Make the most of your in between

KNOW YOUR HEALTHCARE TEAM

Cystinosis can affect multiple organs and body functions. That means you may need to see a variety of
doctors. It’s helpful to know what each of the medical professionals on your team does so you know the best
person to contact if challenges and questions arise.

The list below includes some doctors and healthcare providers you may currently see or need to see in the
future. Other professionals, like dietitians and mental health therapists, may play an important role on your
healthcare team. This team might change over time.

Nephrologist
Specializes in the kidneys. You will likely
see this doctor regularly.

¢ Pediatric nephrologist
Specializes in nephrology in children;
often makes the initial diagnosis and
directs medical care through the
teenage years.

Gastroenterologist
Specializes in the digestive system,
including trouble swallowing.

Geneticist

Can confirm a diagnosis of cystinosis
and analyze genetic tests conducted
during pregnancy.

Neurologist

Specializes in disorders of the nervous
system. A neurologist addresses
neuromuscular issues that often begin in
the teen years in someone with cystinosis.

« Adult nephrologist
Specializes in nephrology in adults.
Some patients transition to this new
nephrologist as they approach adulthood.
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Transplant surgeon

Performs transplant operations. People
with cystinosis who need kidney
transplants will see a transplant surgeon.

Ophthalmologist

Specializes in care of the eyes. Monitors the

eyes for formation of cystine crystals and

other complications that may affect the
Endocrinologist cornea and retina.

M Specializes in the endocrine system, which
includes the production of hormones that
regulate growth, metabolism, and sexual
development. Endocrinologists address
issues like diabetes and problems with the
thyroid and growth hormones.
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Orthopedist

Treats injuries, deformities, and diseases in
the muscles and bones that may arise from
nutrient loss and weakened bones.

o Pediatrician/Internist
% Provides general medical care.

USE AND IMPORTANT SAFETY INFORMATION

What is PROCYSBI?

PROCYSBI (cysteamine bitartrate) delayed-release capsules and delayed-release oral granules is a
prescription medicine used to treat nephropathic cystinosis in adults and children 1 year of age and
older. It is not known if PROCYSBI is safe and effective in children under 1 year of age.
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. (cysteamine bitartrate)
Please see additional IMPORTANT SAFETY INFORMATION delayed-release capsules

on last page and click here for the Patient Package Insert. telayed-release oral granules

Do not take PROCYSBI if you are allergic to penicillamine or cysteamine.



https://www.procysbi.com/PDF/PROCYSBI-Patient-Information.pdf

WHO ARE THE PLAYERS ON YOUR
HEALTHCARE TEAM?
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WHO ARE THE PLAYERS ON YOUR
HEALTHCARE TEAM? (continued)
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IMPORTANT SAFETY INFORMATION (continued)

What is the most important safety information |
should know about PROCYSBI?

PROCYSBI can cause serious side effects, including:

* Skin, bone, and joint problems. People treated
with high doses of cysteamine bitartrate may
develop abnormal changes of their skin and bones,
such as stretch marks, bone injuries (such as
fractures), bone deformities, and joint problems.
Check your skin while taking PROCYSBI. Tell your
doctor if you notice any skin changes or problems
with your bones or joints. Your doctor will check
you for these problems.

e Skin rash. Skin rash is common with cysteamine
bitartrate and may sometimes be severe. Tell your
doctor right away if you get a skin rash. Your dose
of PROCYSBI may need to be decreased until the
rash goes away. If the rash is severe, your doctor
may tell you to stop taking PROCYSBI.

« Stomach and bowel (intestinal) problems. Some
people who take other medicines that contain
cysteamine bitartrate may develop ulcers and
bleeding in their stomach or bowel. People treated
with PROCYSBI may also develop abnormal
swelling and narrowing of the large bowel which
must be treated promptly. Tell your doctor
right away if you get abdominal pain, bloody or
persistent diarrhea, bloating, nausea, vomiting,
loss of appetite, vomit blood, poor weight gain or
weight loss.

¢ Central nervous system symptoms. Some people
who take other medicines that contain cysteamine
bitartrate develop seizures, depression, and
become very sleepy. The medicine may affect how
your brain is working (encephalopathy). Tell your
doctor right away if you develop any of these
symptoms.

* Low white blood cell count and certain abnormal
liver function blood tests. Your doctor should
check you for these problems.

* Benign intracranial hypertension (pseudotumor
cerebri) has happened in some people who take
immediate-release cysteamine bitartrate. This is
a condition where there is high pressure in the
fluid around the brain. Your doctor should do eye
examinations to find and treat this problem early.
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Tell your doctor right away if you develop any of
the following symptoms while taking PROCYSBI:
headache, buzzing or “whooshing” sound in the
ear, dizziness, nausea, double vision, blurry vision,
loss of vision, pain behind the eye, or pain with eye
movement.

Before taking PROCYSBI, tell your doctor about all
your medical conditions, including if you:

 drink alcohol.
* have a skin rash or bone problems.

¢ have or have had stomach or bowel (intestinal)
problems including ulcers or bleeding.

* have a history of seizures, lack of energy, unusual
sleepiness, depression, or changes in your ability to
think clearly.

* have liver or blood problems.

* are pregnant or plan to become pregnant. It is not
known if PROCYSBI will harm your unborn baby.
Tell your doctor right away if you think that you are
pregnant. Talk with your doctor about the benefits
and risks of taking PROCYSBI during pregnancy.

 are breastfeeding or plan to breastfeed. You
should not breastfeed during treatment with
PROCYSBI. Talk with your doctor about the best
way to feed your baby if you take PROCYSBI.

Tell your doctor about all the medicines you

take, including prescription and over the counter
medicines, vitamins, dietary and herbal supplements.
Know the medicines you take. Keep a list of them to
show your doctor and pharmacist when you get a
new medicine.
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IMPORTANT SAFETY INFORMATION (continued)

What should | avoid while taking PROCYSBI?

* Do not drive or operate machinery until you know
how PROCYSBI affects you. PROCYSBI can make
you sleepy or less alert than normal.

* Do not drink alcohol if you take PROCYSBI.
Drinking alcohol while taking PROCYSBI may
change how PROCYSBI works and may cause an
increase in the amount of PROCYSBI in your blood
that may cause serious side effects

What are the possible side effects of PROCYSBI?
PROCYSBI can cause serious side effects, including:

* See “What is the most important information |
should know about PROCYSBI?”

The most common side effects of PROCYSBI
include: vomiting, nausea, stomach (abdominal)
pain, pink eye, diarrhea, cold, tiredness, flu,
headache, problems with body salts or electrolytes,
infection of ear, nose or throat, joint pain.

These are not all the possible side effects of
PROCYSBI. Call your doctor for medical information
about side effects. You may report side effects to
FDA at 1-800-FDA-1088.

For additional important safety information, click
here for the Patient Package Insert and discuss with
your doctor.
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