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The Tuberous Sclerosis Alliance

The Tuberous Sclerosis Alliance (TS Alliance) is the ’ \
only national voluntary health organization dedicated Tuberous Sclerosis Alliance
to finding a cure for tuberous sclerosis complex while improving the lives of
those affected.

The TS Alliance was established in 1974 as the National Tuberous Sclerosis
Association, until adopting its current name in 2000. Four mothers of
children with TSC founded the organization to provide fellowship, generate
awareness, pursue knowledge, and provide hope to those who share the
common bond of facing the daily challenges of TSC. These goals still drive
our organization today.

During our almost 35 years of existence and growth, we have expanded our
mission to improve quality of life for individuals and families affected by TSC
through the stimulation and sponsorship of research; the development of
programs, support services, and resource information; and the development
and implementation of public and professional education programs designed
to heighten awareness of TSC.

The TS Alliance is the lead organization for funding medical research related
to TSC. Such medical research has included the breakthrough discovery of
two genes (TSCI and TSC2) known to cause the disorder.

Tuberous Sclerosis Complex

Most people have never heard of tuberous sclerosis complex (TSC), a
devastating genetic disease causing tumors to form throughout the body, yet
more people suffer from it than from cystic fibrosis. It is as common as ALS
(Lou Gehrig’s disease) and nearly as common as muscular dystrophy. In fact,
TSC is the largest known genetic cause of epilepsy and autism.

Recent estimates place the prevalence of TSC at one in 6,000 live births, which
translates to at least two children born each day in the United States with the
disorder. TSC causes tumors to form in different vital organs, primarily in the
brain, eyes, heart, kidney, skin, and lungs. Because of TSC’s involvement in
multiple organ systems, ongoing research will help pave the way for treatments
and therapies for numerous diseases, including cancer, autism, epilepsy,
diabetes, and obesity.

There is presently no cure and no way to predict how severely or mildly an
individual may be affected by TSC, even identical twins. Some have described
TSC like walking through a minefield; you never know when another
symptom will appear or how serious it will be

“TSC will follow my daughters, and
affect my whole family, the rest of
their and our lives. Besides brain
tumors, both have tumors growing in
their kidneys, angiofibromas on their |
faces, and heart tumors. And over
time, there’s a good chance they may
develop a lung condition that can be
fatal. So you see, we don’t have much
time to find answers.”

April Cooper, Mom of Abby and Amelia, Twins with TSC

Serving Our Constituents

One of the most important and significant ways the TS Alliance serves those
living with TSC is through the power of information. We build community
networks, connecting individuals with others that understand their challenges,
triumphs and need for local services. We provide an unprecedented amount
of free information - publications, fact sheets, a quarterly magazine, medical
journals and educational meetings. We built a comprehensive interactive
website filled with TS Alliance publications, medical opinions and access

to online discussion groups for parents/caregivers, adults with TSC,
grandparents, and teens. The site averages 1 million successful hits per month,
representing more than 16,000 unique visitors. And, we sponsor regional and
national conferences that provide individuals access to experts in the field

to help them hear the most updated information on TSC medical care and
therapies.

MetDESK partners with the TS Alliance to offer educational workshops
about estate planning and setting up Special Needs Trusts for individuals
affected by TSC. These workshops occur nationally, regionally and locally.

The TS Alliance employs a full-time advocate who collaborates with
individuals and families in their efforts to seek quality medical care (physician
and TSC Clinic referral), obtain entitlements (social security and medical
benefits), identify appropriate educational opportunities (placements and
vocational services), find peer-to-peer support, and deal with transitional
issues, which include, but are not limited to, housing and community
connections.

This year, the TS Alliance is launching a new TEAM (Teaching parents about
their Educational rights to Assist their children in becoming independent
Members of their community) Program, which focuses on training parents of
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