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1. COMPREHENSIVE - Tuberous sclerosis complex (TSC) is a genetic
disorder that causes tumors to form in vital organs, primarily the brain,

eyes, heart, kidneys, liver, lung and skin.
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2. GENETIC - Tuberous sclerosis complex (TSC) is caused by a mutation in
either the TSC1 or TSC2 genes.
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3. EARLY - Many babies with tuberous sclerosis complex (TSC) are now
diagnosed before or soon after birth when rhabdomyomas (a type of

heart tumor) are detected during routine ultrasounds.
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4. DIVERSE - Tuberous sclerosis complex (TSC) affects everyone differently,
even identical twins.
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5. ANYBODY - Tuberous sclerosis complex (TSC) shows no gender bias and
occurs in all races and ethnic groups.
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6. COMMON - More common than Lou Gehrig’ s disease (ALS) or cystic

fibrosis, tuberous sclerosis complex (TSC) is far less known.
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7. SCIENCE - Everolimus and rapamycin, which are used to treat some
aspects of tuberous sclerosis complex (TSC), were developed thanks to
scientists studying bacteria in the soil of Easter Island.
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8. RARE - TSC is one of the 7000 rare diseases in the world.
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9. INTERDISCIPLINARY - A team approach to health care, with multiple
specialists working together, can benefit people with tuberous sclerosis
complex (TSC). Most people with TSC do not have access to this style of
care.
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10. NEUROLOGICAL - At least half of people with tuberous sclerosis complex
(TSC) have normal intellectual ability, but they may still experience
difficulties with neurological manifestations that affect their daily life
functioning.
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11. DIAGNOSIS - Thanks to new sequencing generation, genetic diagnosis of
TSC was substantially improved and should be done for any people



Tuberous
TSC g Sclerosis
Global Awareness Complex
m‘ A i - 3 Sete Leon disocral

Day
diagnosed with TSC.
2l - T ORFRITEERS G ERBENERZER - FiaNEEHT
W EER A Bz I E R R -

12. IMPACT - Tuberous sclerosis complex (TSC) affects more than 200, 000
individuals in China and many more carers, families and friends who live

with the impact of the disease.
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13. DOCTORS - More than 10 specialists are sometimes needed for a TSC
patient.
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14. RESEARCH - Tuberous sclerosis complex (TSC) research contributes to
our understanding of cancer, autism, epilepsy and other diseases.
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15. WORLDWIDE - Around 1 in 6,000 babies born are affected by tuberous

sclerosis complex (TSC). Worldwide, more than 1 million people have
TSC.
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16. HAPPENING - Every 20 minutes somewhere in the world, a child is born

with tuberous sclerosis complex (TSC).
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17. ASSOCIATION - All TSC associations around the world are working
together to improve life for people living with TSC. In China, it is TSCChina

(www.tscchina.org).
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18. FAMILY - Quality of life for partners and siblings could be substantially
affected by TSC.
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19. CAUSAL - Tuberous sclerosis complex (TSC) is the most common genetic

disorder associated with epilepsy and autism.
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20. LESIONS - Angiofibromas are raised red bumps that grow on the faces of

people with tuberous sclerosis complex (TSC).
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21. EPILEPSY - Seizures occur in approximately 85% of people with tuberous
sclerosis complex (TSC), making epilepsy the most common brain
manifestation of TSC.
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22. SEIZURES - Infantile spasms are a common type of seizure in babies with
tuberous sclerosis complex (TSC). Vigabatrin is recommended by TSC

experts as first line treatment, where available, to control these seizures.
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23.INCURABLE - There is no cure for tuberous sclerosis complex (TSC).
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24. GLOBAL - TSC International (TSCi) tuberous sclerosis complex (TSC)
organisations work with local health care professionals to improve the
care given to the 1 million people around the world living with TSC.,
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25. OPTIONS - Research in tuberous sclerosis complex (TSC) has already
provided new treatment options for people with TSC. However, many
people around the world do not have access to these medicines or the
recommended surveillance for TSC.
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26. SPECTRUM - Almost half of people with tuberous sclerosis complex (TSC)
will be diagnosed with an autism spectrum disorder.
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27. KIDNEYS - Up to 90% of people with tuberous sclerosis complex (TSC)
will have tumors in their kidneys called angiomyolipomas.
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BURDEN - Tuberous sclerosis complex (TSC) can be associated with

considerable disease burden for patients and caregivers.
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BEHAVIOUR - Behavioural difficulties in tuberous sclerosis complex (TSC)
can include anxiety, depressed mood, overactivity, restlessness,
aggression, temper tantrums, self-injury, social communication difficulties
and sleep problems.
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COUNSELING - All people with tuberous sclerosis complex (TSC) should
receive genetic counseling when diagnosed.
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LUNGS - Lymphangioleiomyomatosis (LAM) can occur in the lungs of
people with tuberous sclerosis complex (TSC), almost exclusively in
females. June 1 is worldwide LAM awareness day.
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