
If you or someone close to you 
has been diagnosed with 

Tuberous Sclerosis 
Complex
TSC Canada

can help you
with up-to-date medical information

and a community of support.

Please visit our website at:

www.tscanada.ca



What is Tuberous 
Sclerosis Complex?

Tuberous Sclerosis Complex (TSC) is a rare genetic 
disorder involving part of a gene that normally suppresses 
tumour growth. It affects approximately one in 6000 live 
births, making it more common than cystic fibrosis or Lou 
Gehrig’s disease, but far less known. Up to 70% of cases 
are the result of a random mutation, but it can be inherited 
from either parent with the condition. 

People with TSC can develop non-malignant tumours in 
multiple major organ systems, often including the brain, 
kidneys, heart, skin, and less frequently, the lungs and 
eyes. These tumours and lesions can cause a range of 
medical complications including infantile spasms (seizures 
in babies), epilepsy, hydrocephalus, renal (kidney)  failure, 
high blood pressure, pulmonary (lung) failure, sleep 
disorders and even dental pitting, gum fibromas, bone 
cysts and rectal polyps. The disorder can also cause 
varying degrees of developmental delay, autism, and 
behaviour difficulties, although approximately half of 
people with Tuberous Sclerosis Complex experience mild 
or no learning delays.

In many cases, the involvement of other organs is not 
discovered at diagnosis, or does not develop until much 
later in life. Their manifestation and the age at which 
they become evident are unique to each individual. The 
disorder affects some people severely, while others are 
so mildly affected that it often goes undiagnosed. Many 
people with TSC live long, healthy, independent and 
productive lives.

Although the prognosis for many people living with TSC 
is generally good, careful monitoring of all organ systems 
and development is critical. Ultrasound in utero (before 
birth) can detect heart tumours, assisting with early 
diagnosis and prompt  monitoring in order to prevent 
complications related to TSC. 

The team of specialists required by each individual with 
TSC typically includes neurologists (brain and nervous 
system specialists), cardiologists (heart), nephrologists 
(kidneys), and dermatologists (skin).  Regular  monitoring 
by ophthalmologists (eye specialists) and dentists is 



also recommended, as well as pulmonary monitoring 
beginning in adolescence, particularly for females. 
Genetic testing is now available and can identify the 
disease-causing mutation (TSC 1 or TSC 2) in up to 90% 
of affected individuals.   

Tuberous Sclerosis Complex research is progressing 
rapidly, giving hope to affected families for more effective 
treatments.  Clinical trials of tumour-suppressing drugs 
continue to produce very encouraging results, with 
potential implications for treatment of multiple organ 
systems, and hopefully even of some of the seizures and 
developmental delays caused by the disorder.

Research into Tuberous Sclerosis Complex is helping not 
only those affected, it also has the potential to unravel 
the mysteries of many other devastating conditions, 
some of which sometimes occur together with TSC, such 
as autism and kidney disease. Moreover, TSC-specific 
studies have characterised the mTOR pathway, a key 
cellular pathway common to all cells.  This opens up new 
research into how this critical pathway affects multiple 
other disorders in different ways, including diabetes, 
cancer, autism, Huntington’s, and Parkinson’s disease.  
Better comprehension of Tuberous Sclerosis Complex is 
proving to be key to unlocking cures and treatments for 
many diseases.

Welcome to TSC Canada
If you or someone close to you has been diagnosed 
with Tuberous Sclerosis Complex, TSC Canada can help 
with up-to-date medical information and a community of 
support to help you learn to live with Tuberous Sclerosis 
Complex.

Founded in 1991, TSC Canada is a non-profit, charitable 
organization of volunteers. As volunteers, we are people 
whose own lives, or the lives of those very close to us, 
have been affected by this complex genetic disorder. We 
know the challenges faced by people living with TSC.

TSC Canada has three simple goals: to raise public 
awareness of Tuberous Sclerosis Complex, to encourage 
mutual support, and to promote research and education.



To find out how you can become part of the TSC Canada 
community, volunteer with our organization, or fundraise 
for research or clinic-building across Canada, and for 
more information on Tuberous Sclerosis Complex and 
how to contact Canada’s TSC clinics, start with our TSC 
Canada website.

Your support is important for people living with Tuberous 
Sclerosis Complex here in Canada. To become a member 
or to make a donation online, see our website donation 
link on the homepage (remember to specify whether the 
amount is for membership or donation.)

As a member, you will have a voice in determining the 
direction of TSC Canada, and most importantly, you will 
be making a difference.

Tuberous Sclerosis 
Canada
Sclérose Tubéreuse

TSC Canada website:
www.tscanada.ca

Toll-free telephone support:
English: 1-888-223-2410
Français: 1-866-558-7278

Facebook Fan Page:
www.facebook.com/TSCanadaST


