CURIOSITY IS
A LIFELONG
CONDITION TOO
If you or a loved one has been diagnosed with tuberous sclerosis
complex—or TSC—this booklet will help you get answers. It can
also help if you think you may have TSC and want to learn more.
TSC is a condition that will stay with you for life. But so will qualities
like confidence, humor, and determination. It is important to stay
curious and informed throughout your life. Knowing what to watch
out for can help you monitor your TSC over time.
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STAY CURIOUS
LEARN ABOUT TUBEROUS SCLEROSIS COMPLEX
You are uniquely you—and tuberous sclerosis complex (TSC) is just one part of you. But to take care
of yourself and all the parts you are made of, you need to keep monitoring your TSC.

TSC is a genetic disease that can cause benign (noncancerous) tumors to form in many different parts
of the body at different times in your life. These TSC-associated tumors can grow in the kidneys, brain,
lungs, and skin.
People affected by TSC can have signs and symptoms of the disease that change throughout time. So
staying curious and learning key things to watch for can help you stay active and empowered in your care.

Read on to learn more about signs and symptoms of the different conditions associated
with TSC. Then work with your doctor to keep monitoring your TSC.
And keep being you.
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STAY ENGAGED
AND KNOW WHAT TO WATCH FOR
Nobody knows your body like you do. But when something feels odd, do you always know what it
means? Of course not. But for people living with TSC, noticing these things is especially important.
When you notice signs or symptoms, you should alert your doctor right away.
Here are several things to keep in mind:

›› TSC symptoms may be very mild at first, or may not exist at all. For some
people, it takes years before signs or symptoms of the disease develop

›› It’s important to know the possible symptoms that can occur. No one with TSC will have
all the signs and symptoms. In fact, TSC affects everyone in a different way based on a
number of factors

›› Many people with TSC may live long and productive lives. People with mild symptoms can often
perform normal daily activities. People with more moderate symptoms may need some help.
And those with severe symptoms may require full-time assistance

STAY ENGAGED (CONTINUED)
Percentage of people with TSC complications in body organs

The signs and symptoms
of TSC can affect many
ways the body works,
including how well you
breathe, how you feel,
how your skin looks, how
you think, your mood,
and your behavior.
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of women with TSC
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Knowing some of the main signs and symptoms of TSC and TSC-associated conditions can help
you pay extra attention to any unusual changes you may feel in your body. Be sure to follow up
on these changes with your doctor.
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BRAVERY IS
A LIFELONG
CONDITION TOO
Bravery can mean many different things.
But understanding the risks and
conditions associated with your TSC is
one way you can stand strong in the face
of your lifelong condition.

Not actual patients.

TSC-RENAL ANGIOMYOLIPOMA
The kidneys remove waste and excess fluid from the body. This helps to maintain a stable balance
of body chemicals. The kidneys also produce hormones that affect the function of other organs.
Renal angiomyolipomas are benign kidney tumors made of fatty tissue, blood vessels, and
smooth-muscle cells. As a renal angiomyolipoma grows, it can interfere with the kidneys’ ability
to work properly. This can cause excessive bleeding or kidney failure.

SIGNS AND SYMPTOMS:
› Blood in the urine
› Pain in the stomach and/or abdomen
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TSC-RENAL ANGIOMYOLIPOMA (CONTINUED)
STAY ALERT
TSC-renal angiomyolipomas often occur during adulthood, but they can develop at any time. That’s why
people with TSC must have their kidneys routinely monitored.
Here’s what you can do:
Schedule regular appointments for diagnostic imaging of
your kidneys. You will need to do so at the time of diagnosis
and then regularly thereafter.
Stay alert to the signs and symptoms of renal angiomyolipomas.
Be sure to talk with your doctor or nurse if you have any
other questions about TSC-renal angiomyolipomas.
Call your doctor and care team right away if you notice
blood in your urine or have pain in your stomach or abdomen.

Up to

80

%

of patients with TSC develop renal angiomyolipomas.

TSC-SUBEPENDYMAL GIANT CELL ASTROCYTOMA
A subependymal giant cell astrocytoma (SEGA) is a type of brain tumor that can develop in TSC.
SEGA tumors are not cancerous, but they may still be a danger to you as they grow and take up
room in your brain.
SEGA tumors most often form in a part of the brain called the foramen of Monro. Here they may
block the flow of fluid between the brain and spinal column. This blockage can increase the
pressure in the brain, leading to a condition called hydrocephalus. Hydrocephalus is the build up
of fluid in the brain, and can be life-threatening if left untreated.
SEGAs are different from subependymal nodules (SENs). SENs are small, noncancerous tumors.
In some people, a SEN may grow large enough to become a SEGA. This depends on how large the
tumor grows, as well as on specific other conditions being present.

SIGNS AND SYMPTOMS:
› Headaches and visual problems
› Seizures
› Emotional and behavioral problems
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TSC-SUBEPENDYMAL GIANT CELL ASTROCYTOMA (CONTINUED)
STAY ALERT
SEGAs usually develop during childhood or adolescence, but they can also occur in adulthood. Sometimes,
SEGAs are not diagnosed until the tumor has caused symptoms. So keeping track of any changes in your
body is important.
Here’s what you can do:
Make sure to get regular vision tests and speak with
your doctor about your TSC-related SEGA.
Make a note of headaches and/or seizures to discern if there is a pattern.
Tell your doctor right away if you experience any new symptoms or
changes in your current symptoms.
Schedule regular brain scans as recommended by your doctor.

80

%

Approximately 80% of people with TSC have
brain involvement, and up to 15% develop SEGA.

TSC-SEIZURES
If you have seizures that cannot be controlled by regular seizure medicines, you may have TSC. And if
you have TSC, chances are you could have seizures. That’s because seizures are the most common brain
(neurologic) symptom of TSC. In fact, more than 8 of every 10 people with TSC experience this condition.
TSC seizures often start in infancy, with most people having them in the first 3 years of life. However,
people with TSC who never had seizures in their childhood can still have them when they are adults.
People with TSC can have almost any type of seizure. About 2 in every 3 people with TSC have a type
of seizure called partial onset, which affect only a part of the brain. No matter which kind of seizure
you or your family member has, it is very important to manage the condition with your neurologist. It is
important to know that the earlier people with TSC have their first seizure, the more likely they are to
have other brain disabilities, such as autism, mental impairment, or learning issues.
How are TSC seizures treated?
TSC seizures are often treated with antiepileptic medicines. These medicines might provide relief from
symptoms of seizures, but they do not address the underlying reason for TSC, which is a genetic condition.

SIGNS AND SYMPTOMS:
People with TSC can have several different types of seizures.
The signs and symptoms of seizures can vary.
Some of the warning signs include:
› Unusual tastes, smells, or feelings
› Feeling confused, tired, or weak
› Tingling, numbness, or jerking
movements in one part of the body

› Falling
› Headaches
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TSC-SEIZURES (CONTINUED)
STAY ALERT
Unfortunately, seizures caused by TSC can be more difficult to control than seizures that occur
in people without TSC.
Here’s what you can do:
Make a note of each seizure you or your loved one have to determine
if there is a pattern.
Take your medication correctly. Talk to your doctor if your seizure
medicine isn’t working as well as you think it should be.
Tell your doctor right away if you experience any new types of seizures
or changes in your current TSC symptoms.

60

~

%

Approximately 60% of people with TSC-related seizures fail
to demonstrate seizure control with available therapies.

TSC-LYMPHANGIOLEIOMYOMATOSIS
TSC-lymphangioleiomyomatosis (LAM) results in the destruction of healthy lung tissue caused by
small fluid-filled pockets, called cysts, and the growth of cells not usually found in the lungs. The
disease causes difficulty breathing and sometimes results in the need to use oxygen from a tank.
LAM is more commonly seen in women, but can occur in men as well.

SIGNS AND SYMPTOMS:
› Shortness of breath
› Collapsed lung
› Chest pain

› Cough
› Fatigue
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TSC-LYMPHANGIOLEIOMYOMATOSIS (CONTINUED)
STAY ALERT
LAM does not usually appear on an x-ray. In fact, because it can only be imaged with a high-resolution
computed tomography (HRCT) scan of the chest, and often the abdominal area, many people may go
undiagnosed for years. Symptoms are similar to those of asthma, bronchitis, or emphysema, which
can delay an accurate diagnosis. So keeping track of any changes in your body is important.
Here’s what you can do:
Make sure to get your lungs examined regularly and speak with
your doctor about LAM.
Make a note of breathing problems to discern if there
is a pattern.
Tell your doctor right away if you experience shortness
of breath, chest pain, cough, and/or fatigue.

40

%

As many as 40% of women with TSC may be affected by LAM.

TSC-RELATED SKIN LESIONS
A skin lesion is a growth or a patch of skin that appears differently from the rest of the skin. Some
people have TSC-associated skin changes that can barely be seen. Others may have growths on the
skin that cause pain or bleed easily. In addition, tumors on the skin tend to occur in places that are
often seen as important, such as the face.
These lesions can be found in people of all ages, and are present in up to 90% of TSC patients.
A physical exam can help detect these lesions.

SIGNS AND SYMPTOMS:
› Light-colored spots
› Growths or bumps on the skin, including on the scalp, face, and trunk
› Growths around the fingernails and toenails
› Growths in the mouth, including the gums and tongue,
as well as pits in the teeth
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TSC-RELATED SKIN LESIONS (CONTINUED)
STAY ALERT
Some TSC-related skin lesions may appear at birth. Others develop later in childhood or even
in adulthood. But most people with TSC eventually have at least one skin lesion. So keeping track
of any changes in your skin is important.
Here’s what you can do:
Make sure to get your skin examined on a regular basis
and speak with your doctor about lesions.
Make a note of skin changes to see if a pattern emerges.
Tell your doctor right away if you find patches, bumps,
or discolored marks.

90

%

Up to 90% of TSC patients may experience skin lesions.

QUESTIONS FOR YOUR DOCTOR
Part of staying curious and involved in your care is having open, honest conversations with
your doctor. So in addition to learning all that you can about possible signs and symptoms
of TSC, keep asking questions and keep the dialogue going.
›› Work together with your doctor to develop an ongoing treatment and monitoring strategy
›› Don’t be afraid to take the lead in the conversation
›› Define your preferred communication style with your doctor
›› Be able to state your treatment goals
›› Bring someone with you to your appointments to take notes
To stay connected with your care team, and learn all that you can about TSC, ask the following questions:
›› What might I expect during the course of this disease?
›› What can I do to manage this condition?
›› Is there more I can do to make sure I catch signs and symptoms early?
›› What more should I know about TSC-associated conditions?

REMEMBER, REGULAR SCREENING AND MONITORING IS KEY.
Being an active participant in your care is part of living well with a lifelong condition. Your doctor
will appreciate your involvement.
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LOOKING AHEAD
TO YOUR LIFELONG COMMITMENT
You don’t have to focus completely on your TSC every day. You just have to live life to the fullest,
while keeping an eye on any new developments.
Monitoring your TSC can help you recognize any new conditions that may occur. So watch for signs
and symptoms, write them down, and bring them to your care team. Working together to develop a
plan of action will help you manage these conditions and get the care you deserve when you or your
loved one need it.
At Novartis, we understand that life with TSC can be challenging. It is important to stay informed
about your condition—and to keep being you.
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IMAGINATION IS
A LIFELONG
CONDITION TOO
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Living with TSC can be challenging.
TSC LIFE can help support you.

Register today at
www.tuberous-sclerosis.com
Did you know that there is a medicine that
treats some of the signs and symptoms of TSC?
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Talk to your doctor to learn more!
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