Adults with TSC

Rita Mason

It has a name: TSC-Associated
Neuropsychiatric Disorders (TAND).

It has a face behind the name: Dr.
Tanjala Gipson, a pediatric neurologist
and neurodevelopmental specialist at
LeBonheur Children’s Hospital at the
University of Tennessee.

And it has beneficiaries: Us. Those of
us in the TSC community, whether we are
an individual with TSC, a parent or relative
of someone of TSC, or a person working
with those who have TSC.

What is TAND and why is it so
beneficial? It is an “umbrella term” for
behavior, both neurodevelopmental and
neuropsychiatric, says Dr. Gipson, who
helped spearhead the development of
the checklist. She spoke in April on a free
informational call geared to adults as part
of the TS Alliance’s community outreach.

Somewhat new in the world of
TSC, TAND describes the interrelated
functional and clinical manifestations
of brain dysfunction in TSC, including
aggressive behaviors and autism, as well as
school and occupational difficulties.

“It is different to treat these
conditions,” says Dr. Gipson. “For
example, anxiety in someone with TSC
is not the same as anxiety in someone
without TSC.” In some cases, there might
be language impairment, where the
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person has trouble understanding social
cues. Or, there might be an escalation

of anxiety after seizures have resolved:;
anxiety might present as aggression if the
individual is nonverbal. Also, managing
medicine is especially important because
certain medications might not help a
person with TSC as it does in the general
population.

But as Dr. Gipson said on the phone,
“You guys teach me so much, you are the
experts.” She says what she has learned
while participating in TSC conferences and
meeting TSC families and individuals has
been invaluable. It is what cemented her
staying in the TSC world to combine her
love of neurology and neurodevelopment.

Some of her recommendations in
trying to combat an issue like anxiety:
managing medications carefully with a
TSC doctor; exercise; engaging with family
and friends for support; planning out the
week or the month to better prepare for
situations that might cause stress; and
protecting yourself and helping yourself
self-advocate at work or in school.

For more help, the TAND checklist is
a framework and vital in the care of TSC.
You can find it and additional resources at
www.tsalliance.org/TAND.
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