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FORTY YEARS OF MILESTONES: 1974 - 2014

The first meeting of National Tuberous Sclerosis
Association’s (NTSA's) founders - Debbie Castruita,
Adrianne Cohen, Susan (Diaz) McBrine and Verna Morris -
is held in Southern California. Susan had previously sent a
letter to Exceptional Parent magazine seeking other
parents of children with TSC.

Federal tax exemption received from the IRS.
Bylaws adopted by the membership.
Medical advisory board established.

First NTSA Conference held.

First newsletter is published.
Manual R. Gomez, MD, publishes new study of 150 cases
of TSC.

First edition of Tuberous Sclerosis, edited by Manual R.
Gomez, MD, published by Raven Press.

NTSA starts regional NTSA Board teleconferences.
NTSA corporate office moves to lllinois.

Ann Landers features a column about TSC, which triggers
1,500 phone calls and 650 letters to NTSA.
First annual gift-wrap campaign raises $3,246.

NTSA celebrates 10th anniversary with more than 1,800
families.

NTSA funds first research grant of $5,800 to Dr. Ken
Dumars, University of California, Irvine.

NTSA Board of Directors holds first face-to-face meeting in
New York.

TS International is launched with a meeting in London;
representatives from the United States, United Kingdom,
Germany and the Netherlands are present.

NTSA funds $23,500 in research grant awards.

First TSC clinic opens at Wyler's Children’s Hospital in
Chicago.
NTSA funds $74,000 in research grant awards.

TSC gene localized to chromosome 9.

NTSA funds $72,300 in research grant awards.

NTSA sponsors a research workshop in Irvine, CA.
NTSA approved for membership in National Voluntary
Health Agencies.

NTSA headquarters moves to Washington, DC area.
Second edition of Tuberous Sclerosis, edited by Manuel R.
Gomez, MD, published by Raven Press.

President Reagan signs a resolution declaring May 8-15
as National Tuberous Sclerosis Awareness Week.

Ice skater Scott Hamilton accepts limited role as NTSA
spokesperson.

NTSA and New York Academy of Sciences present
International Symposium on tuberous sclerosis in
Bethesda, MD.

Tuberous Sclerosis and Allied Disorders: Clinical, Cellular
and Molecular Studies is published by the New York
Academy of Sciences.

Second TSC gene is linked to a region on chromosome 16.

NTSA funds $156,701 in research grant awards.
NTSA testifies before Congress about increased research
funding for TSC.

TSC2 gene on chromosome 16 is identified by European
consortium.

Sixth International Tuberous Sclerosis Symposium held at
Mayo Clinic in Rochester, MN.

20th Anniversary International Symposium & Gala held in
Crystal City, VA.

NTSA Endowment Fund and Eternal Flame Society are
established.

NTSA approves five-year Strategic Plan.

NTSA funds $210,000 in research grant awards.

Annual revenues exceed $1 million.
Jonathan Taylor Thomas and Marg Helgenberger appear in
NTSA public service announcements.

NTSA launches first website.

TSC1 gene on chromosome 9 is identified by International
Consortium.

Public lecture held at National Institutes of Health (NIH).

NTSA launches research program and funds $886,741 in
research grant awards.

Historic TSC Consensus Conference held in Annapolis, MD.
10th International Tuberous Sclerosis Symposium held in
Goteborg, Sweden.

NTSA and Panasonic hold first TSC videoconference.

Third edition of Tuberous Sclerosis Complex published
by Oxford University Press.

NTSA holds first National Family Conference in
Washington, DC.

NTSA serves more than 20,000 constituents, including
11,000 family members and adults personally impacted
by TSC.

NTSA holds 25th Anniversary Gala in Boston, MA.

NTSA adopts a new logo and begins doing business as
the Tuberous Sclerosis Alliance (TS Alliance).

TS Alliance commits to hiring a professional fund
development team to increase fundraising efforts.

TS Alliance obtains support from Congress to start TSC
Program in Department of Defense Congressionally
Directed Medical Research Program.

Community Alliance program launched.

TS Alliance partners with NIH to hold a scientific research
conference “New Perspectives In Tuberous Sclerosis
Research,” which will produce a comprehensive research
plan for TSC.

TS Alliance announces partnership with The Rothberg
Institute for Childhood Diseases to advance drug discovery
efforts specific to TSC.

TS Alliance announces the diagnostic genetic test for TSC
has been transferred from a TS Alliance-funded research
environment to a fee-for-service clinical laboratory, Athena
Diagnostics.

TS Alliance and LAM Foundation award funding to
sponsor a clinical trial on treatment of kidney and lung
manifestations with Rapamycin.

Based on the success of the government advocacy
program, the TS Alliance selects the firm of Cavarocchi,
Ruscio, Dennis & Associates, LLC to represent the

TS Alliance on Capitol Hill.

TS Alliance begins to formally address the needs of adults
affected by TSC.

TS Alliance increases its number of volunteers to more
than 1,000.



TS Alliance increases Community Alliances to 26 locations
nation-wide.

TS Alliance celebrates 30th Anniversary with a Gala in NYC,
raising $500,000.

The TS Alliance amends its Articles of Incorporation to

be inclusive of people with TSC across their lifespan and
continues to expand services for adults with TSC.

TS Alliance partners with the LAM Foundation to initiate the
first clinical trial with an FDA-approved drug (Rapamycin).
Nine institutes at the National Institutes of Health have
funded approximately $10 million in TSC research.

TS Alliance sponsors its first-ever TSC Adult Summit.

National TSC Conference held outside Chicago with 1,000
participants.

Developed partnerships with Polycystic Kidney Disease
Foundation and American Epilepsy Society.

Continued increased media coverage, both nationally and
in local media markets, including Times Square billboard
displaying Julianne Moore PSA; three episodes of “"House”
(FOX TV series) mention tuberous sclerosis complex.

TS Alliance volunteers make more than 200 visits to Capitol
Hill to advocate for increased research funding.

TSC Natural History Database launched.

Continued expansion of services for adults with TSC,
including a new Adult Journal, Adult Town Hall Meeting,
specific adult education tracks at national and regional
conferences, and increased adult participation in
Community Alliances.

TS Alliance and the PKD Foundation co-fund two research

grant awards to study the link between TSC and polycystic
kidney disease. The PKD Foundation also co-funds a grant
award with the TS Association of the UK.

TS Alliance coordinates the International Research
Conference on Tuberous Sclerosis Complex: From Genes
to New Therapeutics in Annapolis, MD.

Publication in the New England Journal of Medicine reports
the results of the single site trial for the use of rapamycin
(Sirolimus) to treat renal angiomyolipomas in individuals
with TSC and/or LAM.

TS Alliance launches nation-wide IEP training program.

TS Alliance produces widely successful Infantile Spasms
educational video.

TS Alliance and TSC epilepsy surgery featured on “The
Doctors” syndicated TV program.

During an FDA Advisory Panel Hearing, TS Alliance
constituents advocate for approval of vigabatrin (Sabril®),
which is eventually approved by the FDA to treat infantile
spasms

TS Alliance launches new outreach program via social
networking sites, including Facebook and YouTube.
Novartis Oncology launches multi-center, international
clinical trials for subependymal giant cell tumors and renal
angiomyolipomas in TSC.

Group of investigators led by Mustafa Sahin, MD, PhD
develops protocol for the study of the impact of an mTOR
inhibitor on neurocognition and seizures in individuals with
TSC, and gain approval for study from Novartis Oncology.

Fourth edition of Tuberous Sclerosis Complex, edited by
Kwiatkowski, Whittemore, and Thiele, published by
Wiley-Blackwell.

FDA approves the first drug (called Afinitor®) designated to
specifically treat SEGAs associated with TSC.

Introduction of 18 nation-wide Town Hall Meetings to
educate constituents on a local basis.

TS Alliance establishes TSC Drug Screening Program.

H.P. Acthar Gel approved by FDA to treat infantile spasms.
TSC Natural History Database enrollment reaches more
than 1,000 participants at 15 U.S.-based TSC Clinics.

TS Alliances introduces new online support community in
partnership with Inspire.com.

TS Alliance implements new Adult Initiative to ensure
continued focus on the needs of adults with TSC and their
specific issues.

TS Alliance receives $200,000 grant from the Pediatric
Epilepsy Foundation to support the TSC Natural History
Database.

TS Alliance is awarded a $500,000 challenge matching
grant from the Harold Simmons Foundation and the Unlock
the Cure Campaign is launched.

TS Alliance recognizes the 10th anniversary of the TSC
research program in the Department of Defense's
Congressionally Directed Medical Research Program,
which has funded $35 million in research directly relevant
to TSC since 2001.

TS Alliance celebrates tenth anniversary of the Community
Alliances.

The TS Alliance sponsors an International TSC Research
Conference - the 2011 Summit on Drug Discovery in

TSC and Related Disorders - in Washington, DC, where its
International Scientific Advisory Board meets face-to-face
for the first time.

TS Alliance hosts a TSC International (TSCi) Summit, which
attracts representatives from 19 TSC organizations from
around the world; meeting results in development of the
first TSCi website.

TS Alliance earns 2012 GreatNonProfits Top-Rated Award.
The U.S. Food and Drug Administration approves Afinitor®
as a treatment for renal angiomyolipoma associated with
TSC.

TS Alliance sponsors the first TSC Clinical Consensus
Conference since 1998 to update the recommendations
for diagnosis, surveillance and management of TSC. The
conference includes participants from 14 countries.

The TSC Clinical Research Network is awarded grants to
initiate two clinical studies at five TSC Clinics to find
biomarkers or signals that identify which newly diagnosed
infants with TSC are at highest risk of developing infantile
spasms by age two or signs of autism by age three.

TS Alliance leads and participates in first worldwide TSC
Global Awareness Day, held May 15.

A new Young Adult Transition Task Force forms to develop
strategies and materials to support young adults with TSC.

International Research Conference on TSC and Related
Disorders: Molecules to Medicine held in Washington, DC.
Open-access publication of updated clinical consensus
guidelines for diagnosis, management, and treatment

of TSC.

First global TSC Clinic is recognized in Israel by the TS
Alliance.

Partnered with PeerReview Institute to offer CME course

to educate physicians about new TSC Clinical Consensus
Guidelines.

TS Alliance holds first World TSC Conference from July 3-6
in Washington, DC.

TS Alliance of Israel becomes first-ever Global Alliance.
John Morogiello commissioned to script 40-year history
into the play FOUR DECADES | ONE COMMUNITY
performed as the cornerstone of the 40th Anniversary
Celebration held at the Hudson Theatre, New York, NY,
October 2014.

TS Alliance earns 4 Star Rating from Charity Navigator,
attains Gold Level rating from Guidestar, gains
accreditation by the Better Business Bureau Wise Giving
Program, and receives GreatNonProfits Top-Rated Award
for third year in a row.
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Highlights of the year include the monumental
success of the 2014 World TSC Conference; the
40th Anniversary Celebration held in New York City,

featuring the world-premiere reading of the play
FOUR DECADES | ONE COMMUNITY written by
John Morogiello; the establishment of our first

global alliance, the TS Alliance of Israel; new research
1 974 ([ 20 1 4 initiatives; a Four Star Rating from Charity Navigator;

and an updated Strategic Plan, to name a few.

Our four decades of progress would not have been
possible without the TS Alliance’s founding mothers -

2014 was a true milestone for the Tuberous Sclerosis Debbie Castruita, Adrianne Cohen, Susan (Diaz)
Alliance (TS Alliance), as it marked our 40th anniversary. McBrine and Verna Morris. Forty years ago, these four
In 1974, four mothers had the foresight to come visionary women formed the TS Alliance to provide
together to start an organization at a time when the fellowship, pursue knowledge and provide hope to
future for people with tuberous sclerosis complex (TSC) anyone who shared the common bond of tuberous
was often bleak. With 40 years of progress celebrated sclerosis complex.

throughout 2014, true hope exists due to ongoing

research, new treatments, extensive support programs These goals still remain the driving force of the

and a committed community. Tuberous Sclerosis Alliance.

vww.tsalliance org



ABOUT THE TUBEROUS
SCLEROSIS ALLIANCE

The Tuberous Sclerosis Alliance is dedicated to finding
a cure for tuberous sclerois complex (TSC) while
improving the lives of those affected by:
e Developing programs, support services and
resource information;
e Stimulating and sponsoring research; and
e Creating and implementing public and
professional educational programs designed
to heighten awareness of the disease.

With these goals in mind, the TS Alliance is the only
organization able to rally the financial resources,

the research, the partnerships and the sheer will of
TSC-affected families and individuals to work toward
a future where no one has to endure the devastating

effects of TSC.

WHAT IS TUBEROUS
SCLEROSIS COMPLEX?

Tuberous sclerosis complex - or TSC - is a genetic
disorder that causes tumors to form in vital organs,
primarily the brain, eyes, heart, kidney, liver, skin and
lungs. TSC is a highly variable disease. Some people
with TSC live independent, healthy lives and enjoy
challenging professions such as doctors, lawyers,
educators and researchers. Others with the disease
often experience uncontrollable seizures, autism,
heart disease, learning and behavioral problems, facial
disfigurement, kidney failure and, sometimes, even
death. Approximately 80 percent of those with TSC
develop kidney lesions.

In addition, TSC is the leading genetic cause of both
autism spectrum disorder and epilepsy. Up to 50
percent of people with TSC develop autism, while
about 85 percent experience seizures at some point
during their lives.

While there is currently no cure, there is certainly hope.

Ongoing research has shown TSC to be a linchpin
disease. Why? Because TSC's genetic pathway is so
similar to other major diseases, every dollar spent
finding cures and treatments for TSC may also bring
about quantum leaps in treatment, care and even cures
for epilepsy, autism, diabetes and even some forms of
cancer.



RESEARCH

The TS Alliance’s Research Program stimulates and
supports basic, translational, and clinical research
on the various manifestations of tuberous sclerosis
complex to further the development of clinical
therapies and, ultimately, a cure for TSC.

The TS Alliance has funded almost $18 million in
research on TSC since 1984. Directed by Steven L.
Roberds, PhD, Chief Scientific Officer, the TS Alliance
grants program funds projects focused on TSC that
are proposed by researchers and aligned with
priorities of the TS Alliance. Collaborations between
basic and clinical researchers are encouraged and
fostered, for example, by biennial International TSC
Research Conferences. Through the TS Alliance
research grants program, applications can be
submitted for postdoctoral fellowships, research
grants, and Rothberg Courage Awards.

Atotal of 13 research awards were funded during
2014 for $486,788. The TS Alliance continued to
support six research grants awarded in previous years.
Additionally, seven new research awards were funded
beginning in 2014 to:

e The Van Andel Research Institute to initiate and
operate a TSC Biosample Repository under the
direction of the TS Alliance;

e Dr. Gabriella D'Arcangelo (Rutger’s University)
to develop human TSC neurons derived from
induced pluripotent stem cells;

e Dr. Wei Shi (Children’s Hospital, Los Angeles) to
develop and test a novel mouse model of LAM;

e Dr. Gerta Hoxhaj (Harvard School of Public
Health) to study the role of the protein TBC1D7 in
cell migration in neurons and angiomyolipomas;

e Dr. Michael Higley (Yale University) to learn how
loss of TSC1 disrupts brain signaling circuits in
mice;

e Dr. Mustafa Sahin (Boston Children’s Hospital) for
supplemental support of imaging analysis in a
new NIH-funded Rare Diseases Clinical Research
Network (RDCRN); and

e Boston Children’s Hospital to enable a face-to-
face kick-off meeting for the RDCRN to facilitate
a rapid start to open collaboration between
researchers working on three related rare
disorders: TSC, Phelan-McDermid Syndrome,
and PTEN disorders.

Among the six ongoing grants, the TS Alliance
continued supporting:

e Dr. Jeannie Li (Harvard University) to identify new
ways of treating TSC by blocking the ability of
cells with TSC1/TSC2 loss to use special nutrient
sources and, therefore, selectively kill these cells
without killing normal cells;

e Dr. Carmen Priolo (Brigham and Women's Hos-
pital) to study potential biomarkers in blood to
assess progression of LAM;

¢ Dr. Rebecca lhrie (Vanderbilt University) to
study the cellular origin of subependymal giant
cell astrocytomas in TSC to determine new
approaches to treatment;

e Dr. David Kwiatkowski (Brigham and Women's
Hospital) to collect and analyze biosamples from
a new European clinical trial to treat or prevent
infantile spasms in TSC;

e Dr. Gina Lee (Cornell University) to test for
compounds that affecting cellular metabolism
that could be used to better treat tumors
associated with TSC; and

e Dr. Sue Povey (University College London) to
curate additional mutations in TSC1 and TSC2
genes and make them openly available to the
public in a database that is highly utilized by
genetic researchers in TSC.

Implemented in 2006, the TSC Natural History
Database captures clinical data to document the
impact of the disease on a person’s health over a
lifetime. As of December 2014, 1,500 people with
tuberous sclerosis complex were enrolled in the
project from among 17 U.S.-based sites. The TS
Alliance provides funding to participating clinics to
perform data entry, monitors the integrity of the
database, and makes data available to investigators
to answer specific research questions and identify
potential participants for clinical trials and studies.

In 2014, the TS Alliance invested $487,708 in the
TSC Database. This spending is similar to 2013 but
represents a considerable increase over pre-2013
years for two reasons. First, the TS Alliance moved
existing records to a new database platform that is
better suited for research queries, can accept pa-
tient-reported data on quality of life, and will be more
cost effective to use. Second, two database sites
were added and more funding was provided to the
17 participating sites to increase enrollment and
completeness of records moved to the new platform.
A contract with Novartis was executed in November
2012 to provide TS Alliance with funding to enhance
and grow the TSC Database through 2015.

vww.tsalliance org



The TSC Biosample Repository is a new TS Alliance-
directed project initiated in 2014 that will impact
research over the next ten years or more. High-quality
biosamples such as blood, DNA, and tissues linked to
detailed clinical data are required for researchers to
understand why TSC is so different from person to
person. Such samples are currently unavailable, and
the TS Alliance’s Science and Medical Committee
identified this as a gap that can only be filled
effectively with leadership of the TS Alliance, guided
by a steering committee of clinicians and researchers.
The TS Alliance contracted with the Van Andel
Research Institute in Grand Rapids, Michigan, to host
and distribute biosamples. Samples in the repository
will be available to qualified researchers worldwide
and will be associated with detailed clinical data,
such as that found in our existing TSC Natural History
Database. Sample collection begins in early 2015.

The TSC Biosample Repository

a new TS Alliance-directed project
initiated in 2014 that will impact
research over the next ten years
or more.

The organization also continued to be a key part of
the TSC Clinical Research Consortium although only

a small amount of TS Alliance financial support was
required because of the consortium'’s success in
obtaining NIH funding. The five clinics comprising this
consortium received NIH grants to conduct two clinical
studies initiated in 2013. These two clinical studies will
determine what early signs or tests can identify infants
with TSC at highest risk of developing autism by age
three, as well as measure the ability of EEG and brain
imaging to assess the risk of newly diagnosed infants
with TSC to develop infantile spasms. The biomarkers
resulting from studies will have a major impact on our
ability to intervene very early to prevent some of the
most devastating manifestations of TSC. Additionally,
the coordinated work to execute both of these studies
has developed infrastructure and processes to form the
basis of an ongoing and growing TSC Clinical Research
Network. The consortium received a new five-year,
multi-million dollar award from NIH to be part of the
RDCRN described previously. The consortium is also
running a sub-study of a larger industry-sponsored
Phase 3 trial. As translational research in TSC

produces additional ideas for clinical studies, the
efficient initiation and conduct of future clinical trials
will benefit from having this infrastructure in place to
enable investigators to quickly and affordably execute
studies. The TS Alliance’s Chief Scientific Officer is on
the leadership team of the consortium.
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PROFESSIONAL EDUCATION

Professional education expands programs to target
researchers and healthcare providers caring for
individuals with TSC, medical students, genetic
counselors and educators to minimize the
consequences of ignorance and misinformation.

The TS Alliance funded the open-access publication of
two additional peer-reviewed articles to make available
to healthcare providers worldwide the latest
recommendations on the surveillance and management
of cardiac and neuropsychiatric aspects of TSC arising
from the 2012 TSC Clinical Consensus Conference.

The TS Alliance also co-sponsored a continuing medical
education program with PeerView Institute and the
University of Florida that reached 3,084 healthcare
providers to educate them on the published consensus
recommendations.

The TS Alliance worked with other advocacy groups
representing rare epilepsy syndromes to further
implement recommendations from an Institute of
Medicine (IOM) report on the epilepsies, including
helping build an online portal where epilepsy researchers
can in real-time search for funding opportunities available
from non-profit organizations. The TS Alliance also joined
forces with other non-profit organizations committed to
epilepsy research to create the Epilepsy Leadership
Council, an alliance that will continue to keep the focus
on patient-centered research and educational initiatives
recommended by the IOM report.

The TS Alliance participated in and presented at several
professional meetings including: LAM Foundation'’s
LAMposium; a LAM Biomarker Summit; the International
Research Conference on TSC and LAM in Beijing, China;
Congressional Showcase with the Coalition for Imaging
and Bioengineering Research (CIBR); iPharma Confer-
ence; Association of Clinical Research Professionals
Conference; Interagency Collaborative To Advance
Research In Epilepsy (ICARE); Rare Disease Day at NIH;
The NINDS Nonprofit Forum; NORD/DIA Annual
Conference on Rare Diseases and Orphan Products;
Partners Against Mortality in Epilepsy (PAME) conference;
and Partnering for Cures. In addition, at the American
Epilepsy Society (AES) annual meeting the TS Alliance
hosted a TSC reception for more than 50 researchers
and participated in two Special Interest Group scientific
sessions, one on TSC and another on research resources
made available by non-profit organizations advocating
for rare disorders that involve epilepsy.

Further, the Vice President of Outreach has ongoing
collaboration with national educational networks, such
as the Association for Middle Level Education. She also
collaborates with Parent Training Information Centers
throughout the country, since providing children with
appropriate education is one key to individuals having a
good quality of life.



OUTREACH AND SUPPORT

The Outreach Department develops programs and
services that provide individuals with TSC direct
access to the information, resources and specialists
experienced in the diagnosis, treatment and
management of TSC.

The TS Alliance’s 2014 World TSC Conference, held
July 3-6 in Washington, DC was a huge success,
attracting 690 participants from 44 states and 20
countries during the three-day event. Attendees
included families and individuals with TSC; caregivers;
healthcare professionals; researchers; a wide array of
exhibitors; and others interested in TSC. Thirty-four

of the 48 educational sessions were videotaped and
uploaded to the TS Alliance YouTube channel for
anyone to view after the conference; these recordings
garnered 3,035 views by the end of 2014. In addition
to the educational sessions offered throughout the
conference, many social activities took place, including
those specifically for adults with TSC.

The need for a conference of this magnitude was
evident in the eight-year hiatus from the TS Alliance's
last National TSC Conference held in 2006. Since then,
tremendous changes have occurred in clinical care and
approved treatments, including two approved indica-
tions to shrink tumors associated with TSC in the brain
and kidneys, and in 2012, updating the TSC consensus
guidelines for diagnosis, testing and treatment created
new gold standards in care. To acknowledge this need,
the TS Alliance began planning another national
conference in 2012. This plan quickly morphed into
addressing the ever-expanding global TSC network
and became the 2014 World TSC Conference.

In addition to the World TSC Conference, the
Outreach Department provided support and resources
to 2,519 individuals and families dealing with TSC.

The Vice President of Outreach attended 34 Individual
Education Program meetings in person, through
SKYPE, and via conference calls to support families

in getting educational services for their children
throughout the country.

In 2014, 24 Educational Liaison volunteers worked

in 24 states to connect families to free educational
advocacy trainings in collaboration with the states’
Parent Training and Information Centers. Throughout
the year, 1,766 free parent trainings and webinars on
educational advocacy were offered to families dealing
with educational issues for their children.

There were four new publications developed for the
young adult webpage, including “Choosing Health
Insurance for Young Adults with TSC,” “Healthy Eating
Tips,” "Healthy Grocery Shopping for Young Adults with
TSC,” and “Finance for Young Adults with TSC Wanting
to Live Independently.”
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The TS Alliance offered nine adult topic calls on topics
specific to independent and semi-independent adults
with TSC. A pilot Dependent Adult Transition Resource
Coordinator Program was developed for Louisiana

to support caregivers of dependent adults. Three
Dependent Adult Topic Calls supported caregivers

of dependent adults. The Adult Regional Coordinator
Program provided one-on-one support to 1,508 adults
with TSC across the country. In addition, the TSC Clinic
Ambassadors program supported 503 individuals

and families at TSC Clinics located in Miami, FL;
Cincinnati, OH; Columbus, OH; Atlanta, GA; Nashuville,
TN; Birmingham, AL; Denver, CO; Dallas, TX; Austin TX;
and Salt Lake City UT.

Through the network of 34 volunteer branches of
the organization, called Community Alliances, local
education and support group meetings are held
throughout the country. The TS Alliance hosted 18
educational meetings and 41 gatherings held at
Community Alliance locations during the fiscal year
2014.

Officially launched in 2014 with the TS Alliance of
Israel, the TS Alliance Global Alliance Program was
created as a way to address unmet needs within the
global TSC community at the country level. This
program provides the opportunity for the TS Alliance
to share experiences and assist in the start-up or
support of TSC-related organizations in other countries
and fosters stronger links between the TS Alliance,
communities and individuals around the world.

PUBLIC AWARENESS

The TS Alliance strives to heighten awareness of TSC
throughout the general public to broaden the scope
of support and understanding beyond TSC individuals
and their families. During 2014, the TS Alliance
produced three issues of its national magazine,
Perspective, which is mailed to almost 15,000
constituents as well as posted on the website.

The TS Alliance’s website increases awareness and
provides extensive education via 1 million-plus hits
monthly from an average of more than 37,500 unique
visitors. The TS Alliance also relies heavily on social
media to educate constituents and promote new
resources and events. Our Facebook TSC Discussion
Group boasts more than 6,398 members, while our
Twitter account has 1,100-plus followers.

To increase public awareness, the TS Alliance heavily
promoted TSC Global Awareness Day on May 15.
This year's event included a dedicated website,
tscglobalday.org, to house a “World of Thanks” social
media/photo campaign, which garnered 160 pictures
from 24 countries as well as a huge Facebook/Twitter
push. In addition, the TS Alliance President & CEO,
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Chief Scientific Officer and Dr. Kevin Ess participated
in nine radio interviews, which ultimately aired on
1,764 times reaching more than 10.4 million listeners.

To help educate physicians, the TS Alliance updated
its "Diagnosis, Surveillance and Management of
Individuals with TSC” publication to reflect current
standards. The organization also produced an
educational video focused on government advocacy.

GOVERNMENT ADVOCACY

The TS Alliance’s government advocacy efforts focus on
educating members of Congress about TSC to further
TSC research, awareness and clinical care. The annual
TS Alliance March on Capitol Hill to advocate for federal
funding for the Tuberous Sclerosis Complex Research
Program (TSCRP) at the Department of Defense's (DoD)
Congressionally Directed Medical Research Program
(CDMRP) took place in early March 2014. More than 80
members of the TSC community participated, asking
their senators and representatives to sign onto Dear
Colleague letters in support of TSC research.

In the House, 25% or 110 Democratic and Republican
Representatives signed onto a bipartisan Dear
Colleague letter of support from Representatives
Loretta Sanchez (D-CA) and Mike Fitzpatrick (R-PA).
The number of signatures secured for the Sanchez-
Fitzpatrick letter greatly exceeds the numbers setin
previous years. The Senate letter was sponsored by
Senators Chris Murphy (D-CT) and Johnny Isakson
(R-GA) and included 17 signatures. In FY2015, the TSC
Research Program at the CDMRP received a $6 million
appropriation, bringing the cumulative funding to
$59 million since 2002 as a result of our successful
grassroots efforts.

Research done through the TSCRP has recently led to
additional clinical trials including:

* determining if imatinib, a drug FDA-approved
for cancer, can safely improve levels of VEGF-D, a
biomarker of lymphangioleiomyomatosis (LAM), a
life-threatening lung manifestation of TSC, funded
in FY2013 (the most recent year for which awards
have been announced);

® testing a combination of two drugs to treat LAM
funded in FY2012;

* a multi-site clinical trial testing the efficacy of an
experimental topical rapamycin cream to treat
the disfiguring facial tumors, facial angiofibromas,
caused by TSC funded in FY2010;

® aclinical research network was created to test
potential new therapies, to validate biomarkers,
and to learn the natural history of leading to a
clinical trial funded in FY2012.
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The TSCRP has also funded research to develop animal
models of TSC that have seizures, enabling a better
understanding of the causes of TSC. In 2013 an
industry-sponsored clinical trial began to test mTOR in-
hibitors to treat epilepsy in individuals with TSC. None
of this progress would have been possible without the
critical support provided through the TSCRP.
Additional advocacy efforts included a Congressional
Briefing on Capitol Hill to commemorate TSC Global
Awareness Day on May 15, 2014. Congressional staff
and key members of the TSC research and grassroots
communities attended the event.

FUND DEVELOPMENT

It is inspiring to see what the TSC community is able
to accomplish when faced with the shared goals of
both raising awareness and generating funds to
support community programs and to further valuable
research projects. Year after year, people from across
the United States support the TS Alliance through a
wide a range of events, such as garage sales, bake
sales, golf tournaments, walkathons and comedy
nights. These events are successful because of the
dedication and creativity of the TSC community.

In 2014, special events netted $1,470,814, representing
33 percent of the organization’s overall revenue.
Highlights included:

The 40th Anniversary Celebration held on Broadway
in New York City raised $267,673. The evening was a
smashing success to fuel the fight against TSC, while
also revering the past and inspiring hope for the
future. We were honored to highlight the significant
contributions of Abe and Celia Mastbaum and Drs.
Jonathon and Bonnie Rothberg of The Rothberg
Institute for Childhood Diseases for their unending
passion and dedication to the TS Alliance and TSC
research. Our wonderful and talented celebrity
friends brought our play, FOUR DECADES | ONE
COMMUNITY, to life as the showcase of the event.

It was a beautiful living history of the triumphs and
challenges so many have endured. This unique
performance validated our organization’s journey
while paying tribute to the sacrifices of individuals
and families to ensure a brighter future for the next
generation.



Fund Development (cont.)

Comedy for a Cure® celebrated its thirteenth
anniversary in 2014 at LURE in Hollywood, CA, raising
$206,410 for the TS Alliance. Over the last 13 years,
Comedy for a Cure has garnered nearly $4 million
cumulatively. This year's event honored the Lauren
Krinsky Family and TS Alliance President & CEO

Kari Luther Rosbeck for their tireless commitment
and dedication to support families living with TSC.
Mo Collins headlined the evening's show, supported
by hilarious performances by Kate Flannery, as well
as comic Jerrod Carmichael. The funny, warm and
talented Jim O'Heir served as emcee. Auctioneer
Damon Casatico once again led the live auction, where
attendees bid on items ranging from custom-made
jewelry by Edina Kiss to a trip to Scotland.

The Step Forward to Cure TSC® walks took place in 33
cities across the United States and collectively raised
$1,046,964. Julianne Moore once again served as our
National Honorary Chair with support provided by
national sponsors Novartis, Lids, Lundbeck, Cyberonics,
and MetLife Center for Special Needs Planning.

The Step Forward to Cure TSC® National Walk on the
Mall was held at Henry Bacon Park, raising more than
$150,000 while also increasing awareness of TSC in
our nation’s capital. This walk was a great success
thanks to the TSC community and the generous
support from Lundbeck, Novartis, Scitor, Cyberonics,
Questcor, Hollingsworth, LIDS, Buffalo Wild Wings,
The Law Office of Joseph P. Smith, Ill, Cavarocchi
Ruscio Dennis Associates and Caribou Coffee.

The year also saw the end of the first phase of the
hugely successful Unlock the Cure fundraising
campaign, which raised $751,171 and a total of
$4,687,571 over three years including the $500,000
challenge grant from the Harold Simmons Foundation.
The Unlock the Cure campaign helped the TS Alliance
implement a Drug Screening Program, identify
biomarkers, develop a Clinical Research Consortium,
expand the TSC Natural History Database, and increase
support for the TS Alliance research grants program.

Events Raising More Than $10,000

Step Forward to Cure TSC® Walkathons

Alabama - Carole Pitard and Margaret Cox

Arizona - Debora Moritz

Atlanta/North Georgia - Planning Committee

Chicago (Galesburg) - Karen Johnson-Wenger

Chicago (Westmont) - Geri Greenberg and

Lisa Smiley

Connecticut - Rebecca Thereault

Dallas - Planning Committee

e DC Metro National Walk on the Mall - Planning
Committee

Delta Region - Temple Poche

Heartland (lowa) - Ryan and Cindy Blackard
Houston - Bill and Taska Fields

Indiana - Pat Schmutte

Memphis - Brittany Schwaigert

Michigan - Treasa Bolger-Dunlap

New England - Stacie Verrill

New York (Long Island) - Rob and Denise Spear
Northern California - Diane Burgis

Pacific Northwest (Seattle) - Susan Jorski
Rocky Mountain - Caroline Clough
Southern California - Barbara O'Neill and
Dawn Redfield

St. Louis - Gwen Montaigne

Upper Midwest - Judy Prudhomme and
Maria Gibbons

Major Events

Comedy for a Cure - Event Planning Committee
Crashin’ for the Cause - Joe and Abby Kopf
Geneva Lakes Amazing Race - Rebecca Melka,
Rob Keefe, Tim Schnake and Sharon Clark

The 8th Annual Heather Joy Memorial TS
Alliance/LAM Foundation Golf Outing

Ironman Chattanooga Marathon - Reiko Donato
Rock for Riley - Melanie Vogel

San Luis Obispo, CA Marathon - Kim Sabreda
Strikeout TSC Softball Tournament - Laura
Laramie

Will's Quest - Will Cooper, Jr.



ANNUAL FUND - MAJOR DONORS

Fiscal Year 2014:
January 1 to December 31

President’s Circle

($100,000 - $500,000)

The Cowlin Family Fund

Christopher and Joy Dinsdale

Harold Simmons Foundation

Lundbeck Pharmaceuticals, Inc.

Novartis Pharmaceuticals Corporation

Jonathan and Bonnie Gould Rothberg,

The Rothberg Institute for Childhood
Diseases

Tuberous Sclerosis Alliance Endowment
Fund

William and Kristina Watts

Benefactor
($50,000 - $99,999)

James and Andrea Maginn
OPL Charities

Sponsor
($20,000 - $49,999)

America’s Charities

Cyberonics, Inc.

Crashin’ for the Cause

Eldorado Lions Club

Mallinkcrodt Pharmaceuticals

Marc, Marla and Emmory Shapses, ERS
Charitable Foundation

The MetLife Center for Special Needs
Planning

Brian and Sandra O'Brien, Brian E. O'Brien
Oil & Gas

Irene Rothberg

The Winifred M. Gordon Foundation Inc.

Protector
($10,000 - $19,999)

Chad and Alicia Austin

Ray Chan

Charles & Mildred Schnurmacher
Foundation, Inc.

Jordan Coleman

Craig and Cindy Cunningham, C&C
Market Research

Mark Cuban

Richard and Lori Day

Michael and Janie Frost

Genesco

David and Cathy Krinsky

The Louis Berkowitz Family Foundation, Inc.

Herbert and Carol Marton

David and Nancy Michaels
Ned Neely

O'Friel Family Foundation

John Pietrolungo

2014 Annua

Allan and Carla Price

Lillian Rothberg

Karen White and Julie Geissman
Whittingham Foundation

Defender
($5,000 - $9,999)

Steve and Lynn Aguiar

The Arnold Foundation, Inc.

Athena Diagnostics

Ellen Attanese

The Bayless Family Foundation

Biotechnology Industry Organization

Mark and Kelly Carroll

Children’s Health Care

Children’s World Impact

Lee Chou

Scott Clarkson, Glacier Design
Systems, Inc.

Will and Kay Cooper, WNC &
Associates, Inc.

CVS Charitable Trust

Cornelius and Linda DenHarder

Michael and Rita DiDomenico,
DiDomenico Packaging, Co., Inc.

Digital Millennium Wireless, Inc.

Tim and Kathleen Dills

Discavage Family Foundation, Inc.

Pamela Edstrom

Henry and Kathy Elsesser

The Gertrude and Philip Hoffman
Philanthropic Fund of the Jewish
Federation of Greater Pittsburgh

Glenn N. Howatt Foundation

Tim Hardy, Entertainment Works, Inc.

Carla Heck

William and Debra Joseph

Kenvo Foundation

Ken and Beth Kocher

Alan Koenigsberg

Laura Laramie

Matt Leone

Laura Lubbers

MarketCast

Abe and Celia Mastbaum

Theodore and Peggy Mastroianni

Minnesota Epilepsy Group, P.A.

Mistler Family Foundation

Moody's Foundation Matching Gift
Program

Jim and Debora Moritz, Cake Arts, Inc.

Jon and Patricia Myers

Jim O'Heir

George and Susie Polsky

Matthew and Rebecca Anhang Price

Qualcomm

Ralph Vecchio Family Foundation

Robinson Foundation

Rosette W. Harris Charitable Lead Trust A

Schneider Electric North America
Foundation

William Schilling

Scitor Corp.

James and Judy Shoulak, The Shoulak
Family Fund

Susan Smith

Annie Szilagyi

Transgenomic

Tuberous Sclerosis Canada
(Sclerose Tubereuse)

Twentieth Century Fox Film Corporation

Upsher-Smith Laboratories, Inc.

US Bank

Variety - The Children’s Charity

Kevin and Melanie Vogel

Whaley Wings Foundation

Cliff and Deborah White, The Cliff and
Deborah White Family Fund

Joseph and Deborah Yohn

Advocate
($1,000 - $4,999)

A. Sturm & Sons Foundation, Inc.

Abbott Laboratories Employee Giving
Campaign

Earl Abramson and Sheila Schlagger

Leonard Abruzzo

Acorda Therapeutics

Adobe Systems Incorporated

Janice Akridge

Ames Construction, Inc.

Anonymous

AptarGroup Charitable Foundation

Arlington Lexus in Palatine

ARMATURE Corporation

Peter and Deborah Aronson

Arthur J. Gallagher Foundation

AT&T United Way Employee Giving
Campaign

Michael and Milly Augustine

Michael and Leesa Baker

James Achterhof and Arlene Bandstra

Bank of North Georgia

Adrian Banner

Nathan and Alana Bauer

Bcureful

Thomas and Elizabeth Beattie

Martina Bebin

Matthew and Kelley Beck

Tom Bercu

Benevity Community Impact Fund

The Berkshire Heights Fire Co.

Kevin Bittel

BlueCross BlueShield of Massachsetts

Julie Blum and Greg Linsin

Matt Bolger and Maureen Watson-Bolger

Mark Borman and Karen Hermelin

Bradley Arant Boult Cummings, LLP

Brasfield & Gorie, LLC

Carl Brenden

Catherine Brestle

Charles and Pamela Brickey

Bristol Myers Squibb Foundation
Matching Gift Program



Brooks Sports, Inc.

Scott and Renee Brown

Emerson Bruns and Benedict McCaffree

Andrew and Elizabeth Buchsbaum

Pablo Burbridge

Todd and Terri Burleson

Caleb and Sarah Burton

Business Knowledge Services, Inc.

Linda Cain

Joe and Sharon Cappadona

Caribou Coffee Charitable Foundation

Cars 4 Causes

Cavarocchi Ruscio Dennis Associates, LLC

Chris Cheadle

Chemistry Rx, LLC

Chicago Title of Texas, LLC

Justin and Katie Christensen

William and Sue Clark

Philip Clarke

Cary Clayton

Craig and Margie Colby

David and Mary Comeau

Cynthia Comeaux

Steve and Kathleen Conrad

Robert Cook

Wilfred and Jennifer Cooper

Daniel and Paige Covello

Jared and Margaret Cox

County of Los Angeles

James and Leslie Craige

Robert and Elizabeth Cullins

Donelle Dadigan

Lawrence Davis

Brian and Mary Day

Tanya Dickinson

Roy and Gloria Dinsdale

Rich and Reiko Donato

DoTopia

Denise Dowling

Downey Publishing, Inc.

Darian Downs

Stuart Dunlap

Andre Duplantis

Conrad and Judy Duprez

ECC

Doug and Kristin Eckelkamp

Educational Concepts Group

Richard and Athena Eitel

EMCE Consulting Engineers

Moise and Carol Emquies, Emquies
Family Fund

Kenneth and Linda Escobar

David Esquith and Kathryn Gingles

Scott and Jill Feinstein

Fidelity Charitable Gift Fund

Fifth Third Bank

Peter and Joyce Filosi

Fishnet Security

David and Jeannine Fitzmaurice

Kasey and Jami Flicker

Jim and Mary Fox

Jameson and Debra Fox

Jesse and Kristin Frausto

Sam and Wendy Frieder

Ed and Connie Frische

Frank and Laura Gallagher

Gap, Inc.

The GE Foundation

GeneDx

Gail Levitt Gershon

Eric and Tricia Gerum

Global Impact

Robert and Shirley Goble

Joshua Gordon

Delia Gorga

Goshgarian & Marshall

William Grabb and Jean Leonard

Thomas Grace

Robert and Nancy Graham

Donn and Julie Gray

David Greenstein and Hillary Mandel

Leonna Gregg

Shawn Griffiths

Frederick and Jennifer Gross

Robert W. and Kathryn A. Groves

Keith and Andrea Hall

Raymond Hall

J.B. and Jan Hamilton

John and Candace Hanley

Dennis Hanson

Herbst Foundation

James and Carol Herscot

Garrick Hodge

Jeffrey and Karen Hoersch

Jeffrey and Linda Hoffman

Michael Hogan

Hollingsworth, LLP

Dena Hook and Santo Pino

John and Alice Hulbert

Hyman Family Charitable Foundation

IBM Employee Services Center

Inspire

Insulation Products Corporation

Kevin ltima

Linda Jackson

JK Group on behalf Lawrence Livermore
National Laboratories

Joan and Stanley Worton Philanthropic
Foundation Fund

Michael and Colleen Johns

Michael Johnson

Ken and Shonnie Johnson

Shivani Kalia

Arnold and Carol Kamm

Keiser Family Foundation

Christopher Kline

Timothy and Linda Knecht

Mark and Dawn Koers

Kohl's

Jeremy and Robin Krantz

Katherine Krenning

Darcy Krueger

Young and Hee Kwak

Lise Lagace

Laguna Beach Community Foundation,
Peter and Nicole Anderson Charitable
Fund

Heather Landry

Monya Lane

Thomas and Mary Ellen Langbein

Steven Laufer

Lawrence Smith Foundation

Joseph and Gloria Leanza

John Garlinger Hazlett Fund of the
Licking County Foundation

Henry Lindeman

Tommy and Peggy Lindsey

Philip Livengood

Doug and Linda Loftus

Thomas and Susan Carrington Lowder

Robert and Judy Luther

James and Tiffany Lynch

Mark Maiberger

William and Audrey Malesky

Judith Marshall

Kevin and Carrie Martin

Frederic Marton and Nina Zubkoff

Stuart and Carina Marton

Greg Massad

Christopher and Julie Masterson

Maurice Amado Foundation

John and Jill McBride, Camp Mac. Inc.

Kevin and Janet McCann

Thomas and Stepanie McCann

Eric and Celia Meadow

Menasha Corporation Foundation

Merck Foundation

Karen Meredith

Michael and Janell Meredith

Michael Bill Avner Memorial Fund of the
Pittsburgh Foundation

Margaret Middleton

Alison Molinatti

Thomas Morrison

Robert and Lisa Moss, Seizure
Tracker LLC

Gianluigi Mussinelli

Jo Anne Nakagawa

National Association of Theatre Owners

National Centers for Pain Management
and Research, LLC

James Nelson and Nan Martin

Network For Good

New York University School of Medicine

John and Carol Nicholson

Norfolk Southern Corporation Trust Acct

Norgren Family Fund

Hope Northrup

Dennis and Agnes O'Leary

Mary Oliver

Sheila Olshansky

Scott Olson

Courtney O'Malley and Daniel Wilhelm

One Beacon Charitable Trust

Michael and Diane Oravecz

Thomas Orsini, Orsini Heathcare

The P & G Company

Richard and Lauren Packard

Michael and Nancy Parkes

Patco Machine and Fab J. Kilpatrick

Muriel Pattis

David and Mary Belle Patton

Larry Paul

PayPal Giving Fund

Susan Pennebaker

Norman and Dadie Perlov

Mary Jane Perraut

Christopher and LeAnn Peterson
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Edgar and Christiane Pew

Pinnacle Bancorp, Inc.

Andrew and Maureen Piotrowski

Clark and Temple Poche

Larry and Lilian Postaer

Steven and Lori Potolsky

Carrie Pretto

Prevention Genetics

Prudential Foundation Matching Gifts

Nicholas and Lori Quirino

Peter and Bitty Rapaport

Reliance Financial Group, LLC

RFR Realty, LLC

John and Jordan Richards

Steven and Mary Roberds

Hud and Dezarae Rodriguez

Christopher and Kari Luther Rosbeck

Domenic Ruscio and Betty Lou Taylor

Richard and Susan Russell

John and Kimberly Sabedra

Dawn Saddik

Ed and Rebecca Schumacher

Christopher and Tara Schumacher

David and Nancy Seklir

Brad and Teresa Self

David and Karen Senger

Paul and Mary Seward

Seyfarth Shaw Charitable Foundation

Shamrock Capital

David Shapiro

Henry Shapiro and Christy Hobart

Eugene Shkolnikov

Timothy and Kathleen Silber

Ann Skillman

Peter and Blair Smith

Johnny and Vianne Smith

Joseph and Kathleen Smith

Ron and Montie Smith

Michele Smith

Spectrum Enterprises

Rocco and Carmela Spinoso

St. Paul Evangelical Lutheran Church of
Boca Raton, FL, Inc.

Wayne and Margaret Stair

Kate Staples

Starr H. Clark Endowment Fund, Oshkosh

Community Foundation

John and Janine Steenman

Steven and Alexandra Cohen Children’s
Medical Center of New York

Richard and Sharon Stewart

Greg and Julie Symens

Pam Sztukowski and Chris Holubowicz

Mindung Ta

Stephen and Winifred Tart, Steve Tart
Associates

Jeff and Jeanne Theis

Sean and Kelly Thomann

Tim and Catherine Thompson

Thomson Reuters

Kayley Thurston

Amy Trask

Harvey Triebwasser

Truist

Andi Tseng

U.S. Cellular

2014 Annual Repor

United Way of Greater Philadelphia

United Way of San Diego County

United Way of Santa Barbara County

The University of Alabama at
Birmingham

Dennis and Elaine Van Emon

Chris Viola-Weiss

Visa Giving Station

Jim and Cristy Wade

Victor Wang

William and Corinne Ward

Daniel and Adrienne Wasserman

Lorne and Heidi Waxlax

Chris Westfahl

Patrick Whitehead and Christine Page

Martin and Lois Whitman

Wicked Races, LLC

Gene and Jane Wiggins

Michael Wong and Cecilia Hsien-Tsing Yu

Kirby and Jennie Woodard

YourCause, LLC

Champion
($500 - $999)

4 Paws for Ability

Daniel Abbott

Leonard Abruzzo Jr.

Patrick and Abby Adams

John and Janet Addison

Trey and Lucy Albers

Gregory Alberth

Alliance Nursing

Amazon Smile Foundation

Ameren Missouri

American Business Bank

American Veterans United, Inc

Shelleen Anacay

Abe and Barbara Anhang

Frances Ardolf

Arkansas Elder Outreach of Littlerock

DBA Southwind Nursing

Gordon and Pauline Arndt

Tony Au

Michael and Mary Aycox

John and Patricia Badorf

Daniel and Laurisa Ballew

Elizabeth Barnes

The Benedictine School

Nick and Sherrie Berchin

Jonathan and Debra Berger

Michael and Debra Bernfield

Kalpana and Ramesh Bhatia

Daniel Bloomstein and Kirscha Burgess

Richard Blum and Suzanne
Chambers-Blum

BMR Investment

Anthony and Ellen Bolland

Booster

Jack Bowman

Edie Boyd

Tyler and Alison Brainard

Chris Brandon

George and Laura Braunstein

David Breihan

Walter Brooks

Dorothy Brooks

Harry and Karen Broome
Dennis Brown

Victor and Diane Brown
Mary Brown

Brown & Streza, LLP

Joe and Donna Bryant
Brycorp Builders, LLC

Linda Buchman

Trent Buck

Buffalo Wild Wings

C&C Builders

Calvary Baptist Church
Patricia Cambo

Robert and Susan Campbell
Aubrey and Hilary Cannon
Frank and Barbara Capone
Joe and Margaret Carrillo
Ingrid Carroll

James and Diane Caserta
Robert Challender

Wendy Chan-Liang

Child Neurology Foundation
Children's of Alabama

Kelly Christensen
Cleveland Clinic

Donald and Joyce Cline
Connie Cockerham

Richard Cockerham
Richard Kyle Cockerham
Terrence Coleman
Columbian Charities of Missouri, Inc
John and Mary Conner
Linda Connors

John and Katherine Conrad
Michael Copley

William Cowlin

Gretchen Cox

Joseph Cronin

Julie Crook

Jason and Jenny Davis
Barb Dawson

Michael and Beth Dean
David Debruin

Joseph and Pamela Delpino
DiPalantino Contractors, Inc.
Dominion Property Advisors
Kelli Ducharme

Dennis Ehrler

The Ettenberg Foundation
Epilepsy Foundation

Jay and Peggy Erb

Mary Ann Fair

Farallon Consulting, LLC
Ronald Fedrick

First Light Learning Center
Florida Hospital

Solon Fotis

William and Helena Foulkes
Mike and Leslie Fox

Joe and Carol Freitas
Nicole Fulghum

Laura Furey

Edward and Sarah Gall
Cecelia Garber

John and Lynn Garcia



Elizabeth Gardner

Alfred and Johanna Garzino

GE United Way Campaign
Geo-Engineering and Testing, Inc
Eugene Gilder

Douglas and Nancy Glass

Gold & Silver Giving

Steven and Shari Goldstein

Joe Golminas

Denise Grafenberg

Grainger Matching Gifts Program
Gillian Granger

Michael and Miriam Green
Joseph and Margaret Griscti
Martin and Dorothea Grolnic
Diane Gulas

Michael and Kathleen Gutto

Dori Hansen

Harvard Pilgrim Health Care
Donald and Florence Hauge
Willie Hayden

Ron and Ann Heffron

Richard Heltzel

Henry Sullivan Campaign Committee
Elizabeth Henske

Lisa Hidaybaca

Amy Hightower

Douglas and Margaret Hinkle

G. Dana and Vicki Hobart

Shawn Hood

John and Peggy Hook

Hope Christian Reformed Church
Bertha Hoskins

Ann Huber

Curtis and Carolyn Hull

Mark Hyman and Sheryl Neuman
Robert and Marcia lbsen

Jaye Isham and Larry Rocha

Paul and Lori Iverson

Paulina Jimenez

Kristin Johnson

Johnson & Johnson

Erich Joiner

William and Melissa Joyce

Jay and Deborah Julow

Dorothy Kalins

Catherine Karabetsos

Zahid Kassem

Barbara Keenan

David and Maureen Kenna

Edina Kiss-Dworak and David Dworak

Kiwanis Club of Marietta Lost Mountain

Golden K
John and Renee Kizer
Daniel Klein
KMC Forklift Service
Knights Of Columbus
Christopher Koch
Mukund Komanduri
Tim Kowalski
Russell and Merry Kraft
Stewart and Grace Krakover
Betsy Kramer
David and Deborah Krecklow
Mary Anne Krieger
Glenn and Miriam Krinsky

Aaron Krinsky

Robert and Cynthia Kupper

La Academia De Estrellas

Karim Ladhani

Ladies of Unico, Kearny, NJ Chapter

Ezmina Lalani

The LAM Foundation

Ted Landers

Law Office of Cohen & Jaffe, LLP

Dea Lawrence

Rodney and Caroline Lenz

Craig Leopard

The Lertzer Family Foundation

Lois Leuthold

Estelle Leuthold

Liberty Montgomery County Chapter
NYSARC

Angie Lin

Christopher Lingren

Warren and Gloria Maass

Mad World of Fitness, Inc.

Robert and Barbara Malatesta

Manowitz and Drillings Family
Foundation

Lawrence and Joya Marks

Marlins Foundation

Stephen and Barbara Martin

Allen McBride

Cynthia McCaffrey

Jan McCallum

Charles and Theresa McFadden

Virginia McKiernan

Paul and Jill Mehrer

Gregory P. Meier

Robert and Mary Melcher

Alejandro Mendieta

Peter and Jean Meredith

Microsoft Matching Gifts Program

Ava Milani

Darren Miles

Deborah Mincarelli

Robert Mischel

Jason and Dena Mitchell

Mitchell Lovic Transport, Inc.

Scott and Carolyn Molander

Peter and Mary Monkmeyer

Ron Muenchrath

Nancy Muntner

Felix Neo

Thu-Trinh Nguyen

Tori Nourafchan and David Rosenstein

O-Ring Sales & Service, Inc

Leon and Sharon Oberlander

Patricia Ogden

Thomas and Helen Olear

Olson Comfort Services, Inc

Courtney O'Malley and David Wilhelm

Saddiq Panjwani

John Lee Parisher

Jackie Parker

PDI

Hal Pennington

Dave and Colleen Pfeiffer

Pfizer Foundation Matching Gifts
Program

Yves Pinsonneault and Nathalie
Simoneau

Heath Pope

Joszef and Anna Postma

Scott and Rachel Powell

Robert Prowse

Psychiatry South

Gregory and Nancy Putz

Jason and Stacie Quatsoe

Charles and Ann Quilter

John and Cheryl Raiss

Alan and Billi Rakov

Michael Rapaport

Suzanne Redman

Theo Regello and Barbara Wachter-
Regello

Ira Reiner and Diane Wayne

ReMax of Cerritos

Sean Reynolds

Reynolds American Foundation
Matching Donations

Stephanie Ricke

Mohammed and Elizabeth Rizk

Bruce Romeo

Nilsa Roberts

Patrick and Maureen Roche

Stephan and Ruth Rosen

Steven and Alla Rosenblatt

David Rothberg and Nan Birdwhistell

Carol Rouse

Amber Russell

Terry and Cynthia Rust

Raman and Oonagh Sankar

Willie Sarver

Thomas Schaefer

Peter and Joni Scheidt

David and Amy Schenkein

Mark and Lynne Schwitz

Robert and Mary Ellen Scott

Halden Scott

SEl Inc.

Sue Selden

Seldens Landing Elementary

Sertoma Club of Emproia, Inc

Shawn Gaffney Memorial Fund

Paul Sherman

Michael and Meghan Shipman

Alice Skinner

Jeff and Wendy Sklarin

Trevar Smith

Brittany Smith

Richard and Karen Solle

South Hampton Resources, Inc.

Garry and Ramyne Spire

Philip Sprague

John and Carolyn Starling

Robert and Michelle Stecki

Sheila Steele

Laurence and Ellen Steiner

Frank and Marjorie Stovall

Streamwood Professional Firefighters
Association, Local 3022

Steven Strickman

Al Switzler

Lance and Christina Takara

Michael and Geraldine Tama
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James and Mabel Tarlton

Paul and Ruth Thomas

Time Warner Employee Grant Programs

Todd Family Charitable Foundation

Armen and Vicky Toroian

Travelers

Travelers Community Connections

Dee Triemer

Andrew and Helen Triemer

James and Heather Trimm

Tuberous Sclerosis Clinic - Ohio

James and Cynthia Tuite

United Way of Central Indiana

United Way of Central New Mexico

United Way of Southeastern Michigan

United Way of the Bay Area

United Way of The National Capital Area

University of Alabama Health Services
Foundation

US Bank Foundation Employee Matching
Gift Program

Van Andel Institute

Jorge Villarreal

Donna Vitale and Tom Ruskin

Eileen Voelker

Alan and Nancy Vogel

Arnold and Frances Vogel

Jane Washeim-Krout and Keith Krout

Paul and Pamela Waxlax

Ruth Weiss

West Chicago Garden Club

West Fond Du Lac Company Chapter of
Thrivent Financial

Westbury Fire Department, Hose
Company Number 1

Charles Whiteside

Carl and Sheila Wiezalis

Daryll Williamson

Rebeca Willis

Scott Wilson

Carol Wood and Mike Rastelli

Thomas and Eleanor Woods

Kevin and Sarah Wright

Wright Specialty Pharmacy and
Diabetic Supply

John and Laurel Wrynn

Xcel Energy Foundation

David Yeamans

Benjamin Yeamans

Mark Young

John and Jennifer Youngblood

Edward Zapp

David and Liza Colén-Zayas

Seymore and Audrey Zubkoff

Evan Zuckerman and Andy Bernstein

Carol Zumbrunn

2014 Annual Report

MAJOR GIFTS

IN KIND
(Value of $500 or more)

Anonymous

2014 Art for a Cure Artists

Axiom Contemporary Gallery

Stephen Belber

Rob Bessette

Beyond Our Reality Productions
BJ’s Restaurant & Brewhouse
Martin Blanco

Amy Blankenship

Bradford Renaissance Portraits

George and Laura Braunstein
Brooks Running

Buffalo Wild Wings

Rob Burmeister

Paul Cammarotta

Caribou Coffee

Carroll's Florist

Damon Casatico, Charity Benefit
Auctions

RJ Casey

Classic Party Rentals

Mo Collins

Liza Coldén-Zayas

Conan O'Brien Show

Alfred and April Cooper

Eric D’Amario

Edina Kiss Jewelry

Ellen Degeneres Show
Entertainment Works

Katrina Ferguson

Finish Editorial

Kate Flannery

Janie Frost

Lori Gardner

Tricia Gerum

Rick and Jennifer Glassman
Great Wolf Lodge Sandusky
Steven Greenberg

Chris Hawkey

Diane Healy

Brian Heidebrecht

Sarah Hoey

Mark Hyman and Sheryl Neuman
Ingram Design Studio

Matt Israel

Kahlen Studios

Lenny Kaplan

Jeremy and Robin Krantz
Marcelo Lancman

Lewis Carpets

LIDS

Los Angeles Dodgers

Los Angeles Kings

Brent Marsh

Mehrnoosh Architect

Larry Miller

Carole Monferdini

Julianne Moore

John Morogiello

Evan Moss

Erik Mygrant

Jo Anne Nakagawa

Nurse Jackie

Jim O’Heir

Pacific Palms Resort

Eric Parkes

Penn & Teller at the Rio

Angela Pierce

Steve Polakiewicz

Rachel Ray

Red Herring

Redtree Productions

Cody Renegar

Resort at the Mountain

Roclord Studios

Deborah Rothweiler

RULE Broadcast

S&J Biren Carpets

Maria Scali

Carlyle Schrouter

Sephora Northbrook Court

Chris Sheffield

Patrick Sheffield

Alex Skuby

Sonny Alexander Flowers

Soundtrack

Sarah Spitz

Stack Wine

John and Carolyn Starling

Nathan Swingle

Rob and Lisa Szilagyi

Timothy Thompson

Tom Bercu Presents

Tonight Show

Trump Ocean Club International Hotel
and Tower Panama

Ty, Inc.

Variety

Virgin Air

Kevin and Melanie Vogel

David Wheeler

ZERO VFX

Zing

The TS Alliance strives to correctly
recognize all our donors. We apologize
in advance for any errors, omissions

or misspellings in this annual report.
Please call our office at (800) 225-6872
with any corrections.



ENDOWMENT
FUND

The TS Alliance Endowment Fund is

a separate fiduciary organization
specifically chartered to receive gifts
that will be invested to generate an
income stream to help fulfill the mission
of the TS Alliance. The Endowment Fund
ensures the TS Alliance has an ongoing
source of funding to better serve those
touched by TSC through education,
support services and research.

Advancement Society
($25,000 - $99,999)

Ken and Shonnie Johnson
Magdalena Lutsky
Philip and Marion Winsor

Century Society
(10,000 - $24,999)

Keith and Andrea Hall

Enrichment Society
($5,000 - $9,999)

Mark and Judy Fox
Robert and Joan Appleby Foundation

Investment Society
($500 - $4,999)

The GE Foundation

Larry Grubryn

Kevin McCann

Terry McMullen

Network For Good
Michael Trundle
YourCause, LLC

Waxlax Family Foundation

Eternal Flame Society

When individuals and families inform
the TS Alliance of a designated
planned gift through a will or estate
plan to the TS Alliance Endowment
Fund or the TS Alliance they become
part of the Eternal Flame Society. If
you or a loved one has designated the
TS Alliance through a planned gift and
are currently not listed on the Eternal
Flame Society, please let us know so
that we can add you. We are pleased
to honor the following distinguished

members of the Eternal Flame Society:

Anonymous

David Armijo

Michael and Millicent Augustine
Jeffery and Gloria* Benham
Matt Bolger

Treasa Bolger-Dunlap

Scott and Jan Burton
Marguerite Cleveland

John and Katherine Conrad
Will and Kay Cooper
Richard and Reiko Donato
Cindy Fowler

David and Laura Grimes
Robert W. and Kathryn A. Groves
Shannon Hackley

Jeffrey and Lisa Hargreaves
Clara Harwell

Anne Heilman *

James and Amy Hobbs

Ken and Shonnie Johnson
Arnold and Carol Kamm
Steve and Laura Kozisek
David and Cathy Krinsky
Mark Leal

Craig T. Lewis*

Doug and Linda Loftus
Magdalena Lutskey

James Lynch

Donna McGaha

David and Jan Mintz

Maria Sharon Munoz-Chargoy
David and Penney Parkes
Jeffrey and Bonnie Rickert

Pat and Jennifer Rolfes

Kari Luther Rosbeck

Dave and Nancy Scott

Robert and Mary Ellen Scott
Fred and Ilse Smith

John and Janine Steenman
Rob Thurston

Kathy Trapp

Alma A. Tutrone*

Jim and Nancy Weir

Philip and Marion Winsor
Barbara Witten and William Bradley
Frieda Zimmerman*

*Deceased

Endowment Named Funds

On gifts of $25,000 or more (with a
pledge payable over five years), a donor
has the opportunity to name a fund in
honor of someone. We are deeply
grateful for the following named funds:

Megan Augustine Fund

John A. Conrad Jr. Memorial Fund
Carrie Cooper Memorial Fund
Matthew J. Fox Fund

Lauren E. Krinsky Fund

The Lawler Fund

Cade Scott Fund

Please remember the TS Alliance
Endowment Fund when planning for the
future by designating a gift to the
organization.

vw.tsalliance.org
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Keith Hall, Chair
East Lyme, CT

Laura Lubbers, Vice Chair
Perkasie, PA
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Wycoff, NJ

David Michaels, Treasurer
Scarsdale, NY

Matt Bolger, Past Immediate Chair
Lansing, Ml

Martina Bebin, MD, MPA
Athens, AL

John Bissler, MD
Memphis, TN

Julie Blum
Potomac, MD

Rita DiDomenico
Staten Island, NY

Reiko Donato
Roswell, GA

Steven Goldstein
Westport, CT

Linda Jackson
Miami Beach, FL

Brendand Manning, PhD
Boston, MA

Celia Mastbaum
Marlboro, NJ

Theodore Mastroianni
Washington, DC

Darren Miles
Edina, MN

Debora Moritz
Scottsdale, AZ

John Nicholson Jr., MD
Greenwich, CT

Courtney O'Malley
New York, NY
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Fairfield, CT
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Chevy Chase, MD

Henry Shapiro
Santa Monica, CA

Judy Shoulak
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Elizabeth Thiele, MD, PhD
Newton, MA
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TS Alliance Endowment Fund
Board of Directors

Michael Augustine, Chair
San Gabriel, CA

MaryJane Mudd, Secretary
Houston, TX

Rita DiDomenico, Treasurer
Staten Island, NY

James Achertof
Palos Park, IL

Steven Goldstein
Westport, CT

David Michaels
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TS Alliance Staff

Kari Luther Rosbeck
President & Chief Executive Officer
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Controller & Chief Financial Officer

Steven L. Roberds, PhD
Chief Scientific Officer
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Research Assistant

Tyler Hoffman
Database Project Manager
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Jaye D. Isham
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Shailee Upadhyay
Senior Accountant

Global Alliances

TS Alliance of Israel
Dan Bloom and Savion Yosef

Community Alliances

TS Alliance of Arizona
Debora Moritz, Chair

TS Alliance of Arkansas
Sandy Carpenter, Co-Chair
Glenda Satterfield, Co-Chair

TS Alliance of Atlanta/North Georgia
Rebecca Gaunt, Chair
Wendi Scheck, Vice Chair
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TS Alliance of DC Metro
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Rob and Shannon Grandia
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Rob and Shannon Grandia
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Dawn Inman

Region 4: Texas, Oklahoma, Kansas,
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Tanya Daniels

Region 5: Michigan, Indiana, Ohio, Penn-
sylvania, New Jersey
Brooke Simsa

Region 6: Tennessee, Kentucky, Georgia,
Alabama, Mississippi, Florida
Mark Martin

Region 7: Connecticut, Vermont, Maine,
Rhode Island, New Hampshire, New
York, Massachusetts

Scott Moskowitz

Region 8: Delaware, Virginia, West
Virginia, Maryland, North Carolina, South
Carolina, Washington DC

Kathy Henkel

Corporate Advisory Board

Honorary Chair
Julianne Moore

Wilfred Cooper, Sr.
Chairman
WNC & Associates

Orrin Devinsky, MD
Director
NYU Epilepsy Center

Gail Gershon
Director, Employee Engagement
Gap Foundation Gap Inc.

Neil Hawkins

Ken Kocher
President
LIDS Sports Group

Jim Maginn
Managing Partner
Watt Companies

Alan Marshall

MaryJane Mudd

Downstream Communications Manager/
Global Commercial

Shell Oil Company

Sean C. Nolan

Executive Vice President and Chief
Business Officer

InterMune

John Thorpe Richards, Jr.
Trout Cacheris, PLLC

James S. Richter
Partner
Winston & Strawn LLP

Chris Russell
CEO
Pillar Hotels

Marc Shapses
Executive Managing Director
Savills Studley

Judy Shoulak
EVP, President
North America Buffalo Wild Wings

Professional Advisory Board

Chair

Peter Crino, MD, PhD

Temple University School of Medicine
Department of Neurology
Philadelphia, PA

Specialty: Adult Neurology & Epilepsy

Stephen Ashwal, MD

Loma Linda School of Medicine
Department of Pediatrics

Loma Linda, CA

Specialty: Pediatric Neurology

E. Martina Bebin, MD, MPA

University of Alabama at Birmingham
Department of Neurology

Birmingham, AL

Specialty: Pediatric Neurology & Epilepsy

John Bissler, MD

St. Jude Pediatrics Research Hospital and
University of Tennessee Health Science
Center

Division of Nephrology

Memphis, TN

Specialty: Pediatric Nephrology

Anna W. Byars, PhD

Cincinnati Children’s Hospital Medical
Center

Cincinnati, OH

Specialty: Neuropsychology

Paul Caruso, MD

Massachusetts General Hospital

Boston, MA
Specialty: Pediatric neuroradiology
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Children’s Hospital Colorado
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Specialty: Pediatric Neurology & Epilepsy

Harry T. Chugani, MD

Children’s Hospital of Michigan

Pediatric Neurology
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Specialty: Pediatric Neurology & Epilepsy
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Ashish DebRoy, MD

University of Texas-Houston Medical
School

Division of Pediatric Gastroenterology,
Hepatology, & Nutrition

Houston, TX

Specialty: Pediatric Gastroenterology

Steven DeRoos, MD

Helen DeVos Children’s Hospital
Grand Rapids, Ml

Specialty: Pediatric Neurology &
Pediatrics

Petrus J. de Vries, MBChB, MRCPsych, PhD
University of Cape Town

Department of Psychiatry and Mental
Health

Child & Adolescent Psychiatry
Rondebosch, Cape Town
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Specialty: Developmental
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Orrin Devinsky, MD

NYU Epilepsy Center

New York, NY

Specialty: Neurology & Epilepsy

Francis J. DiMario, Jr., MD

Connecticut Children’s Medical Center
Division of Pediatric Neurology

Hartford, CT

Specialty: Pediatric Neurology & Pediatrics

Michael S. Duchowny, MD

Miami Children’s Hospital

Department of Neurology

Miami, FL

Specialty: Pediatric Neurology & Epilepsy

David W. Dunn, MD

Riley Hospital for Children

Indiana University School of Medicine
Department of Neurology
Indianapolis, IN

Specialty: Pediatric Neurology &
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SUNY Upstate Medical University
Golisano Children’s Hospital
Department of Neurology
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Molecular Neurobiology

Nancy J. Elling, RN, BSN, CPN

Children’s National Medical Center
Department of Neurology

Fairfax, VA
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Kevin C. Ess, MD, PhD

Vanderbilt University

Department of Neurology

Nashville, TN

Specialty: Pediatric Neurology & Epilepsy

David H. Ewalt, MD

Urology Clinic of North Texas
Dallas, TX

Specialty: Urological Surgery

J. Robert Flamini, MD

PANDA Neurology

Atlanta, GA

Specialty: Pediatric Neurology

David Neal Franz, MD

Children’s Hospital Medical Center
Department of Neurology

Cincinnati, OH

Specialty: Pediatric Neurology & Epilepsy

Emily R. Freilich, MD

Children’s National Medical Center
Fairfax, VA & Washington, DC
Specialty: Neurology

Michael D. Frost, MD

The Minnesota Epilepsy Group, PA.

Saint Paul, MN

Specialty: Pediatric Neurology & Epilepsy

Patricia A. Gibson, MSSW

Wake Forest University School of Medicine
Baptist Medical Center

Department of Neurology
Comprehensive Epilepsy Information
Service

Winston Salem, NC

Specialty: Social Work

Tanjala T. Gipson, MD

Kennedy Krieger Institute

Baltimore, MD

Specialty: Pediatrics, Pediatric Neurology,
Neurodevelopmental disabilities

Howard P. Goodkin, MD, PhD

University of Virginia

Departments of Neurology and Pediatrics
Charlottesville, VA

Specialty: Pediatric Neurology

Elizabeth Gosnell, DMD, MS

Division of Pediatric Dentistry and
Orthodontics

Cincinnati Children’s Hospital Medical
Center

Cincinnati, OH

Specialty: Pediatric Dentistry

Ajay Gupta, MD

Cleveland Clinic

Department of Neurology

Cleveland, OH

Specialty: Pediatric Neurology & Epilepsy

Elizabeth P. Henske, MD
Brigham and Women'’s Hospital
Harvard Medical School
Boston, MA

Specialty: Oncology

John Hulbert, MD

Urologic Physicians, PA.
Edina, MN

Specialty: Urological Surgery

Monica P. Islam, MD
Nationwide Children’s Hospital
Ohio State University
Columbus, OH

Specialty: Pediatric Neurology

Shafali Spurling Jeste, MD
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Los Angeles, CA
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Autism

Karen C. Keough, MD

Dell Children’s Medical Center

Austin, TX

Specialty: Pediatric Neurology, Epilepsy

Bryan H. King, MD
Children’s Hospital
Department of Psychiatry
Seattle, WA

Specialty: Child Psychiatry

Mary Kay Koenig, MD

University of Texas Health Science Center
Houston, TX

Specialty: Pediatric Neurology

Susan Koh, MD

University of Colorado

Division of Pediatric Neurology

Denver, CO

Specialty: Pediatric Neurology & Epilepsy

Michael Kohrman, MD

University of Chicago

Department of Pediatrics

Chicago, IL

Specialty: Pediatric Neurology, Epilepsy
and Sleep Medicine

Bruce Korf, MD, PhD

University of Alabama Birmingham
Birmingham, AL

Specialty: Genetics and Neurology

Darcy A. Krueger, MD, PhD

Cincinnati Children’s Hospital Medical
Center

Cincinnati, OH

Specialty: General Neurology, Tuberous
Sclerosis Complex

Carrie L. Krupitsky, RN, FNP

Children’s Hospital & Research Center
Oakland

Department of Neurology

Oakland, CA

Specialty: Family Nurse Practitioner

Rachel Kuperman, MD

Children’s Hospital & Research Center
Oakland

Department of Neurology

Oakland, CA

Specialty: Pediatric Neurology & Epilepsy



Professional Advisory Board (cont.)

David J. Kwiatkowski, MD, PhD
Genetics Lab, Hematology Division
Brigham and Women'’s Hospital
Harvard Medical School

Boston, MA

Specialty: Genetic Research

Scheherazade Le, MD

Stanford University and Clinics
Department of Neurology
Stanford, CA

Specialty: Neurology & Epilepsy

Ki Hyeong Lee, MD

Florida Hospital for Children

Orlando, FL

Specialty: Pediatric Neurology & Epilepsy

Janine Lewis, MS, CGC

ICF International

Rockville, MD

Specialty: Genetic Counseling

Fatema Malbari, MD

Children’s Hospital at Montefiore
Bronx, NY

Specialty: Pediatric Neurology

Julie A. Matsumoto, MD, FACR
Department of Radiology and Medical
Imaging

University of Virginia Health System
Charlottesville, VA

Specialty: Neuroradiology

William McClintock, MD

Children’s National Medical Center
Department of Neurology

Fairfax, VA

Specialty: Pediatric Neurology

Frank McCormack, MD

University of Cincinnati School of Medicine
Pulmonary Division

Cincinnati, OH

Specialty: Pulmonology

Patricia E. McGoldrick, PNP, MPA

Beth Israel / Roosevelt Hospital

New York, NY

Specialty: Pediatric Nurse Practitioner
(Neurology & Developmental Disabilities)

Kimberly Parker Menzer, NP

New York University Langone Medical
Center

New York, NY

Specialty: Adult Primary Care and
Gerontological Nurse Practitioner
(Neurology, Epilepsy)

lan O'Neil Miller, MD

Miami Children’s Hospital
Department of Neurology
Miami, FL

Specialty: Pediatric Neurology

Greg Mlynarczyk, DDS
Santa Rosa, CA
Specialty: Dentistry

bage 18

Joel Moss, MD, PhD

National Heart, Lung, and Blood Institute,
National Institutes of Health

Bethesda, MD

Specialty: Pulmonology

Vinodh Narayanan, MD

APNNA- Arizona Pediatric Neurology &
Neurogenetics Associates

Phoenix, AZ

Specialty: Pediatric Neurology,
Neurogenetics

Katherine L. Nathanson, MD
University of Pennsylvania
Department of Medicine
Philadelphia, PA

Specialty: Clinical Genetics

Hope Northrup, MD

The University of Texas Medical School at
Houston

Department of Pediatrics, Division of
Medical Genetics

Houston, TX

Specialty: Pediatrics & Genetics

Olugbenga Olowokure, MD

Department of Internal Medicine
University of Cincinnati Medical Center
Cincinnati, OH

Specialty: Hematology-Oncology,
Gastrointestinal Cancer, Neuroendocrine
Tumors

Neha J. Patel, MD

American Family Children’s Hospital
Madison, WI

Specialty: Pediatric Neuro-oncology

Phillip L. Pearl, MD

Boston Children’s Hospital

Boston, MA

Specialty: Epilepsy, Neurometabolic and
Neurogenetic Disorders

Freedom Perkins, Jr., MD

Dell Children’s Medical Center

Austin, TX

Specialty: Pediatric Neurology, Epilepsy,
Autism

M. Scott Perry, MD

Cook Children’s Hospital
Department of Neurology

Ft. Worth, TX

Specialty: Pediatric Neurology

Brenda E. Porter, MD, PhD

Stanford University School of Medicine
Division of Child Neurology

Stanford, CA

Specialty: Pediatric Neurology & Epilepsy

James J. Riviello, Jr, MD

New York- Presbyterian/Columbia
University Medical Center

Department of Neurology

New York, NY

Specialty: Pediatric Neurology & Epilepsy

E. Steve Roach, MD

Ohio State University
Department of Neurology
Columbus, OH

Specialty: Pediatric Neurology

Mustafa Sahin, MD, PhD
Boston Children’s Hospital
Department of Neurology
Boston, MA

Specialty: Pediatric Neurology

Joo Hee Seo, MD, MSc

Florida Hospital for Children

Orlando, FL

Specialty: Pediatric Neurology & Epilepsy

W. Donald Shields, MD

University of California, Los Angeles
Division of Pediatric Neurology

Los Angeles, CA

Specialty: Pediatric Neurology & Epilepsy

Eric B. J. Ségal, MD

Northeast Regional Epilepsy Group
Comprehensive TS Clinic

Hackensack, NJ

Specialty: Pediatric Neurology, Epilepsy

Mary T. Silvia, MD

Wake Forest Baptist Medical Center
Department of Neurology
Winston-Salem, NC

Specialty: Pediatric Neurology, Clinical
Neurophysiology, Epilepsy

Marcio A. Sotero de Menezes, MD
Swedish Neuroscience Institute

Pediatric Neuroscience Center

Seattle, WA

Specialty: Pediatric Neurology & Epilepsy

Steven P. Sparagana, MD

Texas Scottish Rite Hospital for Children
Department of Neurology

Dallas, TX

Specialty: Pediatric Neurology

Suzanne M. Strickland, MD

Medical College of Georgia

Georgia Regents University

Department of Child Neurology
Specialty: Pediatric Neurology & Epilepsy

Elizabeth A. Thiele, MD, PhD (2014)
Massachusetts General Hospital
Department of Neurology

Boston, MA

Specialty: Pediatric Neurology & Epilepsy

Zulma S. Tovar-Spinoza, MD
SUNY Upstate Medical University
Syracuse, NY

Specialty: Pediatric Neurosurgery

Lily Hoang Tran, MD

Children’s Hospital Orange County
Orange, CA

Specialty: Pediatric Neurology & Epilepsy
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Michal Tzadok, MD

Safra Children'’s Hospital
Sheba Medical Center

Tel Hashomer, ISRAEL
Specialty: Pediatric Neurology

Katherine Van Poppel, MD

Carolinas Pediatric Neurology
Center-Concord

Concord, NC

Specialty: Pediatric Neurology & Epilepsy

William G. Ward, MD

Guthrie Health Systems
Department of Orthopedic Surgery
Sayre, PA

Specialty: Orthopedic Surgery

Howard Weiner, MD

New York University Medical Center
Division of Pediatric Neurosurgery
New York, NY

Specialty: Neurosurgery

James W. Wheless, MD

LeBonheur Children’s Hospital

Pediatric Neurology

University of Tennessee

Memphis, TN

Specialty: Pediatric Neurology & Epilepsy

Shelley Williams, MD

Children’s Hospital

Department of Neurology

Pittsburgh, PA

Specialty: Pediatric Neurology & Epilepsy

David S. Wolf, MD, PhD

Children’s Healthcare of Atlanta/Emory
University

Atlanta, GA

Specialty: Pediatric Neurology &
Neuro-oncology

Steven M. Wolf, MD

Beth Israel / Roosevelt Hospital

New York, NY

Specialty: Pediatric Neurology & Epilepsy

Matthew Wong, MD

Wake Forest Baptist Medical Center
Department of Neurology
Winston-Salem, NC

Specialty: Neurology, Clinical
Neurophysiology, Epilepsy

Michael Wong, MD, PhD

Washington University School of
Medicine

Department of Neurology

St. Louis, MO

Specialty: Pediatric Neurology & Epilepsy

Joyce Y. Wu, MD

University of California, Los Angeles
Division of Pediatric Neurology

Los Angeles, CA

Specialty: Pediatric Neurology & Epilepsy
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Kai-Feng Xu, MD

Peking Union Medical College Hospital
Division of Respiratory Medicine
Beijing, China

Specialty: Pulmonology

Raymond Yeung, MD

University of Washington School of
Medicine

Division of Surgery and Medical Genetics
Seattle, WA

Specialty: Surgery

Lisa R. Young, MD

Vanderbilt University

Nashville, TN

Specialty: Pediatric Pulmonology

Li-Ping Zou, MD, PhD

People's Liberation Army General Hospital
Department of Pediatrics

Bejing, China

Specialty: Pediatric Neurology

Mary L. Zupanc, MD

Children’s Hospital Orange County
Orange, CA

Specialty: Pediatric Neurology & Epilepsy

International Scientific
Advisory Board

Chair

Elizabeth Petri Henske, MD
Brigham and Women'’s Hospital
Harvard Medical School
Boston, MA

John Blenis, PhD
Department of Cell Biology
Harvard Medical School
Boston, MA

Peter Crino, MD, PhD

Department of Neurology

Temple University School of Medicine
Philadelphia, PA

Petrus J. de Vries, MBChB, MRCPsych, PhD
Sue Struengmann Professor of Child &
Adolescent Psychiatry

University of Cape Town

Rondebosch, Cape Town, South Africa

Howard Goodkin, MD, PhD
Department of Neurology
University of Virginia
Charlottesville, VA

Luciana Amaral Haddad, MD, PhD
Departamento de Genética e Biologia
Evolutiva

Universidade de Sao Paulo

S3o Paulo, Brazil

Gregory Holmes, MD

Chair, Department of Neurological
Sciences

University of Vermont School of Medicine
Burlington, VT

Chris Kingswood, MD

Brighton & Sussex University Hospitals
Trust

Renal Unit

Brighton, UK

David Kwiatkowski, MD, PhD

Professor of Medicine

Brigham & Women's Hospital & Harvard
Medical School

Boston, MA

Richard Lamb, PhD
Calgary University
Calgary, Canada

Brendan Manning, PhD

Department of Genetics and Complex
Disease

Harvard School of Public Health
Boston, MA

David Mowat MBBS, MRCGP, DRACOG,
FRACP

Senior Staff Specialist

Clinical Geneticist

Sydney Children’s Hospital

Sydney, Australia

Hope Northrup, MD

Professor of Pediatrics

Director, Division of Medical Genetics
University of Texas-Houston
Houston, TX

Mustafa Sahin, MD, PhD
Department of Neurology
Children’s Hospital/Harvard
Boston, MA

Julian Sampson, DM, DM, FRCP, FMedSci
Professor and Head of Department,
Medical Genetics

Institute of Medical Genetics

Wales College of Medicine

Cardiff University

Cardiff, Wales, UK

Andrew Tee, PhD

Medical Genetics

Institute of Medical Genetics
Wales College of Medicine
Cardiff University

Cardiff, Wales, UK

Michael Wong, MD, PhD
Department of Neurology
Washington University School of
Medicine

St. Louis, MO

Raymond Yeung, MD
Department of Surgery
University of Washington
Seattle, WA

Hongbing Zhang, MD, PhD

Institute of Basic Medical Sciences
Chinese Academy of Medical Sciences
Peking Union Medical College

Beijing, China



National Tuberous Sclerosis Association & Affiliate

Consolidated Statements of Financial Position e 12-31-14

December 31, 2014 2013
Assets
Current Assets
Cash and cash equivalents $ 2,149,653 $ 3,305,934
Short-term investments 838,562 268,244
Accounts receivable 274,463 326,326
Promises to give 417,226 162,675
Prepaid expenses and other assets 75,260 181,502
Total current assets 3,755,164 4,244,681
Long-term investments 5,082,040 4,807,500
Property and equipment 185,887 203,501
Total Assets $ 9,023,091 $ 9,255,682
Liabilities and Net Assets
Liabilities
Current liabilities
Accounts payable and accrued expenses $ 30,557 $ 85,199
Accrued compensation 163,779 145,188
Deferred revenue - 360,395
Deferred rent and lease incentive, current portion 16,781 14,263
Gift annuity obligations, current portion 12,530 12,050
Total current liabilities 223,647 617,095
Deferred rent and lease incentive, less current portion 101,986 119,825
Gift annuity obligations, less current portion 76,912 71,919
Total liabilities 402,545 808,839
Net assets
Unrestricted
Undesignated 1,220,131 1,594,761
Designated 4,864,263 4,358,358
Total unrestricted 6,084,394 5,953,119
Temporarily restricted 1,656,708 1,614,280
Permanently restricted 879,444 879,444
Total net assets 8,620,546 8,446,843
Total liabilities and net assets $ 9,023,091 $ 9,255,682

The TS Alliance annually engages a certified public accounting firm to conduct an independent audit of its operations. The current year's auditors
completed their 2014 audit and submitted an unmodified opinion to the TS Alliance Board of Directors. The complete audited financials are on
file with the TS Alliance. To obtain a copy, please call (800) 225-6872 or download at www.tsalliance.org. The 2014 summary was prepared from
the audited consolidated statements of the TS Alliance and the TS Alliance Endowment Fund. The relationship of the organizations requires
consolidation per generally accepted accounting principles in the United States. Supporting services reflected in the consolidated statement

of activities include both the TS Alliance and the TS Alliance Endowment Fund. The operating entity ended the year with a $109,987 surplus.
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National Tuberous Sclerosis Association & Affiliate

Consolidated Statements of Activities

Temporarily =~ Permanently 2014 2013
Unrestricted Restricted Restricted Total Total
Revenue and Support
Special Events $ 1,597,336 $ 73,855 $ - % 1,671,191 $ 1,476,789
Cost of direct benefits to donors (206,047) (206,047) (124,998)
Special events, net 1,391,289 73,855 - 1,465,144 1,351,791
Contributions 532,821 977,192 1,510,013 1,526,495
Conferences 657,556 657,556 203,800
Contracts 550,887 550,887 779,327
Interest and dividends 302,952 81,318 384,270 240,526
Federated funding 79,771 79,771 77,105
Memorials and honorariums 67,180 5,230 72,410 73,510
Other income 9,351 9,351 5,984
3,591,807 1,137,595 - 4,729,402 4,258,538
Net assets from restrictions 1,053,224 (1,053,224) - -
Total revenue and support 4,645,031 84,371 - 4,729,402 4,258,538
Expenses
Program services
Research 1,508,138 1,508,138 2,039,165
World TSC Conference 651,254 651,254 -
Family services 629,770 629,770 713,627
Public health education 284,172 284,172 196,462
Government relations 178,975 178,975 142,428
Professional education 39,012 39,012 22,109
Total Program Services 3,291,321 - - 3,291,321 3,113,791
Supporting Services
Fundraising 705,401 705,401 673,986
Management and general 364,898 364,898 388,637
Total supporting services 1,070,299 - - 1,070,299 1,062,623
Total expense 4,361,620 - - 4,361,620 4,176,414
Change in net assets from operations 283,411 84,371 - 367,782 82,124
Net (loss) gain on investments (152,136) (41,943) (194,079) 520,564
Change in net assets 131,275 42,428 - 173,703 602,688
Net assets, beginning of year 5,953,119 1,614,280 879,444 8,446,843 7,844,155
Net assets, end of year $ 6,084,394 $ 1,656,708 $ 879,444 $ 8,620,546 $ 8,446,843
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The 2014 Annual Report is dedicated to Dee Triemer — a TSC mom
and advocate as well as a long-time TS Alliance volunteer and staff member.

Dee passed away May 19, 2015, but her legacy, tireless efforts and
achievements live on and inspire the entire TSC community.

Dee truly demonstrated that one person can make an

impactful difference as she literally touched thousands of lives.
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WITH A CURE. WHERE OUR STORY MUST END.

801 Roeder Road ~ Suite 750  Silver Spring, Maryland 20910 800.225.6872 301.562.9890 www.tsalliance.org



