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CEQO's Message

Kari Luther Carlson

President & CEO

recently helped celebrate the very special
birthday of Anne Heilman, who turned
100 years of age in January 2010. Anne’s
grandson has TSC, and she has been a tire-
less supporter of the TS Alliance for many,
many years. She's literally witnessed the
incredible growth and success of our organization from a vantage point not many
of us have. I'm touched not only by her remarkable life, but also by her unwaver-
ing commitment to this organization.

The support of people like Anne truly comprises the heart and soul of the TS
Alliance and the very important work we do. One way to easily get involved is
to become an official member of the TS Alliance. The organization now offers

several levels of membership, including one that's absolutely free. Those who
choose a higher level of membership receive additional benefits based on their
donation. For example, Bronze, Silver and Gold members gain exclusive access
to several upcoming educational teleconferences taking place in February,
March and April. Participants in these special calls will have the opportunity to
speak directly with the presenters and ask questions. These will be recorded
and posted on our website for anyone to listen to after they occur.

Another important component to membership is the election of the Board
of Directors and Annual Membership Meeting as mentioned in the Board
Chair’'s Column. Members of all levels have the opportunity to vote on new
and renewing Board members. For more information about becoming a
member of the TS Alliance, visit www.tsalliance.org and click “Become a
Member” in the top navigation bar.

This issue’s cover story focuses on the tremendous progress that's been
made in TSC research as well as a snapshot of current science projects.
Of course, one of the TS Alliance’s key objectives is to provide you with
the most-up-to-date information on research and science. I'm pleased to
report that a new educational grant from Novartis will allow the TS Alliance
to launch a series of Town Hall Meetings via our Community Alliances.
These Town Hall Meetings will provide information on how basic science
feeds into the discovery of potential new treatments. We will provide more
specific information once these are finalized.

Yes, there is much be thankful for in the TSC community, but none of these
accomplishments would be possible without the synergy of our tremendous
volunteers, scientists, researchers, constituents, donors, staff and board
members all working together toward the common goal of defeating TSC.

Thank you for reaching out to your Congressional Representatives and
Senators, hosting events in local communities, placing articles in your local
papers or even just telling one new person about our cause. Each of your
individual efforts, no matter how small or large, makes a true difference.

On the Cover: Manuel R. Gomez Award Presented to Drs. JoDwiak and Thiele

Sergiusz Jozwiak, MD, PhD, Head, Professor, Department of Child Neurology, The Children’s Memorial Health Institute
of Warsaw, Poland and Elizabeth Thiele, MD, PhD, Director, Pediatric Epilepsy Program and the Director of the Carol
and James Herscot Center for Tuberous Sclerasis Complex at Massachusetts General Hospital, Boston, MA received
the Manuel R. Gomez Award in September 2009 at the International TSC Research Conference. This award is given
in memory of Dr. Gomez who spent his career providing clinical care and studying tuberous sclerosis complex at
Mayo Clinic in Rochester, MN. Drs. J6Zwiak and Thiele received the award for their extraordinary clinical, scientific
and humanitarian efforts to find a cure for TSC while improving the lives of those affected.
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Fall 2009 Walks

TS Alliance of Delaware/
Lehigh Valley

Date: September 12, 2009
Location: Gring's Mill
Wyomissing, PA

Event Chair: Shelly Richards
Amount Raised: $19,500

TS Alliance of New York/
New Jersey

Date: September 26, 2009
Location: Onondaga Lake Park

Liverpool, New York
Event Chair: Stephanie Claxton
Langstaff

Amount Raised: $49,000

TS Alliance of the
Heartland

Date: October 3, 2009

Location: Raccoon River Park

West Des Moines, |A

Event Chair: Cindy & Ryan Blackard
Amount Raised: $10,000

TS Alliance of Wisconsin
Date: October 3, 2009

Location: Grant Park

South Milwaukee, WI

Event Chair: Pam Sztukowski
Amount Raised: $10,000

TS Alliance of Metro D.C.
Date: October 4, 2009

Location: Plaza at Downtown
Silver Spring, MD

Event Chair(s): Nathalie Simoneau
Amount Raised: $15,000

TS Alliance of the Ohio
Date: October 4, 2009
Location: Bur Oak Park

Elyria, OH

Event Chair: Michelle Blood and
Frank Gritti

Amount Raised: $8,000

TS Alliance of Florida
(Jacksonville and Miami)
Date: October 10, 2009
Location: Friendship Fountain
Jacksonville, FL

Event Chair: Joy Graydon
Date: October 24, 2009
Location: Crandon Park

Key Biscayne, FL

Event Chair: Vanessa Vazquez
Amount Raised: $21,400

TS Alliance of Middle
Tennessee

Date: October 24, 2009
Location: Centennial Park
Nashville, TN

Event Chair: Amy Hobbs
Amount Raised: $37,500

(
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Comedy for a Cure Atlanta was
held October 20 at the Punchline
Comedy Club, raising $14,000. The

attendees had
a fabulous
time laughing
with comedian
Jamie Bendall
and honoring
Dr. J. Robert
Flamini for his
hard work and
dedication to
TSC families in the Atlanta area.

Reiko Donato, Dr. J. Robert Flamini
and Dee Triemer

Comedy for a Cure Chicago took
place October 22 at the Improv Comedy
Club, raising $19,000. We were joined by

Honorary Chairs Sean Nolan, CEQO, and
Beth Dean, Vice President of Epilepsy,
from Lundbeck and thanked them and
their team for the time and dedication
spent in getting Sabril (vigabatrin) FDA-
approved in the United States. The
evening concluded with nothing but
laughter from comedian Mark Curry
from the hit television sitcom “Hangin’
with Mr. Cooper.”

Comedy for a Cure Boston was
held November 1 at Giggles Comedy
Club, raising $9,000. The attendees
had a fabulous time with comedians
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Tony V, Bob Seibel and Johnny Pizzi.
Special thanks to our emcee, Tim
Kelley. We were joined by Honorary
Chairs Elizabeth Thiele, MD, PhD and
Mustafa Sahin, MD, PhD along with
our Honorary Committee Members
Tim Kelley, The Honorable Robert
Hedlund and Sean McDonough. The
2009 Honorees included Mr. and
Mrs. Tom Gwinn, who have been
extraordinary in their ded

ication and compassion in raising
revenue and awareness for TSC.

Tournament for

g

On September 12, the 2nd Annual
Drive Fore a Cure - Tournament
for TSC Champions at Brookstone
Meadows in Anderson, South Carolina,
raised $7,800. Special thanks to Ole
Country Smokehouse owned by Glenn
Hardy who donated the BBQ dinner,
Chic-Fil-A managed by Jon Holmes
for breakfast and lunch, and Mighty
Mouths Martin Pediatric Dentistry,
LLC for its generous sponsorship. A
very special thank you to event chair
Karen Sims and her entire committee
of volunteers for making this day
possible!

On September 19, the 6th Annual
Tournament for TSC Champions
took place at Maple Creek Golf &
Country Club in Indianapolis, Indiana,

raising $15,000. We would like to
thank the following sponsors: Modular
Devices, Inc., Indiana Wholesale
Supply, and to Koers Hilltop North
for hosting the event. A very special
thank you and congratulations to
Mark Koers, his family, friends and
committee of volunteers who continue
to raise funds and awareness for the
TS Alliance!

The TS Alliance extends a special thank
you to the Wentworth Charities family
of supporters and volunteers. The
14th Annual Wentworth Charities
Golf Classic Tournament was held
September 25-27 at The Samoset Resort
in Rockport, Maine. Three days of golf,
comedy, auctions and friend-making
helped raise awareness and support
for the TS Alliance and those living with
TSC. Participants even signed letters to
Congress in support of the TSC Research
Program at the Congressionally Directed
Medical Research Program at the
Department of Defense. The TS Alliance
receives a portion of the proceeds each
year, in honor of Trey Gwinn, son of Tom
and Sharon Gwinn. With this year's gift,
more than $750,000 has been donated
since from Wentworth Charities since
2002. The TS Alliance honored our long
partnership with Wentworth Charities at
the TS Alliance’s 35th Anniversary Gala
last May. Thank you!

The 21st Kenvo Golf Tournament
took place back in June raising $5,350.
A very special thank you to Mark and

Maria Votta along with Joe and Dan
Flaherty for their continued support
of the TS Alliance.

35 Dinners Across
America

Help us continue to mark the TS
Alliance’s 3bth anniversary by hosting
one of our 35 Dinners Across
America, which celebrate this milestone
while raising funds in the social setting
of your choice, such as a backyard
BBQ, homemade buffet, theme party,
cocktails and dinner or wine tasting
-- the options are endless. For more
information please contact Jenny Smiley
at smiley@tsalliance.org.

The 4th Annual Youman’s Family
and Friends BBQ for TSC took
place September 19 and was a huge
success! With more than 90 people
in attendance, and the help of many
family and friends, the event raised
$9,535. A very special thank you goes
out to Bill, Nancy, Ron and Jackie
Youman, and also to the Colorado
Springs Civitan Club for its generous
donation. The Colorado Springs Civitan
Club has closed its doors but chose
the TS Alliance as its last benefactor.
The club’s members have supported
the TS Alliance since the local Step
Forward to Cure TSC walk started
several years. We would also like to
salute sponsors Gary Gressett and
Deer Creek Corporation for supplying
the food and beverages and Buffalo
Wild Wings for their wings and door
prize donations.

-

PERSPECTIVE

WINTER 2010

L CONTINUED ON PAGE 23

)"

A Magazine from the Tuberous Sclerosis Alliance



From the Board Chair . . .

Happy New Year to All My Dear Friends,

Alliance (TS Alliance) and the TSC community. Interest in TSC research

is stronger than ever as other diseases recognize the science of TSC as
a pathway to their own cures, as well as ours. Thanks to the foresight of the TS
Alliance’s leadership, our organization's many alliances include a close-knit grass-
roots community, a dedicated clinical and scientific network and both the National
Institutes of Health (NIH) and the Department of Defense (DoD). We continue to
build our database, which is capturing the patient information needed to keep
our research efforts moving forward. As the TS Alliance lays the foundations neces-
sary to find a cure, it will be of the utmost importance that we continue to work with AS the TS
all our alliances toward our common goal of finding better therapies and treatments

for everyone affected by this disease. Al | | a n Ce |ayS

| have seen first-hand how the efforts of our grassroots community have liter-

ally changed people’s lives. Our online discussion groups provide an abundance the founda‘“ons
of information and an open heart to all those in need of a guiding hand. Our

Community Alliances have selflessly become stewards of vital information and necessary 'to f|nd
resources. They support their surrounding communities and local clinics and . .

raise awareness among their elected officials in Washington, D.C. Through their d cure, It W|” be

special events they raise a significant part of our organization’s funding. By operat-

ing under one national umbrella, our communities ensure the information provided Of the utmOSt

is up to date with the progress of TSC research being conducted here in the United .

States and around the world. |mp0rtance that

The commitment of TSC physicians and scientists in trying to lessen the impact of .
this disease goes far beyond the status quo. Their dedication and involvement creates We C 0 ntl n U e tO
a special bond between them and our community. | am sure you join me in thank- .
ing these TSC heroes for all they do to improve our lives. Their commitment in helping WO rk W Ith a | | O u r
us fulfill our mission is one | feel is unsurpassed in any other medical community. a | | |a nCBS

The TS Alliance diligently advocates for increases in the amount of federal funding nee
focused on TSC research. Throughout the year, we meet with the relevant institutes
at NIH and work to organize the annual grassroots March on Capitol Hill. See the
Government Advocate Update on page 13 to learn more about our legislative initiatives and successes.

The seed grants the TS Alliance awards from its own research program helps many scientists gather the data needed to
apply for the larger federal grants funded by the NIH and the DOD. The TSC Natural History Database, which was started a
little over five years ago, will soon become international in scope. This collection of vital patient information is document-
ing the lives of TSC individuals and will be used to test viable new therapies.

On February 24-25, 2010, members of the Board of Directors and the Chairs of each of our Community Alliances will
gather in Washington, D.C. for the TS Alliance’'s March on Capitol Hill, its Annual Membership and Board Meeting and the
D.C. Food & Wine Tasting event. If you are unable to join in us in Washington, call the TS Alliance or your Community
Alliance Chair and ask about how you can still help in our government advocacy efforts.

Our volunteers truly make all the accomplishments of our organization possible. Each and every one of you has an
opportunity to help the TS Alliance achieve its mission. One important way to support our organization is by helping to raise
the funds that allow us to keep delivering our vital services. Visit our website to make an online donation or to look for a
Step Forward to Cure TSC walkathon, a Comedy for a Cure event or other fundraiser in your area.

Together, we have made huge strides in improving the lives of all those affected by TSC, and by continuing to work
together, we can cross the finish line to a cure.

,_\ s we enter a new decade | see bright horizons for the Tuberous Sclerosis

Celia Mastbaum
celmast@aol.com
(732) 580-6467
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The Amazing Strides in Tuberous

Sclerosis Complex Research

inston Churchill once said,

“Never, never, never give

up.” Those who have sup-
ported tuberous sclerosis complex
(TSC) research have never given up,
and 2009 brought with it new hope
for individuals living with TSC and
for those who will come after us. For
the first time, evidence exists that
research will help not only the newly
born and the newly diagnosed, but
will also have an impact on the lives
of those living with TSC today.

The strides made in TSC research
are truly amazing for a genetic disease
that affects 1 million people world-
wide. In a relatively short period, TSC
research has identified the two genes
that cause TSC, discovered what these
genes do in the human body, and
launched clinical trials. We know that
failure to regulate the protein mTOR
(mammalian target of rapamycin) is
critical to the manifestations of TSC
and lymphangioleiomyomatosis (LAM),
in other diseases where the genes are
involved in the mTOR pathway (for
example, Peutz Jaegher Syndrome,
Cowden’s Disease, Birt-Hoff-Dube
Syndrome). Clinical trials for Peutz-
Jaegher, Sarcoma, Neurofibromatosis 1,
autosomal dominant polycystic kidney
disease (ADPKD), Cowden's Disease,
and many types of malignant cancers
(kidney, brain, pancreatic, lung, etc.)
are all enrolling study participants (go
to www.clinicaltrials.gov).

Clinical Trials for Tumors
in TSC and LAM

Drugs that inhibit or suppress mTOR
(called mTOR inhibitors) are in use
as immunosuppressants, anticancer
agents and antiproliferative agents in
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drug-eluting coronary artery stents.
These medications are also candidate
therapies to address the underlying
molecular pathology in these diseases.
Early clinical trials (Phase I/l clinical
trials) using rapamycin (Rapamune,
Sirolimus) showed reduction in the size
of TSC- and LAM-associated kidney
tumors (renal angiomyolipomas) and
some evidence for reversible improve-
ment in lung function in women with
LAM. Brain tumors were also shown
to decrease in size in individuals with
TSC while on rapamycin in a published
case series. These studies showed that
the tumors decreased in size while on
rapamycin, but regrowth was observed
when the medication was discontinued.

In 2009, multicenter, international
Phase llI clinical trials were launched
to study the efficacy and safety of
treating individuals with TSC with
RADOO1 (Everolimus) to treat brain

A Magazine from the Tuberous

tumors (subependymal giant cell astro-
cytomas) and to treat kidney tumors
(renal angiomyolipomas) in TSC and
LAM. Both trials are blinded, random-
ized, placebo-controlled studies and will
enroll 99 study participants worldwide.
A multicenter clinical trial to study
the efficacy and safety of rapamycin
to treat LAM has completed enroll-
ment, and study results are currently
being analyzed. For more information
about enrolling in a clinical trial, see
the sidebar.

Intellectual Disability,
Autism Spectrum Disorder
and TSC

Autism spectrum disorder (ASD)
is a severe neurodevelopmental dis-
order with many different causes.
Individuals with genetic syndromes
(like TSC), defined mutations and
metabolic disorders account for less

Sclerosis Alliance



than 20% of individu-
als with ASD. However,
interest is growing in the
study of syndromic ASD
because the genetic or
metabolic alteration is
known. One hypothesis
suggests that an imbal-

ance of the excitatory i

and inhibitory input in

will help researchers
identify the underly-
ing causes of the
behavioral disorders
in TSC, as well as to
test potential new
treatments.
Intellectual dis-
ability and learning
deficits are an impor-

the cerebral cortex and

changes in the development of a class
of brain cells called interneurons may
lead to ASD in Fragile X Syndrome
and TSC. The study of genetic and
environmentally modulated epigenetic
factors may soon provide clarity to the
complexities of ASD.

The susceptibility genes for the
majority of cases of ASD are not known,
but two major pathways have emerged
as potentially playing a significant role.
The genes that lead to syndromic ASD
are known for TSC (TSC1 and TSC2),
neurofibromatosis (NF1) and Cowden’s
Disease (PTEN) — all of which play a
role in the mTOR/PI3K pathway which
is associated with abnormal cell growth
and synapses. Mutations in another
set of genes (NLGN3/4, SHANKS or
NRXNT1) alter synaptic function and
lead to intellectual disability, ASD or
Asperger syndrome. As Moss and
Howlin (2009) appropriately point out,
recognition of ASD-like characteristics
in individuals with genetic syndromes
is critical to ensure that they receive
appropriate behavioral management
and educational placement. They also
point out that further research in this
field is needed to more accurately
define the behavioral characteristics,
including ASD, in genetic syndromes
like TSC and Fragile X.

Research in the laboratory of
Michael Gambello, MD, PhD at the
University of Texas Health Science
Center in Houston and funded by the
TS Alliance shows that the loss of the
TSC2 gene in a specific brain cell,
radial glial progenitors, may lead to the
development of the brain lesions seen in
individuals with TSC. This model system

A Magazine from the Tuberous
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tant aspect of TSC.
In 2008, publications showed that
animals with a TSC2 mutation had
improvement in memory and learn-
ing deficits following treatment with
rapamycin. Plans are underway for
clinical trials that will carefully examine
the effect(s) and safety of treatment
with an mTOR inhibitor on memory
and learning deficits in individuals with
TSC. Anecdotal reports and a small
series of adults in the UK who were
treated with rapamycin indicate the
results may be mixed — improvements
in some areas, but worsening of skills in
other areas. Very little is known about
the impact of long-term treatment
with the mTOR inhibitors in individuals
with TSC, particularly in young chil-
dren. Although the side effects of the
mTOR inhibitors are tolerable, they are
not insignificant. Members of the TS
Alliance International Scientific Advisory
Board and Professional Advisory Board
recommend participation in a clinical
trial for the use of the mTOR inhibitors
so all effects of the medication can be
closely documented. Without the data
from these clinical trials, medications
can not be accurately tested for efficacy
and safety, and the TS Alliance wants
to ensure the safety of all individuals
with TSC.

Epilepsy and TSC

In a recent Critical Review and
Invited Commentary in Epilepsia,
Michael Wong, MD, PhD discussed
the role of mTOR in epileptogenesis
including TSC and common acquired
epilepsies. Several animal models
of TSC show abnormal neurological
phenotypes, which are responsive
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to treatment with mTOR inhibitors.
Notably, rapamycin has been shown to
be effective in preventing or reversing
brain abnormalities in these animal
models that may relate to the generation
of epilepsy (Meikle et al., 2008; Zeng et
al., 2008) and learning deficits (Ehninger
et al., 2008). This is very important
for individuals with TSC, because the
effects of the mTOR inhibitors may be
antiepileptogenic rather than simply
seizure-suppressing. In other words, the
mTOR inhibitors may actually prevent
epilepsy rather than stopping seizures.

This is encouraging because it
suggests individuals with TSC who
already have epilepsy may benefit from

treatment with the mTOR inhibitors.
In addition, clinical trials are needed
to determine if individuals with TSC
would respond to early treatment with
mTOR inhibitors that would prevent
the onset of infantile spasms and/or
other types of seizures. Because of the
concerns about the adverse effects of
the mTOR inhibitors on growth and
development, especially for chronic,
long-term use as might be needed to
treat an individual with TSC, controlled
clinical trials are necessary to establish
the efficacy, safety and indications of
mTOR inhibitors in TSC and for other
types of acquired epilepsies.

Summary

TSC research has come so far since
the first TS Alliance research grant was
awarded in 1984. There's every reason

PERSPECTIVE



to be hopeful that new research will
find better treatments for individuals
with TSC, and we will one day be able
to prevent the variety of manifestations
for newborns with the disease. In the
words of the late Christopher Reeves,
“Once you choose hope, anything's
possible.”

TSC research has come so far, and
with more hard word and focused
research we will find new treatments
for TSC — treatments we never imagined
would happen in our lifetime!
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How You Can

t almost goes without saying,
but TSC clinical research requires
participation from people with the
disorder. Luckily, if you're interested
in taking part, you have several
choices, including signing up for the
TSC Natural History Database Project
or enrolling in a TSC clinical trial.
Because TSC affects everyone
differently, the TS Alliance launched the
TSC Natural History Database Project
five years ago to document how the
disorder progresses over a lifetime
in a large number of individuals with
TSC. The information provided by the
database will help TSC researchers
better understand how the disease
affects people over time, perform
research studies using the collected data
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Get Involved in

and, just as important, easily identify
appropriate people with TSC for other
research projects and clinical trials.

The TSC Natural History Database
Project is administered at 15 U.S.-
based TSC clinics and one in Belgium.
Males and females of any age or race
who have TSC may volunteer for
the project if they are cared for by
one of the participating clinics (see
a list of participating clinics on our
website). The TS Alliance is truly excited
about this project’s possibilities and
urges anyone who is able to enroll.If
you have questions or want to receive
a project brochure with more detail,
simply contact Jo Anne Nakagawa
at (800) 225-6872 or inakagawa@
tsalliance.org.
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TSC Research

As mentioned in this month’s cover
article, TSC-focused clinical trials are
yielding meaningful information for
researchers and clinicians. While it's
not possible to list every clinical trial
in this article, the TS Alliance website
features an entire area devoted to
clinical trials that explains what a
clinical trial involves, why you might
want to participate, what happens
during the trial, what are the benefits
of a clinical trial, and much more.
The website also includes a link to a
complete list of current clinical trials
related to TSC.

You can find easily find the “Clinical
Trials” area of the website under the
“For Individuals with TSC” tab on the
left navigation menu.
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Obtain Lifelong Payments
with a Charitable Gift Annuity

s the events we've witnessed in the past few

years begin to stabilize, you may be looking for

something dependable and secure. Fortunately,
a means exists to help you earn lifelong payments and
provide security for your favorite charitable organization:
the charitable gift annuity.

A charitable gift annuity is a simple contract between a
donor and the TS Alliance. The donor makes a donation and
we, in turn, pay the donor a fixed amount of payments each
year for life. With this type of gift, the donor feels secure
receiving a stable annuity that won't vary from year to year.

The donor’s age and the dollar value of the donation
determine the amount the donor receives. The donor can
collect these payments for his or her life, and if the donor
chooses, he or she can have the payments continue for the
life of a second individual. That way, for example, if the more-
financially minded spouse dies first, the widowed spouse can
have peace of mind knowing that the charitable gift annuity
will continue to provide a fixed amount for his or her lifetime.

Gift annuities offer additional benefits besides
secure and stable lifetime payments. They provide
an income tax deduction for the charitable portion
of the gift; a portion of each payment is actually
income tax-free to the donor; and, depending on
the type of asset donated, part of the payment may
be taxed at a lower capital gains rate.

To illustrate these benefits, consider the hypo-
thetical situation of Pete and Deloris, who are both
65 years old. They make a $30,000 cash gift to the
TS Alliance in exchange for a charitable gift annuity at
a rate of 4.9 percent.* The couple receives $1,470 each
year for as long as either one is living. Pete’s and Deloris’
payments do not stop at the death of the first spouse.
Additionally, approximately $917 of each $1,470 payment
is income tax—free to them—Ileaving only approximately
$553 of ordinary income. (After 24.5 years, when they reach
their combined life expectancy, the entire annuity becomes
ordinary income.) The couple can also deduct approximately
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$7,5637 as an income tax deduction on their tax return. Pete
and Deloris are happy with their choice of a gift annuity.
They are able to donate a meaningful gift to the TS Alliance
and give themselves stable and secure lifetime payments.
If you have further questions regarding gift annuities
or are considering making a gift to the TS Alliance, please
contact your professional advisor or call Kari Luther Carlson,
President & CEO, at (800) 225-6872. You may also visit www.
tsalliance.org/plannedgiving for more information.

*This example is based on American Council on Gift Annuities sug-
gested rates, annual payments and a 3.4 percent charitable midterm
federal rate.

© The Stelter Company. The information in this publication is not intended
as legal advice. For legal advice, please consult an attorney. Figures cited

in examples are for hypothetical purposes only and are subject to change.
References to estate and income tax include federal taxes only. Individual

state taxes and/or state law may impact your results.
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Don't Learn the Hard Way . . .

A Story of Struggle and Persistence

Editor’s Note: On May 25, 2002,
Aina and Pat Delorenzo welcomed
a healthy little girl named Gianna
into their family; she joined her
16-month-old brother Patrick. Aina
and Pat were overjoyed to have
two beautiful children. However, by
the fall of 2004, Gianna was staring
a bit more than one would expect,
followed by full-blown, nearly con-
stant seizures threatening her life.
She was soon diagnosed with
tuberous sclerosis complex (TSC).
In 2007, the family began planning
for Gianna to attend kindergarten,
determined that she would be
educated despite having TSC and
ongoing seizures. This is the story
of their multiple confrontations
with the school system to ensure
Gianna’s safety.

n the summer of 2007, we

arranged a meeting at the local

school with the principal, health
aide and teacher to inform them
about Gianna's TSC and to make
sure they understood Gianna may
have seizures in class, so they had to
protect her. Although we were told
Gianna wasn't the only student who
experienced seizures at this school,
panic quickly set in when we were
informed they would not administer
Diastat at school since there was
no staff nurse. Instead, the school
planned to call us and 911. Of course
we were shocked but what choice
did we have? At least we lived near
the school.

On the second day of kindergarten
the school health aide called, saying
she was going to call 911 because
Gianna had a seizure. Luckily, Gianna
was okay, so why call 911? The principal
insisted we remove Gianna from class
immediately so they can prepare a

plan to handle her seizures. We were
in disbelief as we thought the initial
meeting would ensure none of this
would happen.

Soon Gianna was back in class
but she was not able to academically
handle the work. |EP testing began and
confirmed the need for special educa-
tion, which was good news, because
Gianna would obtain the help we knew
she needed! We certainly began to
understand what other parents meant
when they said, “Beware, because
schools will not do anything for your
child unless forced to.”

Unfortunately, our nightmare had
only just begun. Since our local school
provided no special education classes,
Gianna was transferred to a school
in the next town. We met with its
principal, special ed teacher, regular
class teacher, other specialists and
the district nurse. We handed them
the Diastat but it was refused. The
nurse said they couldn’t administer

the medication but would call 911 if
needed. Discouraged, we could only
pray Gianna would not need her Diastat
while at school.

How could this be possible? We
lived each day in fear. What if a pro-
longed seizure occurred — would 911
get there in time before any permanent
damage or worse?

In March 2008 during an IEP meet-
ing, | pleaded, pounding on the table
for school officials to “please administer
the Diastat. | don’t care if the janitor
uses it on her; just save my daughter’s
life if need be as waiting for 911 may kill
her.” Unfortunately, we were told time
and again that school policy didn't allow
them to administer the medication.

Later, when we attended an
Epilepsy Alliance of Orange County
monthly support meeting, we were
clearly told, “It's the law: your school
must provide someone in the absence
of a nurse to administer medication.”
My wife and | were stunned, wondering
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why the school and the district nurse
didn't inform us about Gianna'’s rights
or, just as important, provide the proper
documents for our doctor to complete?

We immediately had Gianna's doc-
tor sign the forms. Once signed, the
school would have train people to
administer Gianna's Diastat as per
the authorization forms. We took the
forms as well as copies of the state
and federal requirements into an |EP
meeting in November 2008 with the
same previous people representing
the school and the same nurse. The
room was silent, like a poker game
with everyone looking around at each
others’ eyes, and no one said a word
as | handed over the paperwork and
Gianna's Diastat once again. All along
they could have, and should have
as required by Federal guidelines,
protected our child but chose not to
until we became educated parents.

In December 2008, after a year
and 3 months of the school and or
district nurse risking our child’s life,
we believed our nightmare was finally
over. More forms were signed and
three people were trained to administer
Diastat! Relieved, our daily stress began
to subside knowing Gianna would be
properly protected at school.

This past summer prior to taking
our first family vacation in years, we
had Gianna's Independent Student
Health Plan (ISHP) paperwork signed,
updated and sent to the district nurse.
We enjoyed a fabulous family trip to
Hawaii, something Gianna spoke of
in the months prior like she had been
there before and could not wait to
return!

When we got back from vaca-
tion, | got email upon with a vague
notice from the same district nurse that
included a letter from a local hospital.
The nurse asked for “our thoughts and
plans for Gianna based on the letter.”
| simply replied that we were content
with our existing signed IEP and ISHP
and expected them to be followed.
The IEP, at least in California, is like
a signed contract, not to be broken
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or changed without mutual written
agreement. Nonetheless, we were
concerned and wanted an explanation
but it never came.

On the second day of class
Gianna had a major seizure. Her
long-time teacher knew the seizure
was stronger and more violent than
usual. Unbeknownst to us, however,

The peaceful calm of that tropical
family vacation was shattered. The
unbearable stress was back, along with
extreme anger. The principal again said,
“Sorry, it's just school policy and nothing
personal. | will hold your daughter’s
Diastat, but unless a nurse happens to
be here we can't use it.” Immediately |
began to bombard the district superin-

Relieved but incredibly shocked, and
fearful for all the other children state-
wide whose parents may not be aware
of the subtle but potentially deadly
implications of that vague ambiguous
email, Aina and | took it upon ourselves

to get the word out.

all schools in California had been
instructed about a new state-wide
policy restricting anyone previously
trained by a district nurse from admin-
istering Diastat. The teacher called 911,
but the seizure luckily stopped before
paramedics arrived 5 minutes and 21
seconds later per their report.

r

-

tendent and its health and safety director
with protestations, as it was clear this
principal was not willing to honor the
signed documents and follow the law.

| then contacted state and federal
agencies about the Americans with
Disabilities Act and was finally directed
to the Epilepsy Foundation of America,

i
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which referred me to the local office of
Disability Rights California, an organiza-
tion that assists in civil rights issues and
special education law. | also contacted
an attorney familiar with our school
district. Within two days, a licensed
nurse was placed at Gianna's school
under the premise that it was temporary
until this new statewide issue got
straightened out and our district came
up with a plan.

Relieved but incredibly shocked,
and fearful for all the other children
statewide whose parents may not be
aware of the subtle but potentially
deadly implications of that vague
ambiguous email, Aina and | took it
upon ourselves to get the word out.
We sent multiple emails to all we
knew, anywhere and everywhere. | also
began contacting media outlets and the
Orange County Register, our local major
paper. Its education reporter listened,
investigated all sides of the issue, and
wrote a major article, which to our
surprise showed up as the front-page
cover story!

At the same time, the Disability
Rights staff offered several in-depth
phone consults and a complete manual
of special education services and
rules. These conversations and state
guidelines proved yet again the school

could have and should have offered us
another additional protection for Gianna
right upfront but chose not to do so. |
wondered why this protection was not
offered? In my opinion, it was because
we didn’t know to simply say, “You
must do this, because it's the law.”

We continued to gather additional
facts and information for a special
meeting at the district office with
another district nurse, several other
district officials and Gianna’s principal.
They informed us they were going to
implement a district-wide training plan
for Diastat administration and assured
us a nurse would stay at Gianna's
school until all was worked out.

We then requested a nurse or
trained aide be placed on the bus to
and from school for Gianna. Because
we educated ourselves, we knew in
advance that the school bus is deemed
a related service and an extension
of school responsibility to our child.
Although a meeting participant said
no other children with Diastat orders
on the buses have an aide, we simply
provided California code and told them
we were taking Gianna off the bus
until they could properly protect her
as required by law.

| also got a call to do an interview
on the Good Morning LA TV show

Are You an Independent or

Semi-Independent Adult with TSC?

Please join the

TS Alliance TSC Adult
Task Force for

Free Adult
Informational Calls

PERSPECTIVE

Call-In number: 866-613-5223
Access Code: 4334003#

When: Sunday, February 21, 2010
Time: 4:00 P.M. EST

Topic: The Lighter Side of TSC

Presenter: Mark Martin

after the newspaper article got their
attention. About 2 weeks later and the
day before we were to be interviewed
live at the school, the phone rang. The
school district called and agreed to
have a nurse ride the bus to and from
school with Gianna.

Once again the stress began to
subside, although our struggle was
hard, long and stressful. We have now
achieved everything we feel neces-
sary to provide a fair, safe and equal
opportunity for Gianna to attend school
without risking her life in so doing.

Unfortunately we now know many
states besides California have issues
regarding Diastat administration.
Calling 911 is not acceptable when a
doctor’s order requires Diastat sooner
than paramedics can arrive. We share
this story with you, because we blindly
sent our child off to school believing
everything we were told and that
schools would always do the right thing
for every child. Of course, we soon
found out how very wrong we were.

In the end, it’s up to parents to find
the many existing tools and resources
to ensure our children’s safety. Please
learn from our struggle. The saying,
“A good defense is the best offense,”
could not be any truer when it comes
to protecting your child at school.

Future Adult Informational
Call Dates (fopics and speakers
to be announced later):

March 21 - April 18 -

May 16 - June 20 (4:00 P.M. EST)

For more information, contact
Dena Hook at (800) 225-6872.
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Government
Advocacy
Update

Congress Approves $6
Million for the Tuberous
Sclerosis Complex
Research Program (TSCRP)

On December 19, the House and
Senate cleared the final version of
the Department of Defense (DoD)
Appropriations Act for fiscal year 2010.
This legislation, which was signed
into law on the same day, includes $6
million for the TSCRP administered by
the DoD. This is a truly remarkable
accomplishment in a year when many
federal government programs experi-
enced steep cuts. Congress has now
appropriated a total of $29.5 million to
the TSCRP since its inception in 2002.

Our success is due in large part
to the TS Alliance's year-long grass-
roots efforts on behalf of our “Dear
Colleague” letter funding request spear-
headed by Representatives Loretta
Sanchez (D-CA) and Gary Miller (R-CA)
and Senators Sherrod Brown (D-OH)
and Mike Crapo (R-ID.

National Institutes of
Health (NIH) Funding
Finalized

In late December, Congress
also cleared the Consolidated
Appropriations Act, which includes
funding for many federal agencies,
including the Department of Health
and Human Services (HHS). This
legislation provides $31 billion ($692
million or 2.2 percent more than last
year) to allow the NIH to continue to
invest in biomedical research.

As in previous years, the TS Alliance
successfully advocated for the inclusion
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of NIH report language in the House
and Senate versions of this legislation.
These committee reports recognize the
potential of NIH-funded TSC research
to reveal a better understanding not
only of TSC, but also more prevalent
disorders such as autism, epilepsy
and cancer. Because of the “gate-
way"” potential of TSC research into
these disorders, the House and Senate
Appropriations Committees have
encouraged “a significant strengthen-
ing of TSC research at all relevant NIH
institutes, and stronger coordination of
this effort through the Trans-NIH TSC
Coordinating Committee.”

Annual March on Capitol
Hill Scheduled
for February 24

The success stories described above
are directly attributable to the grassroots
actions of our patients and families.
These activities are centered around
our annual March on Capitol Hill, which
will take place February 24, 2010. If
you have not already signed up to
attend, please do so. You can make a
difference by coming to Washington,
meeting with your elected officials,
telling your personal story, and asking
them directly for their help. If you are
unable to join us for the March, please
consider visiting the local district offices
of your elected officials and sending a
letter of support to your congressional
representatives in D.C. Be sure to
review our online Advocacy Tool Kit
under the website’'s “Government
Relations” section for sample letters
and emails.

TS Alliance Staff
Contact Information

All staff can be contacted by email or by calling
the office toll-free phone number: (800) 225-
6872. Staff members are available for assistance
in finding resources and/or to answer any
questions you may have. Note: To email a staff
member, use First Initial Last Name @tsalliance.
org or Info@tsalliance.org.

Kari Luther Carlson
President and Chief Executive Officer

Gail Alexander

Senior Manager of Operations

Executive support and oversight of office
operations

Tyler Hoffman

Database Coordinator

Database management and development
support

Dena Hook

Director of Advocacy and Education
Constituent support and advocacy, community
outreach and educational initiatives

Jaye Isham

Senior Director of Marketing and
Communications

Strategic communications and marketing,
media relations and online strategy oversight

Jo Anne Nakagawa

Director of Clinical Projects

Development and implementation of the TSC
Clinical Database Project and TSC clinics liaison

Mary Jane Perraut
Controller
Financial management and oversight

Jenny Smiley
Director of Community Outreach
Volunteer program and special events oversight

Katie Smith

Science Coordinator

Science and medical administrative support
and coordination

Dee Treimer
Community Outreach Manager
Volunteer management and support

Vicky H. Whittemore, Ph.D.
Vice President and Chief Scientific Officer
Scientific affairs and medical outreach




TSC Clinics “Up Close”

he Tuberous Sclerosis Alliance

recognizes 27 medical prac-

tices in the U.S. that provide
coordinated specialty care to persons
with TSC through their clinic or
through a network of referrals. Each
TSC Clinic is directed by a licensed
physician who holds a medical
specialty certification, generally in a
subspecialty related to a TSC-related
condition. This article continues a
series about these TSC Clinics with
an introduction to the healthcare
professionals who staff them and
highlights about the clinics.

The Tuberous
Sclerosis Clinic at
the University of
Texas Houston
(UTH)

TSC Clinic Director Hope Northrup,
M.D. is professor and Director of
the Division of Medical Genetics in
the Department of Pediatrics at The
University of Texas Medical School
at Houston. Her interest in tuberous
sclerosis complex (TSC) began ser-
endipitously in 1987 while she was
completing her subspecialty training in
genetics at Baylor College of Medicine
in Houston.

One of her mentors called and
asked, “What are you doing this week-
end?” A few days later, she was on
a plane to Utah, where she spent
a day-and-a-half collecting blood
samples from 45 members of a multi-
generational family affected by TSC.
This experience not only fueled her
research interests but also motivated
her to some day open a clinic to help
those affected by TSC.

Nearly two decades after her week-
end “TSC blood-sampling” experience,
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Dr. Northrup opened the Tuberous
Sclerosis Clinic at UTH in October 2006
with a core team that included a nurse
coordinator, a pediatric neurosurgeon,
and a pediatric neurologist. In July
2007, Mary Kay Koenig, M.D. joined
the neurology faculty after complet-
ing her subspecialty training at the
University of Texas in Galveston and
enthusiastically assumed the role as
the Clinic Co-Director.

When asked about her working rela-
tionship with Dr. Koenig, Dr. Northrup
remarks, “Good chemistry! I'm more of
a traditionalist, whereas Dr. Koenig is
someone who thinks outside the box.”

Together they follow anywhere from
80 or more children and adults with
TSC in their clinic one or more times
per year. Many come from West and
Central Texas, as well as the southern
Rio Grande Valley region. Others travel
from neighboring Louisiana. Patient
education is an important aspect of
the clinic so when molecular (DNA)
testing is performed, Dr. Northrup
makes certain she spends enough time
with the family to review the results
and answer questions. In addition to
this one-on-one meeting, each family
receives a letter summarizing the infor-
mation discussed. She and Dr. Koenig
address any unanswered questions at
the follow-up visit.

In June 2009, Joan Roberson, R.N.,
B.S.N. joined
the clinic team

about the clinic and to schedule an
appointment. Because the average
“wait-time” to get a new patient
appointment is two months, Joan does
the initial screening to assess whether
the patient’'s condition may require
attention sooner than the next available
appointment. She meets with patients
in clinic, collects their medical records,
coordinates the scheduling of their
tests, returns their phone calls between
visits, and also devotes significant time
to research projects conducted by Drs.
Northrup and Koenig.

One research project is the TSC
Natural History Database Project
sponsored by TS Alliance. Another
is an investigator-initiated clinical trial
called “Topical rapamycin therapy to
alleviate cutaneous manifestations
of tuberous sclerosis complex and
neurofibromatosis 1 (NF1).”

Dr. Northrup has successfully built
a network of specialists who share her
interest in TSC. Her multi-disciplinary
team includes pediatric and adult
specialists in more than 14 clinical areas
affected by TSC, such as cardiology,
dermatology, epilepsy, nephrology
(pediatric), neurosurgery, ophthalmol-
ogy, behavior psychiatry, pulmonology,
and plastic surgery. E-mails and group
meetings keep everyone up-to-date
on current clinical practices and new
advances in TSC research.

Front Row (L-R): Gurur Biliciler-Denktas, M.D;

Kit Sing Au, Ph.D;; Mary Kay Koenig, M.D; Hope

as its Clinical
Research
Coordinator.
She is the first
team member
who most
new patients
with TSC
come in con-
tact with for
information

M.D., Ph.D.; Audrey Woerner, M.D.

Samuels, M.D.; Ali Denktas, M.D.
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Northrup, M.D.; Joan Roberson, RN
Middle Row (L-R): Marc Rhoades, M.D.; Keely
Smith, M.D.; Cindy Jon, M.D.; Michael Gambello,
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Back Row (L-R): Sonja Randle, M.D.; Joshua
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University of Texas Medical School
students also benefit from the presence
of the clinic. About 25% of them spend
part of their training in the clinic, where
they have the opportunity to meet
patients affected by TSC. Dr. Koenig
reports many of them are unaware
of the neurological manifestations
associated with the disease, so part of
their rotation through the clinic includes
lectures. She and Dr. Northrup also
mentor medical genetic residents and
fellows as well as genetic counseling
trainees who also rotate through the
clinic.

To round out the services offered
at the clinic, Drs. Northrup and Koenig
and Joan provide information to new
patients about the TS Alliance and the
local Community Alliance, which serves
the greater Houston metropolitan
region and southeast Texas. Along with
several of their colleagues, they also
volunteer to take part in local fundrais-
ing events, TSC research conferences,
and Meet the Expert gatherings, which
benefit the TSC community.

The Tuberous
Sclerosis Clinic at
the Hospital of
the University of
Pennsylvania

The Tuberous Sclerosis Clinic
at the University of Pennsylvania in
Philadelphia (TS Clinic at PENN) is co-
directed by Adult Neurologist and Basic
Science Researcher Peter B. Crino,
M.D., Ph.D. and Medical Geneticist
Katherine L. Nathanson, M.D. Nurse
Practitioner Amanda Krause, M.S.N.,
C.R.N.P. is the Clinic Coordinator.
The clinic cares for patients 12 years
through adulthood and refer those
under age 12 to Children’s Hospital of
Philadelphia.

The scarcity of medical and psy-
chosocial services for adults with TSC
motivated Dr. Crino to open a clinic
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in 2001 expressly for
them. He recounts, “It
was really the patients
who told me that once
they reached 18,
they were no longer 4
able to access TSC
care through their
pediatricians”

His colleague, Dr. Nathanson, is
board-certified in medical genetics and
internal medicine. Her areas of inter-
est span a wide spectrum of genetic
disorders including TSC. She provides
care to those patients and families who
need counseling in genetic testing, fam-
ily planning, and other related issues.

“I've been interested in TSC since
my neurology residency,” remarks Dr.
Crino, who met patients with TSC who
were undergoing epilepsy surgery and
had the opportunity to examine brain
tissue removed during these surgeries.
His medical training not only led to his
clinical interest but also is the basis for
much of the research he performs in
his laboratory.

When he and Dr. Nathanson initially
started seeing patients, the biggest
challenge was “getting the word out”
about their designated TSC clinic. They
hope to expand their outreach through-
out Pennsylvania, New Jersey, and
Delaware, where most of their current
patients reside. The clinic increased the
availability of follow-up appointments
after Amanda joined the team a little
more than two years ago. New patients
contact them by e-mail, the hospital
website, or through a referral from
their physician.

“Any patient who is having trouble
getting an appointment should call
my office directly,” asserts Dr. Crino.
“For their first appointments, a new
patient should expect to spend up
to 90 minutes or longer and should
bring medical records, MRIs/CT scans,
clinical reports, lab work, and doctor’s
office notes.”

He emphasizes the importance
of making sure the diagnosis of TSC
is correct according to published
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criteria, which means
a thorough history
is obtained and a
physical exam is
performed during the
first visit. Once this
is confirmed, they
decide what the most
appropriate treatment
approaches are for the organ systems
involved and refer patients to clinicians
within their network of specialists
who can manage almost any possible
complication related to TSC. New
patients and their families are given
ample time to ask questions.

Dr. Crino believes the clinic is spe-
cial because, “First, our patients are
remarkable individuals. Each of us is
continually impressed and humbled
by the efforts patients make against
the effects of TSC every day. Whether
it is epilepsy, LAM (lymphangioleio-
myomatosis), or kidney problems,
most are continuously optimistic and
hopeful. Even when things are bleak,
their spirit and their family support is
unparalleled.”

He is also proud of the synergy
between the clinicians within their
network of specialists. He says they
frequently discuss patients by phone,
e-mail or in conference. “All of us
maintain a singular mission of improv-
ing the lives of our TSC patients,” he
says. He adds they have joint monthly
meetings with the LAM Clinic at PENN
to discuss individual cases as well as
new directions in clinical TSC care or
research. This collaboration is one way
they strive to provide the best possible
care to their patients.

For the past 10 years, Dr. Crino has
actively participated in TS Alliance-
sponsored Meet the Expert and
research meetings. “l believe these
meetings provide stimulating and
enjoyable opportunities to meet TSC
patients and families,” he says. “To
be honest, | always learn something
new about TSC when | talk to families
at the Meet the Expert sessions. They
are very rewarding.”

PERSPECTIVE



Tuberous Sclerosis Complex:

Improving the Molecular Diagnosis

By Corey Braastad, Scientist and Manager
of Operations, Athena Diagnostics

Jeff Jones, Director of Laboratory
Operations, Athena Diagnostics

Sat Dev Batish, PhD, FACMG, Sr. Lab
Director, Athena Diagnostics

ou may have many ques-
tions about whether to sub-
mit a simple blood sample
for molecular testing at Athena
Diagnostics to confirm a clinical diag-
nosis of tuberous sclerosis complex
(TSC). A genetic diagnosis of TSC can
confirm that the clinical diagnosis
was accurate, helps family planning
decisions, and provides guidance
for a treatment plan. The molecular
testing service performed by Athena
is recognized as the industry “gold
standard.” The tests are accurate and
reliable with technical sensitivities of
>99% for the gene regions tested.
Yet some individuals with a clini-
cal diagnosis of TSC have received

If you were tested

before ...

...then the chances of finding
the molecular cause of your

“normal” results. Why does that hap-
pen? The “clinical sensitivity” is the
proportion of TSC patients in which
the causative mutation is detected,
and is limited by the specific gene
regions tested and the limits of scien-
tific knowledge on the full spectrum
of causative factors. With the most
current version of the test (launched
in Jan 2010), the clinical sensitivity is
up to 82%, meaning that about 18% of
individuals with TSC have a mutation
outside of the genetic region tested.
The clinical sensitivity has increased
over time as the scope of the molecular
test has expanded (see the table below),
thereby improving the testing service.

The earlier the testing was done, the
lower the clinical sensitivity and more
likely the disease causing mutation
was not detected.

If the results of your Athena TSC
Evaluation were “normal,” you may
want to consult with your clinician
to determine if additional testing is

TSC symptoms was...

appropriate now that clinical sensitivity
is increased again. With the availability
of new test components, your clinician
can determine what additional testing
may be right for you.

In addition to making improvements
in the clinical sensitivity of the test,
a program called Access Athena®
was developed to make the testing
process easier and more affordable.
Athena works directly with insurance
companies to achieve the maximum
reimbursement, thereby potentially
reducing the cost to the patient. The
Patient Protection Plan limits a patient’s
responsibility to no more than 20%
and is available to most patients with
commercial insurance. Access Athena
also offers an optional blood draw
service. Athena can send someone to
the patient’s home or to a local draw
site to get their specimen drawn at
no additional cost. To find out more
about Access Athena, visit www.
AccessAthena.com.

...because Athena testing included...

September 2002 unclear * Testing was only available on a research basis
October 2005 64-75% * TSC1 and TSC2 full gene sequencing
January 2010 69-80% * TSC1 and TSC2 full gene sequencing

* TSC2 deletion testing
Athena’s NEW 71-82% * TSC1 and TSC2 full gene sequencing

Complete TSC
Evaluation

* TSC2 duplication/deletion testing
* TSC1 deletion testing
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TS Alliance of Atlanta/N. Georgia
May 15, 2010
Marietta Square Atlanta, GA

TS Alliance of Arizona
May 1, 2010
El Dorado Park, Scottsdale, AZ

TS Alliance of Connecticut
June 5, 2010
Rothberg Institute Guilford, CT

TS Alliance of the Dallas/Ft. Worth Area
May 15, 2010
Frisco Commons Park Frisco, TX

TS Alliance of the Delta Region
May 1, 2010
Lafreniere Park Metairie, LA

TS Alliance of Greater Alabama
April 10, 2010
Emmet O'Neal Library Mountain Brook, AL

TS Alliance of Greater Chicago
May 22, 2010

Busse Woods Forest Preserve Elk Grove, IL
May 22, 2010

Lake Storey Recreation Area Galesburg, IL

TS Alliance of Houston
May 15, 2010
MacGregor Park Houston, TX

TS Alliance of Indiana
May 1, 2010
Forest Park Noblesville, IN

TS Alliance of Intermountain West
May 8, 2010
Liberty Park Salt Lake City, UT

TS Alliance of Michigan
June 12, 2010
Granger Meadows Park, Lansing, Ml

TS Alliance of Ohio
May 22, 2010
Centerville High School Track Dayton, OH

TS Alliance of the Pacific Northwest Region
May 22, 2010
Sand Point Magnuson Park Seattle, WA
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Upcoming Major Events

TS Alliance of the Pacific Northwest
Region

May 23, 2010

Mt. Tabor Park Portland, OR

TS Alliance of Rocky Mountain Region
May 22, 2010
EB Rains Park Northglenn, CO

TS Alliance of Southern California
May 15, 2010
El Dorado Park Long Beach, CA

TS Alliance of St. Louis & S. lllinois
June 5, 2010
Cliff Cave Park St. Louis, MO

TS Alliance of the Upper Midwest
May 8, 2010
Pasley Park, Sioux Falls, SD

May 16, 2010
Como Park St. Paul, MN

TS Alliance of Western Pennsylvania
June 26, 2010
Brady’s Run Park Beaver Falls, PA

Are you interested in organizing a walk
in your community?

The TS Alliance needs volunteers to chair walkathons in
the following locations: Sacramento/Northern, CA; Virginia;
Omaha, NE; San Antonio, TX; and Sarasota, FL. If you are
interested, please contact Jenny Smiley at (800) 225-6872
or jsmiley@tsalliance.org.

For more information about Step Forward to Cure TSC,
visit www.StepForwardtoCureTSC.org today!

Comedy for a Cure
Hollywood

April 11, 2010

Boulevard3 — Hollywood, CA
Performances by Ray Romano
and Larry Miller

Comedy for a Cure

New York y.
May 6, 2007

M2 Lounge — New York City, NY

Honorary Chair Julianne Moore and special appearance
by Rachael Ray

For more information, please contact Jenny Smiley at
jsmiley@tsalliance.org or visit www.ComedyforaCure.org.
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Honorariums (August 2009 — December 2009)

You can honor a friend or family member for an important occasion with a gift to the TS Alliance. It is a wonderful way to
send a birthday or anniversary wish, or congratulations for retirement, a job well done, graduation, etc. Please include the
name and address of the individual being honored so that acknowledgement of your kind donation can be sent. Tuberous
Sclerosis Alliance honorarium cards are also available if you would like to make a gift in honor of family, friends, or col-
leagues. To receive tribute cards, call Tye Hoffman at (800) 225-6872 or by email at thoffman@tsalliance.org. In addition
you can also create your fundraising page in honor of a special occasion at www.tsalliance.org.

Tribute(s) for Sean Aaberg

Mr. and Mrs. Jeff Aaberg

Tribute(s) for Robinson G. Adams

Mr. and Mrs. Howell Adams Jr.

Mr. and Mrs. Marion S. Adams, Jr.

Tribute(s) for Henry Albers

Mr. and Mrs. William G. Vreeland 1l

Tribute(s) for Rocco Alex

Marisa Antonini Foundation

Mr. and Mrs. Rocco Spinoso

Tribute(s) for David C. Anderson

Ms. Carol L. Anderson

Tribute(s) for Joyce Anderson

Ms. Carol L. Anderson

Tribute(s) for Bladen D. Arndt

Ms. Dianne Kirschke

Royal Arcanum Detroit Council,
#21A

Tribute(s) for Dulla Athenais

Mr. and Mrs. Daniel P. Barrows

Tribute(s) for Milly Augustine

Ms. Jeanne A. Augustine

Tribute(s) for Michael Aycox

Mr. and Mrs. and Mrs. Michael
Aycox

Tribute(s) for Xavier Barr-Malec

Mr. Arien Malec and Ms. Kristin Barr

Mr. and Mrs. Robert E. Newlin

Tribute(s) for John R. Beattie

Miss Laura Beattie

Tribute(s) for Daniel Beldner

Mr. and Mrs. F. L. Anthony

Associated Retinal Consultant, PC

Beacon Wealth Management, LLC

Mr. and Mrs. Richard Beldner

Mr. and Mrs. Michael Bergstein

Dr. and Mrs. Richard B.
Bloomenstein

Mr. and Mrs. Richard Chun

Fidelity Brokerage Services, LLC

Mr. and Mrs. Richard Gerstman

Mr. and Mrs. Stanley Komaroff

Mr. and Mrs. Joel Kopelman

Ms. Rita R. Krell

Mr. and Mrs. Martin A. Lebson

Mr. Robert H. Leibel and Ms.
Dorothy Roskam

Dr. and Mrs. Theodore N. Marks

Mr. Frederic Marton and Mrs. Nina
Zubkoff

Dr. Arthur Peck

Ms. Hilda Reutlinger

Mr. Stanley M. Speagel

Mr. and Mrs. Peter Starer

Mr. Peter A. Whitman

Dr. Charles Wuhl

Tribute(s) for Keenan Best

Mr. and Mrs. Robert C. Best

Tribute(s) for Jacob Blood

Ms. Carla M. Krebs

Dr. William Simko
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Tribute(s) for Stephanie Boleen

Mr. Keith Moore

Tribute(s) for James B. Bolger

Mr. and Mrs. Alan K. Anderson

Mr. and Mrs. Ronald Hillary

Mr. and Mrs. Stephen & Carolyn
Madden

Mr. Kelley Stinebower

Mrs. Judy Wilt

Tribute(s) for Jim Bolger

Mr. and Mrs. Thomas J. Bolger

Mr. and Mrs. Rick Carrow

Tribute(s) for Matt Bolger

Ms. Harriet Miller-Brown

Tribute(s) for Frank Boswell

Mr. Payson Matthews

Tribute(s) for Brandon Brancel

Mr. and Mrs. Ben Brancel

Tribute(s) for Anthony Brewer

Ms. Nancy DeVico

Ms. Caren Mack

Mr. Devin Monahan

Mrs. Kristin 0"Neill

Mr. Robert J. Yankanin

Tribute(s) for Krista Bukowski

Ms. Audrey V. Bukowski

Tribute(s) for Kelsi J. Buren

Mrs. Jacquelyn Britt

Tribute(s) for Emilee T. Busel

Mr. and Mrs. Harvey J. Busel

Tribute(s) for Sarah Carewicz

Ms. Alicja Carewicz

Tribute(s) for Sanford Cascade

Mr. and Mrs. Josef Bismanovsky

Tribute(s) for Jimmy R. Caulk

Mr. and Mrs. Richard Caulk

Tribute(s) for Justus Chernow

Mr. and Mrs. Scott Feinstein

Tribute(s) for Harry A. Chess

Mr. and Mrs. and Mrs. Howard
Babbitt

Tribute(s) for Nicholas P. Chess

Dr. and Mrs. Daniel Chess

Dr. and Mrs. Mark Perezous

Mr. and Mrs. Michael F. Scaliti

Tribute(s) for Elizabeth A.
Christensen

Ms. Kim R. Armstrong and Ms.
Joyce C. Armstrong

Tribute(s) for George C.
Christensen

Ms. Kim R. Armstrong and Ms.
Joyce C. Armstrong

Tribute(s) for Liam M. Coady

Mr. and Mrs. Thomas J. Coady

Tribute(s) for Bailey Cole

Mr. and Mrs. Barry C. Visioli

Tribute(s) for Bradley K. Cole

Mr. Mike Smith and Ms. Pat Hagins

Tribute(s) for Sally Conner

Mr. and Mrs. William D. Conner

WINTER 2010

Tribute(s) for Mary T. Corbett
Mr. Robert Bloom

Tribute(s) for Maureen B. Corry
Mr. and Mrs. Patrick J. Roche Il
Tribute(s) for Brent L. Cousino
Mrs. Carolyn S. Cousino
Tribute(s) for Christopher Daly
Mr. and Mrs. James J. Boyle, Jr.
Tribute(s) for Nathan M. Darney
Docu-Rom Inc

Tribute(s) for Law Davis

Ms. Lori J. Blum

Mr. and Mrs. Lawrence G. Offill
Tribute(s) for Dane Dawson
Anonymous

Ms. Kathleen Dawson

Mr. and Mrs. James K. Padlock
Mr. and Mrs. James F. Riese

Mr. and Mrs. Francis J. Singer
Mr. and Mrs. David Winnen
Tribute(s) for Olivia Elizabeth W. Day
Mrs. Michael Hogan

Tribute(s) for Josh de Guzman
Mrs. Melissa Hutchings
Tribute(s) for Patricia Heaton
WebMD

Tribute(s) for Cole Denharder
Mr. and Mrs. Cornelius DenHarder
Tribute(s) for Justyne Desmidt
Mrs. Elisabeth DeSmidt

Mrs. Jeanee Hoffman

Tribute(s) for Jacob E. Dickison
Mr. and Mrs. John G. Torkelson
Tribute(s) for Owen Dietrich
Mrs. Joan Dietrich

Tribute(s) for Isabella Diez

Mrs. Barbara J. Beachler
Tribute(s) for Patrice L. Elacqua
Mr. James Elacqua

Tribute(s) for Rachel Emerson
Dr. Sejal Parikh

Tribute(s) for Lauren E. Emge
Mrs. Janet Emge

Tribute(s) for Joseph Erie

Mrs. Alice Erie

Tribute(s) for Maggie M. Escobar
Mr. and Mrs. Ken Escobar
Tribute(s) for Ann Farley

Mr. Kevin Vogel

Tribute(s) for Kristen Fink
Quickbook Services

Tribute(s) for Preston Fitzgerald
Anonymous

Tribute(s) for Christopher Flood
Mr. and Mrs. John C. Flood
Tribute(s) for Kelley D. Fox

Mrs. Michelle Browne

Tribute(s) for Matthew Fox

Mr. and Mrs. Mark Fox
Tribute(s) for Nathan P. Geraghty
Mrs. Barbara Bienhoff

A Magazine

Tribute(s) for Alex Gershon

Ms. Nancy L. Gershon

Tribute(s) for Jared Goldstein

Mr. and Mrs. Gerald Friedman

Tribute(s) for Colleen Goodrich

Dr. John M. Grandizio

Mr. Frederick V. Stapleford Il

Tribute(s) for Evan Gordon

Mr. and Mrs. Gerald Friedman

Tribute(s) for Shannon Grandia

J &H Asset Property Mgmt. Inc.

Ms. Nancy J. Rose

Tribute(s) for Taylor M. Gruszka

Teach Me Tutoring School

Tribute(s) for Shannon Hackley

Mr. John S. CooperTribute(s) for
Jade C. Hahn

Ms. Alison R. Wroblewski

Tribute(s) for Payten Hammond

Jennings Investments, LC

Tribute(s) for Nicholas S. Hapstack

Mr. and Mrs. Richard J. Hapstack

Mr. and Mrs. Ken 0'Malley

Tribute(s) for Anna Hathaway

Anonymous

Mrs. Sharon L. Hathaway

Mr. and Mrs. James J. Santos, Jr.

Tribute(s) for Patricia Heaton

WebMD

Tribute(s) for Anne Heilman

Mr. and Mrs. Alan Wise

Tribute(s) for Sidney Heller

Mrs. Anne Heilman

Tribute(s) for Shawn Higgins

Higgins MobileHomes, Inc.

Mr. and Mrs. Robert E. Higgins

Tribute(s) for Mathew Hillier

Mr. and Mrs. C. Anthony
Whittingham

Tribute(s) for Christy Hobart

Ms. Daina Johnson

Tribute(s) for Elise Hoersch

Mr. Jeffrey Hoersch

Tribute(s) for John C. Hollan

Mr. and Mrs. Glen L. Flurry

Tribute(s) for Karyn Honderd

Mr. and Mrs. Ralph J. Honderd

Tribute(s) for Jake Horner

Mrs. Virginia Horner

Tribute(s) for Hannah L. Hoslet

Mr. and Mrs. Bill Dabbs

Mr. and Mrs. William B. Orr

Ms. Mabel Unsinn

Tribute(s) for Benjamin Hutchinson

Anonymous

Mes. Patricia W. Cochran

Mr. and Mrs. Michael J. McGowan

Tribute(s) for Alison B. Hyman

Mr. and Mrs. Stevan Strom

Tribute(s) for Cindy Hyman

Mr. Howard Margolis

from the Tuberous

Tribute(s) for Kevin Jackson

Dr. and Mrs. Kenneth Keusch

Tribute(s) for Ariana James

Ms. Sally James

Tribute(s) for Carter J. Janowicz

Mr. and Mrs. Joseph Janowicz

Tribute(s) for Annie Johnson

Anonymous

Ms. Menda Ahart

Mr. and Mrs. David S. Alden

Mr. Philip M. Anders

Ms. Dolores Berglund

Mr. Clarence Bielawski

Mr. and Mrs. Kenneth Boehm

Mr. and Mrs. Peter A. Bogatyr

Mr. and Mrs. William E. Braunlich

Mr. and Mrs. Allan S. Chandler

Mr. and Mrs. Edmund P. Crump

Downey Publishing Inc.

Ms. Teresa Franklin

Mr. and Mrs. James W. Gilley

Mr. and Mrs. Carl L. Godman

Mr. and Mrs. Robert Graham

Mr. and Mrs. Edward W. Grange

Mr. and Mrs. James A. Graves

Mrs. Gwyneth Hallet

Mr. Edward J Hanley

Mr. and Mrs. Jim Hauck

Mr. Ralph Hillman

Mr. and Mrs. Frank Holzman

Mr. and Mrs. Henry J. Hribar, Jr.

Mr. Bruce Janovsky

Mr. and Mrs. Lawrence C. Johnson

Ms. Sally K. Jones

Mr. and Mrs. Bernard C. Joyce

Ms. Michele W. Karmazin

Mr. and Mrs. Gary J. Katz

Mr. and Mrs. Edward J. Kehoe, Jr.

Mr. and Mrs. Walter P. Lysaght

Mr. and Mrs. James C. Malone

Mr. and Mrs. Patrick J. Marshall

Mr. and Mrs. Stanley G. Miller

Ms. Harriet M. Mogge

Mr. and Mrs. Dennis E. Murphy

Ms. Shirley M. Nagelschmidt

Mr. and Mrs. James J. 0'Halloran

Mr. and Mrs. Alan R. Pels

Mr. and Mrs. Dennis M. Pidherny

Mr. and Mrs. Carleton F. Rosenburgh

Mr. and Mrs. Steve Schroeffel

Mr. and Mrs. James J. Slattery

Ms. Frances P. Strassman

Mr. and Mrs. Bill D. Sturm

Mr. and Mrs. Daniel M. Venese

Mr. and Mrs. Ron K. Vickrey

Mr. and Mrs. Robert E. Weissman

Mr. and Mrs. David W. Werkheiser

Mr. and Mrs. Jared D. Willcox

Tribute(s) for Ken and Shonnie
Johnson

Mr. Bruce Disbrow

Sclerosis Alliance



Mr. Dennis Hanson

Mr. and Mrs. Harold Xavier

Tribute(s) for Patty Johnson

Mr. and Mrs. Thomas Goetz

Tribute(s) for Stephen M. Jones

Mr. and Mrs. Richard Jones

Tribute(s) for Michael Kelly

Ms. Chris Kelly

Tribute(s) for Grace Kisselburgh

Ms. Esther Ash

Chris Kisselburgh Trucking

Tribute(s) for Crystal Knotts

Ms. Joan E. Knotts

Tribute(s) for Ken J. Kocher

Anonymous

Mr. and Mrs. Paul Brunelle

Mr. and Mrs. Richard E. Cramer

Mr. and Mrs. Stephen D.
Kittleson

Ms. Carla Rodicap

Mr. and Mrs. Kevin Thompson

Tribute(s) for Anna Koponen

Mr. and Mrs. Patrick Bartsch

Mr. and Mrs. Mark Koponen

Tribute(s) for Jacob Koponen

Mr. and Mrs. Patrick Bartsch

Mr. and Mrs. Mark Koponen

Tribute(s) for Andrew
Koumoullos

Mr. Louis DelPriore

Tribute(s) for Cathy J. Krinsky

Mr. and Mrs. James M. Krinsky

Mr. Gil Ross and Ms. Cynthia L.
0 Neill

Mr. James M. Robinson

Tribute(s) for Lauren E. Krinsky

Ms. Eva Monastersky

Tribute(s) for Hannah LaForte

Mr. and Mrs. Bruce M. Smith

Tribute(s) for Peter J. LaForte

Mr. and Mrs. Philip Molstre

Mr. and Mrs. Joel Ratner

Tribute(s) for Stephen Laib

Mr. and Mrs. Ronald L. Laib

Tribute(s) for Jude Langstaff

Ms. Trish Albanese

Tribute(s) for Brianna LaVoun

Mr. and Mrs. Arthur A. Asgian

Mr. Edwin Miller

Ms. Marie Radigan

Tribute(s) for Randall Lee

Mr. and Mrs. William W. Lee

Tribute(s) for Caroline Leonard

Deborah Montick and Jeffrey
Jennings

Tribute(s) for Jacob Levine

Mr. and Mrs. Jonathan Myers

Tribute(s) for Lauren Levine

Mr. and Mrs. Jonathan Myers

Tribute(s) for Tommy R.
Lindsey Jr.

Mr. and Mrs. Charles K. Bardes

Tribute(s) for Hannah Linsin

Katlin Family Foundation

Mrs. Muriel Pattis

Tribute(s) for Heather Lowe

Ms. Amy Mueller

Tribute(s) for Philip Mach

Ms. Maria B. Wilson

Tribute(s) for Phillip Macri

Capt. and Mrs. Roger Wilson

Tribute(s) for Vincent Macri

Ms. Susan Harris

Tribute(s) for Herbert Marton

Temple Emanu-el Minjan Fund

A Magazine from
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Tribute(s) for Matthew Mastbaum

Mr. and Mrs. Neil Cooperstein

Mr. and Ms. Ralph L. Heumann

Mr. and Mrs. Abe Mastbaum

Tribute(s) for Genie Matthews

Mrs. Julie D. Webb

Tribute(s) for J. Payson
Matthews

Mr. and Mrs. Brice C. Winfrey

Tribute(s) for Payson Matthews

Mr. and Mrs. Alex Moore

Tribute(s) for Riley Mayhew

Ms. Kathryn Howard

Tribute(s) for Sophia Mayrsohn

Mr. and Mrs. Alan Marcus

Tribute(s) for Ashlin McFadden

Mr. and Mrs. Charles McFadden

Mr. and Mrs. Raymond McFadden

Ms. Julie Peters

Tribute(s) for Joshua Michael

Ms. Gertrude Brown

Tribute(s) for Makai Milton

Mr. and Mrs. Peter M. Durant

Ms. Rachel A. Fuld

Tribute(s) for Danielle Mintz

Mr. and Mrs. David H. Mintz

Tribute(s) for Nadra Mlynarczyk

Mr. and Mrs. Richard D. Olson

Tribute(s) for Bahram Mohit

Mr. John D. 0"Connor

Tribute(s) for Farhad Mohit

Mr. John D. 0'Connor

Tribute(s) for Lindsay Moody

Anonymous

Tribute(s) for Alex Moore

Mr. Payson Matthews

Tribute(s) for Stephen P. Mroz

Mr. Ralph D. Jacobson

Tribute(s) for Annika Ng

Ms. Peggy Wong

Tribute(s) for Josephine Nicola

Mr. and Mrs. Ed Crofts

Tribute(s) for Kaylee Noble

Mr. Paul E. Noble

Tribute(s) for Jon Nustra

Dr. and Mrs. F. Jerald Nustra

Tribute(s) for Marybelle Ocampo

Mr. and Mrs. Rod 0. Mariano

Tribute(s) for James Oliver

Mr. and Mrs. Edward D. Stone

Tribute(s) for James E. Oliver

Mrs. and Mrs. Kathleen D. Kos

Mr. and Mrs. James W. Oliver

Tribute(s) for Alexandria Oliveri

Ms. Susan K. Summers

Tribute(s) for Jeremy Orr

Mr. and Mrs. Donald A. Orr

Tribute(s) for Robb Palmer

Mr. and Mrs. Stanley J. Dickinson

Tribute(s) for Drew Palombizio

Mr. and Mrs. John Wrynn

Tribute(s) for Felipe Pancorvo

Mr. Pablo Burbridge

Tribute(s) for Allison Parker

Mr. and Mrs. Brian N. Belanger

Tribute(s) for Eric Parkes

Mr. and Mrs. David W. Parkes

Mr. and Mrs. Jeffrey J. Siegel

Tribute(s) for Patricia J. Parsons

Ms. M. Sharon Hurka

Tribute(s) for Mason Peters

Mr. and Mrs. Robert Oglesby

Mr. and Mrs. Donald R. Peters

Tribute(s) for Page Pfeiffer

Ms. Kay S. Dooley

Tuberous

Sclerosis

Mr. and Mrs. Jerry A. Olson

Tribute(s) for Sophie Phillips

Ms. Allison Bursch

Tribute(s) for Rachel Plavin

Angels on Call, Inc.

Mr. and Mrs. Gerald Fine

Mr. Ben C. Kaufmann

Ms. Norlean D. Moran

Mrs. and Mr. Barbara Reiss

Mr. Mark Scarr

Tribute(s) for Cynthia Pompeo

Ms. Helen Gorman

Mr. and Mrs. Ronald Pompeo

Tribute(s) for Ronny Pompeo

Ms. Helen Gorman

Mr. and Mrs. Ronald Pompeo

Tribute(s) for Carrie Post

Ms. Kathy W. Scott

Tribute(s) for Cameron T. Powell

Mr. Robert S. Webb

Tribute(s) for Colleen Powell

Mr. Robert S. Webb

Tribute(s) for Rachel W. Powell

Mr. Robert S. Webb

Tribute(s) for Rebekah M. Price

Mr. and Mrs. Robert R. Price

Tribute(s) for Sarah M. Price

Mr. and Mrs. Robert R. Price

Tribute(s) for TJ Quinn

Mr. and Mrs. Brian J. Quinn

Tribute(s) for David Ram

Dr. and Mrs. Dasarathi Ram

Tribute(s) for Martha Ratner

Mr. and Mrs. Philip Molstre

Tribute(s) for Cameron Rawlings

Mr. and Ms. John F. Rawlings

Tribute(s) for Lindsey Rawlings

Anonymous

Tribute(s) for Thorpe Richards

Mr. Robert P. Trout and Ms. Janet
Studley

Tribute(s) for Colleen Rivers

Mr. and Mrs. John A. Virgilio

Tribute(s) for Danielle Rompf

Ms. Donna Carlson

Tribute(s) for Lillian Rose

Anonymous

Ms. Kirsten Reach

Tribute(s) for Lara Rosenbach

Mr. Peter Katopes

Ms. and Mr. Evan Zuckerman

Tribute(s) for Jordana A.
Rothberg

Dr. Jonathan M. Rothberg and Dr.
Bonnie E. Gould Rothberg

Mr. Craig Wiener

Tribute(s) for Sidney Rouse

Mr. Jarvis L. Cain

Mr. and Mrs. Roderick V. Davoud

Mr. and Mrs. Ronald Smith

Ms. Carol Thompson

Tribute(s) for Anna Russell

Mr. and Mrs. Valentine J. Pust

Tribute(s) for Joel Sackett

Mrs. Tracy Morgan

Tribute(s) for Jessica L. Sanders

Mr. and Mrs. Floyd Aikens

Tribute(s) for Dante Saz

Miss Sofia Reche Lozano

Tribute(s) for Hudson T. Scheck

Mr. and Mrs. and Mrs. Charles
Scheck

Tribute(s) for Madalyn Scherer

Mr. Andrew M. Jaeger

Ms. Kelley Meyer

Alliance o
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Tribute(s) for Francesca
Schmidt

Mr. and Mrs. Nick Eitel

Tribute(s) for Stephen Schmitt

Mr. and Mrs. Jack M. Olson

Tribute(s) for Sophia Schuler

Mr. and Mrs. Gerald Schuler

Tribute(s) for Greyson R.
Schwaigert

Ameriprise Financial Employee
Gift Matching Program

Mrs. Sandra Gillespie

Tribute(s) for Brenna Scott

Anonymous

Mrand Mrs. Jack D. Scott

Mr. and Mrs. Douglas Scott

Tribute(s) for Kaitlyn R. Sebedra

Mr. John H. Sabedra

Tribute(s) for Savannah Seguin

Ms. Nathalie Seguin

Tribute(s) for Sasha Selg

Advanced Radon Mitigation, Inc.

Tribute(s) for Robert A. Seymour

Mr. Randy Elkinson

Tribute(s) for Eliana R.
Shahmoon-Kleinman

Dr. Rebecca Shahmoon-Shanok

Tribute(s) for Benjamin Shapiro

Mrs. and Mrs. Bardwil

Ms. Carol D. Hobart

Mrs. Melanie Landsberg

Mr. Kevin Yoder

Tribute(s) for Christopher S.
Sherman

Mrs. Joan Williams

Tribute(s) for Milton Siegel

Mr. and Mrs. Alan Freeman

Tribute(s) for Joshua B. Sims

Mr. and Mrs. Frank B. Stone

Tribute(s) for Harold D. Singer

Dr. and Mrs. Herbert Marton

Tribute(s) for Meghan J.
Sirinek

Mr. and Mrs. Robert Peiffer

Tribute(s) for Drew Sklarin

Mr. and Ms. Neil S. Fisher

Mr. Greg W. Froehlich

Mr. Robert Schwartz

Ms. Pearl Shapiro

Mr. and Mrs. Paul D. Simpson

Tribute(s) for Rylee Skodras

Ms. Glenda Topp

Tribute(s) for Olivia Smiley

Mr. and Mrs. Robert E. Apple Jr.

Mr. and Mrs. Robert E. Apple

Mr. Emanuel C. Hoover

Mr. and Mrs. James R. Johannsen

Tribute(s) for Lauren M. Smith

Mr. Daniel McDonald Jr.

Tribute(s) for Mona Smith

Mr. and Mrs. Joseph T. Smith

Tribute(s) for Matthew 0.
Sobzak

Ms. Agnes Love

Tribute(s) for Lillian R. Solise

Anonymous

Ms. Hilary Lowbridge

Mr. and Mrs. Chad Myers

Tribute(s) for Joseph
Stammelman

Ms. Kathleen D. Dick

Tribute(s) for Julia Steenman

Mr. and Mrs. Gerard Steenman

Tribute(s) for Steven Striegel

Ms. Sandra Hurst

Tribute(s) for Erin Stromek

Mr. and Mrs. Kenneth Wyer

Tribute(s) for Hailey Sutton

Mrs. Dana Sutton

Tribute(s) for Sarah Sutton

Mr. and Mrs. Bruce Deloche

Tribute(s) for Emily B. Szilagyi

Mrs. Diane Burgess

Tribute(s) for Freddie W. Tart

Ms. Barbara B. Brickman

Tribute(s) for Seth Taylor

Mr. and Mrs. Michael A. Miller

Tribute(s) for Erin Thill

Mr. and Mrs. Thomas J. Thill

Tribute(s) for Muriel Thompson

Mr. and Mrs. Richard H. Blackman

Tribute(s) for Tyler J. Trapp

Don’s Body Shop

Mr. and Mrs. Donald Hauge

Tribute(s) for Andrew R. Trundle

Mr. and Mrs. Randy E. Hazard

Tribute(s) for Ann Tyack

Mr. Bruce P. Meyer

Tribute(s) for David C. Walker

Mr. Payson Matthews

Tribute(s) for Marlisa Wangsness

Mr. and Mrs. Ted J. Montgomery

Tribute(s) for Jeb Ward

The Kim and Erick Philanthropic
Fund

Tribute(s) for William G. Ward

Mr. and Mrs. Scott F. Bauer

Mr. Thomas L. McCormick and
Ms. Mary I. 0"Connor

Southern Community Bank and
Trust

Tribute(s) for Maggie Wheeler

Ms. Maggie Wheeler

Tribute(s) for Travis White

Mr. and Mrs. Rod White

Tribute(s) for Luke Wickersham

Mr. and Mrs. Rick Depew

Tribute(s) for Amanda Wiezalis

Mr. and Mrs. William P. Stebbins

Tribute(s) for Ashley Wiezalis

Mr. and Mrs. William P. Stebbins

Tribute(s) for Kacee Williams

Anonymous

Ms. Bernadette M. Esquer

Mr. and Mrs. Matthew Hammon

Mr. and Mrs. Jose A. Hernandez

Mr. and Mrs. David Waller

Tribute(s) for Florine A. Wilson

Mr. and Mrs. and Mrs. David W.
Coonfield

Tribute(s) for Lindsey A. Wilson

Mr. and Mrs. Thomas Engle

Tribute(s) for Raven Wilson

Reverend Gale Kilgore

Tribute(s) for Melanee Wolthuis

Mr. and Mrs. Scott J. Sochor

Tribute(s) for Nicholas T.
Wolthuis

Mr. and Mrs. Scott J. Sochor

Tribute(s) for Harold Xavier

Mr. and Mrs. Ken Johnson

Tribute(s) for Michael D. Yohn

Ms. Linda Yohn and Mr. William
Labedzki

Tribute(s) for Alyssa Youmans

Mr. and Mrs. Douglas H. Smith

Tribute(s) for Maria Zoumadakis

Mr. and Mrs. John P. Kapos

Mr. and Mrs. William L.
Zoumadakis
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Memorials (August 2009 — December 2009)

Contributions are given to the Tuberous Sclerosis Alliance at the request of family members in memory of their loved ones.
We extend our sympathies to the family and friends of those memorialized below. These generous contributions support

the progress of our mission to find a cure for tuberous sclerosis complex.

Tribute(s) for Edward Aksamit

Mr. and Mrs. Gary L. Flatin

Tribute(s) for Harold L. Aronson

Mrs. Clotilde Wimmer

Tribute(s) for Theodore Asensio

Mr. and Mrs. Charles M. Asensio

Tribute(s) for Bernard Beem

Ms. Marilyn A. Graves

Mr. and Mrs. Penelope Pratt

Ms. Dinah Yee Tom

Tribute(s) for Edi Bernstein

Mr. and Mrs. Mel Chaifetz

Tribute(s) for Edith Brown

Mr. and Mrs. Ronald E. Baker

Tribute(s) for Heather J. Buntrock

Mr. and Mrs. Harry R. Allen

Mr. and Mrs. Damien L. Amore

Mr. and Mrs. J. McNeill Anderson

Aquanut Water Shows, Inc

Mr. and Mrs. Bernard Beem

Ms. Judie K. Blohm

Mr. and Mrs. Carl Breitlow

Mr. and Mrs. Russell Brown

Mr. and Mrs. Paul Buntrock

Mr. Ted M. Byers

Mr. and Mrs. Jeffrey B. Carlisle

Mr. and Mrs. Myron Dagley

Mr. and Mrs. Dennis F. Debennette

Ms. Amy Drissel

Ms. Patrice L. Elacqua

Ms. Kathleen Evert

Mr. and Mrs. Harold W. Frush

Ms. Maureen A. Gabriel

Heather Joy Memorial Fund

Mr. Timothy J. Heeter and Ms. Mary
E. Heeter

Ms. Shirley Hill

Jim Burke Excavating, INC

Mr. and Mrs. Richard Kuchnia

Mr. Jacob Melka

Mt. Olivet Memorial Park, LTD

Mr. Kerry Neahous

Olson Comfort Services, Inc

Mr. and Mrs. Michael J. Orawiec

Mr. and Mrs. James Poucher

Mr. and Mrs. Penelope Pratt

Mr. and Mrs. Robert J. Pyszka

Mrs. Lynday Rice

Richmond Motor Sales

Ms. Jacqueline W. Rittmer

Ruth’s Hairlines

Ms. Victoria Rymer

Mr. and Mrs. David A. Schawk

Mr. and Mrs. Robert M. Souza

Mr. and Mrs. Larry A. Stevens

Mr. and Mrs. Bill Sultan

Mr. and Mrs. Mark Thorn

Mr. and Mrs. Mark A. Treiber

UNO Restaurants, LLC

Tribute(s) for Jake T. Burhoe

Ms. Shirley Blancke

Tribute(s) for Barbara Carroll

Mr. James Carroll

Mrs. Mary Heraty

Mrs. Debora Messur

Ms. Jane S. Micale

Ms. Shira Miller

Mr. and Mrs. Harold C. Podgorski

Mr. and Mrs. Allen K. Turner
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Ms. Mary J. Wittmer and Ms. Denise Kolenda

Tribute(s) for Richard Connors
Ms. Linda G. Connors

Tribute(s) for Donald Davis

Mr. and Mrs. Thomas Engle
Tribute(s) for Ted Dempsey

Ms. Sandra Hurst

Tribute(s) for Edward A. Denaut
Mr. and Mrs. Arnold Eckelman
Mr. and Mrs. Douglas Hinkle

Mr. and Mrs. Stanley P. Norman
Tribute(s) for Verna Domzalski
Mr. and Mrs. Raymond Domzalski
Tribute(s) for Justin Dorsey

Ms. Mary Ellen Waltemire
Tribute(s) for Ellen Eberle
Anonymous

Tribute(s) for Mel Ellen

Mr. and Mrs. Alan Freeman
Tribute(s) for Katherine Ferris
Mr. and Mrs. Glen A. Call
Tribute(s) for Martha Fletcher
Mrs. Bonnie Lee

Tribute(s) for Cody Fossum

Mr. and Mrs. Gary L. Flatin
Tribute(s) for Andrew Foster
Ms. Dawn L. Kile

Tribute(s) for Helen Garrison
Mr. and Mrs. Glen A. Call
Tribute(s) for Andrew J. Geljookian
Mr. and Mrs. George P. Quinn, Jr.
Tribute(s) for Ada Graham

Ms. Barbara Z. Macnab
Tribute(s) for Bernard Gulack
Mr. and Mrs. Melvin Strom
Tribute(s) for Nick Guy

Mr. and Mrs. Kenneth G. Baughman
Tribute(s) for Margo Ham

Mr. and Mrs. Richard Sauer
Tribute(s) for Larry Hauge

Ms. Mary A. Jensen

Ms. Gail A. Spitzer

Tribute(s) for Sonny Henderson
Mr. Jason Dodd

Tribute(s) for Kelly Hendrickson
Mr. and Mrs. Christopher Peterson
Tribute(s) for Iris Hronic

Ms. Julie R. Carr

Mr. and Mrs. George Heidelmeyer
Tribute(s) for Samuel Inge

Mr. and Mrs. Marion S. Adams, Jr.
Tribute(s) for Phyllis K. Laszlo
Anonymous

Ms. Diane W. Amdur

Ms. Ruth Benoliel

Mrs. Audrey Bernstein

Ms. Ann B. Bussel

Mrs. Naomi Childers

Mr. and Dr. Arnold J. Cohen

Mr. and Mrs. Jay Cristol

Mr. and Mrs. Edward Feldman

Dr. and Mrs. Robert F. Feltman
Ms. Betty Friedberg

Mr. and Mrs. Yale L. Galanter

Ms. Carole L. Gerstein

Dr. and Mrs. Morton E. Getz

Ms. Dawn P. Goldman

Mrs. Susan Gordon

Mr. Matthew Jackson
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Mr. and Mrs. Ollie Jackson
Jewish Community Endowment
Foundation of Stamford, Inc.

Mr. and Mrs. George Katzman
Mr. Herbert M. Klein and Ms. Ene Benjamin
Mr. and Mrs. Louis Kurland

Mrs. Judith Layton

Mr. and Mrs. D Lehrman

Mr. and Mrs. Jorge Lerman

Dr. and Mrs. Gordon Liebergall
Mr. and Mrs. Jon Liebergall

Mr. and Mrs. Herbert Lieberman
Mr. and Mrs. Alan Lipschitz

Dr. and Mrs. Leonard Lyon

Ms. and Mr. Marcelle May

Dr. and Mrs. Barry D. Meiselman

Dr. and Mrs. Morton Notarious Robinhood

Ms. Barbara Rosen

Dr. and Mrs. Donald G. Rosenberg
Dr. and Mrs. Marvin A. Sackner
Mr. and Mrs. Jerry Sokolow

Mr. and Mrs. Marvin Stonberg
Mrs. Debby Teich

Dr. and Mrs. Albert Weinfeld
Tribute(s) for Roxy Lever

Mr. and Mrs. Dennis P. Asen

Mr. Thomas J. Brennan

Mr. and Mrs. Raymond A. Ferretti
Ms. Debra L. Gruber

Mr. Adam Haydt

Mr. and Mrs. Andrew H. Mack
Mr. and Mrs. Eldon J. Roberts

Mr. and Mrs. John F. Romig

Ms. Jennifer E. Stauffer

Mr. and Mrs. Ralph L. Williams
Mr. and Mrs. John R. Wilson Jr.
Tribute(s) for Mica Livingston
Mr. and Mrs. Robert G. Sloan
Tribute(s) for Michael MacGinley
Mrs. Christine Blackstone

Gemm Custom Brickers, Inc

Mr. and Mrs. and Mrs. John Manzo
Mrs. Denise Morris

Mr. David Siefer

Mrs. and Mr. Aly Sovak
Tribute(s) for Brian Mallon

Mr. and Mrs. Eamonn Mallon
Tribute(s) for Ada M. Margolis
Ms. Arlene Bachner

Mr. and Mrs. Jay F. Fine

Dr. and Mrs. Robert Fisher

Mr. and Mrs. Frank Incze

Mr. Marvin S. Katz

Mr. and Mrs. Michael Lewin

Ms. Joan Lissauer

New York State Psychological Association
Mr. and Mrs. David Rubin

Ms. Marcia K. Schulman

Ms. Carolee C. Snyder

Mr. Hal West and Ms. Eileen Stein
Ms. Debbie L. Wisse

Tribute(s) for Don Martin

Ms. Judy R. Swartz

Tribute(s) for Kimberly Mathews
Ms. Jacqueline Mathews
Tribute(s) for Hugh McDermitt
Mr. and Mrs. Thomas Engle
Tribute(s) for Charlotte Measel
Mrs. Sandra Gillespie

Tribute(s) for Priscilla Middleton
Mr. and Mrs. Robert H. Middleton
Tribute(s) for Michael Nardone
Mr. and Mrs. Anthony J. Nardone
Tribute(s) for Estelle Nathan

Mr. and Mrs. Larry Donsky
Tribute(s) for Brian Niles

Mr. and Mrs. Donald H. Niles
Tribute(s) for Travis Oliver

Ms. Helen M. Hacker

Mr. and Mrs. Ronald L. Kidd

Ms. Victoria M. Lee

Tribute(s) for Francine L. Ostrow
Mr. and Mrs. Andrew Buchsbaum
Mrs. Norma Ehrlich

Mr. William N. Ostrow

Tribute(s) for Helen Pero

Mr. and Mrs. James W. Oliver

Ms. Jennie Stinso

Tribute(s) for Ross Phillips

Ms. Audrey SimonsTribute(s) for Norman Reiss

Angels on Call, Inc

Mr. and Mrs. Gerald Fine

Mr. and Mrs. Michael Fine

Mr. Ben C. Kaufmann

Dr. Marc H. Plavin and Ms. Toni Reiss
Mr. and Mrs. Arthur R. Saloman
Mr. Mark Scarr

Tribute(s) for Jillann Schleich
Mrs. Jill Oliveri

Tribute(s) for Adam G. Scott

Mr. and Mrs. Robert T. Scott
Tribute(s) for Dorothy Seward
First Presbyterian Church
Tribute(s) for David Seybold
Mrs. Melba Kasprzak

Tribute(s) for Seldon H. Stephens
Mr. and Mrs. Marion S. Adams, Jr.
Tribute(s) for Kamran Teheranchi
Mr. and Mrs. Cyrus Teheranchi
Tribute(s) for Irene Tewis

Mr. and Mrs. Terry A. Crowell
Tribute(s) for Matthew C. Thielhelm
Mrs. Eileen McColgan

Tribute(s) for Jake Thornton
Mrs. Vicki Feit

Tribute(s) for Gladys Ulrich

Mr. and Mrs. Alvin Ulrich
Tribute(s) for Katie Valla

Ms. Irene Dal Bello

Mr. and Mrs. Ronald Jansen

Mr. and Mrs. James Overman
Tribute(s) for Sam Von Lintel

Mr. and Mrs. Mark A. Junk
Tribute(s) for Elizabeth Waits
Mr. and Mrs. Robert J. Tucker Il
Tribute(s) for Amy Weber

Mr. Charles Weber

Tribute(s) for William Weissler
Mr. and Mrs. Mark L. Weissler
Tribute(s) for Julie Wilds

Mr. and Mrs. Jim Modery

Ms. Yvonne Thomas

Tribute(s) for Greg Wilson

Ms. Christine A. Evenson
Tribute(s) for Hilda Wulach

Mr. and Mrs. Mitchell Muntner
Mr. and Mrs. Mark Schwitz
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Recommended Reading

Why Do They Act That
Way?: A Survival Guide
to Adolescent Brain for
You and Your Teen

By David Allen Walsh Nat Bennett

Why DoThey
A{t That

Way?

T

A Sitvival Guide
v the Adoleseesl !:Ium
for You snd Your Teen

pAN 1B WAL xii, Pl

Synopsis: In this national
bestseller, acclaimed, award-
winning psychologist Dr. David
Walsh explains exactly what

happens to the human brain on the path
from childhood into adolescence and adulthood.
Revealing the latest scientific findings in easy-to-
understand terms, Dr. Walsh shows why moodiness,
quickness to anger and to take risks, miscommunication,
fatigue, territoriality, and other familiar teenage behavior
problems are so common — all are linked to physical
changes and growth in the adolescent brain.

Why Do They Act That Way? is the first book to explain
the changes in teens’ brains and show parents how to
use this information to understand, communicate with,
and stay connected to their kids. Through real-life stories,
Dr. Walsh makes sense of teenagers’ many mystifying,
annoying, and even outright dangerous behavioral
difficulties and provides realistic solutions for dealing
with everyday as well as severe challenges. Dr. Walsh's
techniques include, among others: sample dialogues that
help teens and parents talk civilly and constructively with
each other, behavioral contracts, and Parental Survival Kits
that provide practical advice for dealing with issues like
curfews, disrespectful language and actions, and bullying.
With this arsenal of strategies, parents can help their
kids learn to control impulses, manage erratic behavior,
cope with their changing bodies, and, in effect, develop
a second brain.

™= . The Explosive Child:
Exph]SNE A New Approach

Child € | for Understanding
———=====——1 and Parenting Easily
Frustrated, Chronically
Inflexible Children
By Ross W. Green

Synopsis: Almost everyone
knows an explosive child, one
whose temper and extreme noncompliance leaves his
or her parents standing helpless in fear, frustration,
and guilt. Now, in The Explosive Child, Dr. Ross Greene,
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the noted therapist who has worked with thousands

of these children, offers parents good news: These

kids aren’t bad; rather, they suffer from a physiological
deficiency in frustration tolerance and flexibility. This
compassionate book helps parents grasp the underlying
problems of explosive children, defuse explosive
episodes, and reduce tension and hostility levels for the
entire family by providing invaluable tools for coping
with this behavioral disorder.

B Your Defiant Child: Eight
'—‘1._‘_\1 Steps to Better Behavior
fu\"" { By Russell A. Barkley, Christine M.
& Benton

Synopsis: Every child has “ornery”
moments, but more than 1 in 20
American children exhibit behavioral
problems that are out of control.
For readers struggling with an
unyielding or combative child, Your Defiant Child: Eight
Steps to Better Behavior offers the understanding and
guidance they need. Drawing on Dr. Russell A. Barkley's
many years of work with parents and children, the book
clearly explains what causes defiance, when it becomes
a problem, and how it can be resolved. The book’s
comprehensive eight-step program stresses consistency
and cooperation, promoting changes through a system
of praise, rewards, and mild punishment. Readers learn
tools and strategies for establishing clear patterns of
discipline, communicating with children on a level they
can understand, and reducing family stress overall. Filled
with helpful charts, questionnaires, and checklists, Your
Defiant Child helps parents get their child’'s behavior back
on track and restore harmony in the home.

% e 1
o 7 ity
Disorder

B yiaae Fdivias
=

Panic and Anxiety
Disorder
By: Linda Manassee Buell

Synopsis: This second edition of
Panic and Anxiety Disorder: 121 Tips,
Real-life Advice, Resources & More
features 40 more pages than the
original. Some of them offer author
Linda Manassee Buell’s personal
journal entries, in which she reflects on her years of
suffering, learning and joy in her battle with panic
disorder and agoraphobia. As one reads these stories,

sl
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it becomes clear how this book’s remarkable realistic
approach and very practical tips came to be.

Adding even more value are new chapter introductions
that will help the reader use the tips more effectively,
along with brief yet helpful insights from mental health
professionals. The resource area has also been expanded
considerably.

Written from a panic sufferer’'s own special perspective,
this unique book offers heartfelt support. It is a welcome
addition to understanding and helping in the search for
sensible approaches and realistic goals for people who
suffer from panic and anxiety disorder as well as those
who would like to better understand and help them.

From Chaos to Calm:
Effective Parenting for
Challenging Children
with ADHD and Other
Behavioral Problems
By Janet E. Heininger,

Sharon K. Weiss

From
Chao

Synopsis: Three points of

! view-parent'’s, therapist's, and
child’s-make this the most practical guide on
the market for raising a child with Attention Deficit
Hyperactivity Disorder or other behavioral issues.
Traditional parenting and discipline books aren’t
effective for parents who are dealing with kids with
ADHD, OCD, depression or other disorders. They need
a guide that will help them with the unique discipline
and organization challenges kids with these issues
have. When getting up, going to school, completing
homework, helping with chores, and getting to bed

all become battlegrounds, the step-by-step proven

techniques presented here will help parents achieve

peace in their households. It will teach parents how to:

e Engage in proactive, not reactive, parenting

e Discipline consistently and effectively

¢ Deal with stalling, forgetting, overreacting, and other
everyday behavior problems

e Work with a child’s teachers, and more.

Author Biography: Sharon K. Weiss, M.Ed., a behavioral
consultant in private practice in northern Virginia, speaks
nationally and internationally on parenting and behavior
management, among other topics, and has worked as a
teacher of special-needs children. A founding member

of ADHD Professionals Group, she has also served as a
program coordinator and supervisor of an intervention
program for behavior-disordered children.

Author Biography: Janet E. Heininger, Ph.D., is a
former assistant professor at American University in
Washington, D.C., and the mother of two children,
including a son with ADHD.

mipite nxie
| A ty
Asislety { By S. Rachman
L3 |
ﬁ!"‘ | Synopsis: Unique in its
"'. o f‘; | combination of an introduction
% to the subject of anxiety with

S ‘

| comprehensive coverage of the

latest developments in research
and practice, this book provides an excellent breadth
and depth of coverage.

r

Lend Your Voice by Participating in the 2010 TS Alliance Online Survey

he TS Alliance is pleased to
Tannounce an easy-to-complete

online constituent survey.
Through this survey, we hope to find
out what the TS Alliance is doing
right and identify those things we
can do better. We will share survey
results when they become available.
Your opinions will be grouped with
those of other survey participants
and held in strict confidence, and
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you will not be contacted by the
TS Alliance unless you give us your
permission in this survey.

This online survey will remain open
until March 30, 2010. To participate
in the survey, please go to www.tsal-
liancesurvey.com.

If you do not have access to the
Internet, please contact the TS Alliance
at (301) 562-9890 or (800) 225-6872.
One of our trusted volunteers will call
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you to arrange a best time to assist you
complete the survey over the phone.
Your participation is critical in gath-
ering actionable information to help us
continue to serve the TSC community
and meet the needs of individuals and
families affected by TSC as well as their
caregivers and healthcare providers.
If you have any questions about
the survey, please call Jaye Isham at
(800) 225-6872.

Sclerosis Alliance



CONTINUED FROM PAGE 4

Other Events

On September 12, Donna Scott raised
funds for the TS Alliance during a
special Benefit Hike-a-Thon. Donna
Scott led 21 friends and family
members on the trail, while many
more “angel hikers” supported them
from home. They eventually reached
Lake Alice in the Sawtooth Mountains,
enjoyed each other and the view, and
then completed the 12-mile hike back
down. Thank you to Donna for her
work in planning and organizing the

benefit hike!

On September 26, the
6th Annual Crashin for
the Cause Demolition
Derby was held at the
Pickett Steam Engine Club
in Rosendale, Wisconsin,
raising $29,361 and with
proceeds donated to the
TS Alliance. With 80-plus
vehicles participating this
year, it was the largest
crowd to date! Thank you to
the Kopf family: Joe, Abby,
Malayna, Kinsey and Anya
for all you continue to do in raising
awareness in
your community
and in raising
funds for the TS
Alliancel!

On October 17,
Raine Diaz,
whose 4-year-
old nephew has
TSC, reached out
to her general
manager at
Wal-Mart in New
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Caney, Texas to see if they would help
lend a hand in raising money for the
TS Alliance by holding a garage sale.
More than 90 Wal-Mart helped raise
$1,210, while an additional $5,000
grant was awarded from \Wal-Mart due
to their employees volunteering their
time to make this fundraiser take place.
A very special thank you to Raine, her
sister Robyn, her friend Sheniqua and
the entire Wal-Mart family for all you
have done to raise awareness in your
community and helping getting us one
stop closer to finding a cure!
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Tuberous Sclerosis Alliance

801 Roeder Road, Suite 750
Silver Spring, MD 20910

Please let
us hear
your Voice.

Participate in the 2010 TS
Alliance Online Survey.

Available now at
www.tsalliancesurvey.com




