answer, walk away or say,
‘Please stop asking that. Otherwise, we won'’t be talking about
this anymore.’ Make sure to let a responsible adult know about the
episode, so they can help prevent it from happening again

« |t is always a choice, calmly but firmly, to ask classmates to speak
with the teacher, nurse or head teacher if they have concerns

Talking about Fabry disease is a personal choice

Some people with Fabry disease choose to tell

a lot. Some choose to share very little about the
condition. Every person living with Fabry disease
is unique and will have his or her own way of
talking about the condition.! What to tell, who to
tell and how to tell are all personal choices. No one
should be rushed or pressured into talking about
the condition. The important thing is to be ready
to respond when friends or classmates want to
know about Fabry disease.

Getting extra help
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Please discuss any medical questions with a health-care professional (HCP).
To provide feedback on this educational resource or for additional information, please
contact: patientadvocacyintl@amicusrx.com.
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