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and occur in clusters of up to 100 at 

a time; they can also cause severe 

developmental delay. Previously, there 

were no approved therapies in the 

United States for IS. Sabril has been 

proven effective in controlling infantile 

spasms in many cases, especially when 

the underlying cause is TSC. 

Complex partial seizures (CPS), 

which occur in more than one-third of 

all epilepsies, originate from a single 

region of the brain and cause impaired 

consciousness. Despite the availability 

of more than 20 anti-epileptic drugs, 

approximately 30 to 36 percent of 

adults with CPS suffer from seizures 

that are unresponsive, or refractory, 

to treatment.

How to Access 
Sabril

Through Lundbeck ’s SHARE 

(Support Help and Resources for 

Epilepsy) program and the recently 

established SHARE Call  Center, 

patients, caregivers and physicians 

will receive support from a team 

dedicated to helping people with the 

prescribing process.  They will also 

have access to information and tools 

to help manage severe and uncon-

trolled epilepsy as well as programs 

to help facilitate initial and ongoing 

use of Sabril if the therapy is deemed 

appropriate by the treating physi-

cian.  Additionally, through SHARE, 

Lundbeck will offer reimbursement 

support and, for eligible patients, 

financial support as well. 

Sabril approval was accompanied 

by a Risk Evaluation and Mitigation 

Strategy (REMS) required by FDA to 

manage the product’s risks.

1. The Sabril REMS 
includes a number 
of unique elements, 
including:
• a restricted distribution program 

• mandatory registration of physi-

cians and patients in the program 

• a mandatory benefit-

risk assessment

• a visual testing 

reminder system

• patient/parent/legal 

guardian education

• required periodic 

vision testing, 

assessed to the best 

extent possible 

2.  Because of 
the risk of perma-
nent vision loss, 
Sabril will be available 
only through a special 
restricted distribution 
program called SHARE. 
This means that:
• Patients/Caregivers can only get 

a prescription for Sabril from a 

physician who has been registered 

to prescribe it. 

 » Sabril will be dispensed only 

through a limited number of 

specialty pharmacies. This 

should not slow dispensing 

of the product in any way but 

rather, serves to ensure that the 

appropriate safeguards are in 

place to support the prescribing 

process. 

» Sabril will not be available 

through local retail pharmacies. 

• Prescriptions will be dispensed as 

directed by the treating physician, 

likely either directly to the patient/

caregiver or physician.

3. The Sabril REMS 
requires vision testing
• Vision testing is required at: 

» at baseline within four weeks or 

sooner of starting Sabril 

» at least every three months 

while on therapy 

» approximately three to six 

months after discontinuing 

therapy 

• Vision testing should be con-

ducted to the extent possible.* 

» Diagnostic approach should be 

individualized 

» Attempts to monitor must be 

documented under the SHARE 

program 

• Failure to comply with vision 

assessment schedule will impact a 

patient’s ability to maintain access 

to Sabril.

* In those patients in whom visual 

testing is not possible, treatment may 

continue according to clinical judgment, 

with appropriate caregiver counseling 

and with documentation in the SHARE 

program of the inability to test vision.

4. The Sabril REMS 
requires mandatory ben-
efit-risk assessment. An 

evaluation of the potential benefits of 

Sabril treatment must be done within 

2 to 4 weeks or sooner of initiating 

therapy to determine if benefits of 

therapy outweigh the potential risk 

of vision loss.

5. The Starter Rx Program 
will help get Sabril to IS patients as 

well as adults currently on Sabril for 

refractory CPS within approximately 

48 hours from the time the SHARE 

Call Center receives the completed 

prescription – irrespective of the sta-

tus of insurance verification – so that 

treatment is not disrupted during the 

verification process. 

For More Information
Visit www.lundbeckshare.com or 

call (888) 457-4273.

Several TS Alliance constituents provided personal testimony during last January’s 

FDA hearings about Sabril.
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D
id you know the TS Alliance 

is a membership-based orga-

nization? That means our 

members elect the board of directors. 

Members are also invited to the annual 

meeting of the organization. This 

year, the annual meeting will be held 

February 25, 2010 at the Washington 

Square Plaza Hotel in Washington, 

D.C. Through the years, our members 

have helped with such significant ini-

tiatives as the March on Capitol Hill to 

increase Federal TSC research dollars. 

Together, members have a profound 

impact on the future of the TS Alliance 

and all those living with TSC.

In the early years, membership dues 

were also the primary way programs 

and services were funded. Though our 

base of support has evolved over our 

35-year history, being a member con-

tinues to provide you with an important 

voice and your involvement as a mem-

ber of the TS Alliance is important to us. 

We want to make sure you have access 

to all updated information available 

on treatments, research and support 

services, including our educational and 

transition planning initiatives.

With all this in mind, the TS Alliance 

is pleased to introduce a brand new 

membership program composed of 

several levels designed to give you a 

choice in how you participate. Whether 

you choose the free and complimentary 

Basic Membership or the Gold level, 

being a member means being part 

of our unique and vital community. 

In addition to giving every member a 

direct voice in the governing body of 

the organization and a subscription to 

Perspective, you can enjoy additional 

benefits of participating in calls with 

leading researchers and discounts to 

conferences, access to discounts to 

the TS Alliance store or participation 

in an annual call with the TS Alliance 

President & CEO.  For those who 

were previously Lifetime Members, 

you are grandfathered into our Gold 

Membership.

Membership runs on a year-round 

basis. Your membership starts the 

day you sign up and expires a year 

from that date. The TS Alliance will 

send you a notice the month before 

the anniversary of your membership 

as well as reminders for a few months 

afterward. And, membership contribu-

tions are deductible to the fullest extent 

of the law. 

Anyone can be a member of the TS 

Alliance by simply registering online, 

replying using the enclosed envelope 

or calling the TS Alliance at (800) 

228-6872. 

TS Alliances Introduces 
New Membership Program

TS Alliance Membership Program 
MEMBERSHIP LEVELS

BENEFITS Basic
$0-$99

Bronze
$100-$499

Silver
$500-$999

Gold
$1,000 

and Above

Perspective Subscription X X X X

Vote for Board of Directors X X X X

Invitation to 3 research conference calls with leading TSC scientists/
clinicians X X X

Discounts to Regional and National TSC Conferences (when offered) X X X

Cure TSC window cling X X X

15% discount at TS Alliance Online Store X X

15% annual discount on two individual tickets to three major TS 
Alliance events in DC, Los Angeles and New York City X X

Quarterly TS Alliance Updates X

Annual CEO Conference Call X

Current TS Alliance members will be placed in the appropriate new level based on your contribution.
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Retirement and Estate 
Planning for the Ages

B
eing financially secure in retirement takes planning 

that begins early and never really ends. As you age, 

your situation and your financial and long-term 

goals change. The following checklists can help you with 

your planning—no matter what stage you’re at in life.

Ages 40–49
• Take advantage of employer matches to 401(k) retire-

ment plans.

• If you haven’t already, create a will.

• Strike a balance between saving for your kids’ college 

and saving money for retirement.

• Make sure your parents are managing their finances 

wisely. You’ll have more to save for your retirement if 

your parents can be self-supporting in their later years.

Ages 50–59
• Aggressively save for retirement. Take advantage of 

so-called “catch-up” plans that allow you to increase 

contributions to retirement plans.

• Look at your current spending and estimate whether 

your retirement needs will be met by Social Security, 

savings or withdrawals from your retirement plan. 

“At this point, it’s not too late to save more or plan to 

work longer,” says Warren Ward, CFP, of Warren Ward 

Associates in Columbus, IN.

• Shift to a more conservative investment strategy as 

retirement nears.

• Update your will if major life events occur, such as 

births, deaths, marriages, divorces 

or a move to another state.

• Consider long-term care 

insurance.

Ages 60–69
• Consult with a financial planner 

at least five years before you 

retire to make sure you are on a 

sound financial track.

• Make sure your will and estate planning documents 

reflect your current wishes.

Ages 70–79
• Live within your budget so you don’t outlive your assets.

• If you don’t need all of your IRA, consider taking advan-

tage of recently extended legislation that allows you 

to make tax-free charitable gifts directly from your IRA 

until the end of 2009.

• Decide whether your current home will meet your 

needs as you grow older. Maybe it’s time to consider 

a move to a retirement center or a single-story house. 

Your current home could still be the best choice, 

maybe with some modifications for health needs or 

physical limitations.

Ages 80+
• Discuss finances and other issues with a trusted advisor.

• Inform close family members of your final wishes and 

where you keep vital papers.

• Update a health care power of attorney, which allows 

you to designate another person to make medical deci-

sions if you are incapacitated, and a living will, which 

deals with end-of-life situations.

• Take pride in reaching age milestones. Enjoy your fam-

ily and friends.

The Taxes Facing Your Retirement Plan
You should know that retirement plan assets could be 

the most heavily taxed of all your assets if left to heirs. 

Following your death, these assets are subject to income 

and estate taxes of up to 65 percent. In some situations, 

you can increase the amount passing to heirs and meet your 

philanthropic goals by leaving your retirement plan assets to 

a tax-exempt charitable organization such as ours.

Call Kari Luther Carlson, TS Alliance President & CEO, 

at (800) 225-6872 or visit www.tsalliance.org/plannedgiving 

to learn more about how you can put your 

retirement account to work by supporting 

our mission.

© The Stelter Company.  The information in 
this article is not intended as legal advice. 
For legal advice, please consult an attorney. 
Figures cited in examples are for hypotheti-

cal 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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N
ovartis Oncology launched 

two clinical trials for indi-

viduals with tuberous scle-

rosis complex (TSC) this past spring: 

EXIST-1 and EXIST-2. Both trials are 

randomized, double-blind, placebo-

controlled studies of RAD001 (a 

rapamycin-like drug) in the treatment 

of individuals with TSC.  

EXIST-1 is a clinical trial for the 

efficacy and safety of RAD001 in 

patients of all ages with subependy-

mal giant cell astrocytoma (SEGA) 

associated with TSC. The criteria for 

participating in this clinical trial are: 

• All ages

• Definite diagnosis of TSC

• At least one subependymal giant 

cell astrocytoma of at least 1 cm 

in diameter

• Evidence of SEGA progression as 

compared to prior MRI scans

• Females of child bearing potential 

must use birth control

Twenty-seven clinical sites are par-

ticipating in this clinical trial, including 

sites in the USA, Australia, Belgium, 

Canada, Italy, The Netherlands, Poland, 

Russian Federation, and the United 

Kingdom.  

EXIST-2 is a clinical trial for the 

efficacy and safety of RAD001 in 

patients aged 18 and over with angi-

omyolipoma associated with either 

TSC or sporadic lymphangioleio-

myomatosis (LAM).  The criteria for 

participating in this clinical trial are: 

• 18 years or older

• Definite diagnosis of TSC or spo-

radic (LAM)

• At least one angiomyolipoma of at 

least 3 cm in diameter

• Females of child bearing potential 

must use birth control

Twenty-two clinical sites are partici-

pating in this clinical trial, including sites 

in the USA, Canada, France, Germany, 

Italy, The Netherlands, Poland, Russian 

Federation, and the United Kingdom.  

For more information on both these 

trials and to locate participating sites, 

visit www.tsalliance.org and look 

for “Clinical Trials” under the “For 

Individuals with TSC” section.

For additional, general informa-

tion about clinical trials, go to www.

clinicaltrials.gov.

Useful Terms for 
Clinical Trials
 Blind: A randomized trial is “Blind” 

if the participant is not told which 

arm of the trial he is on. A clinical 

trial is “Blind” if participants are 

unaware on whether they are in the 

experimental or control arm of the 

study; also called masked. 

 Double-Blind Study: A 

clinical trial design in which neither 

the participating individuals nor the 

study staff knows which partici-

pants are receiving the experimental 

drug and which are receiving 

a placebo (or another therapy). 

Double-blind trials are thought to 

produce objective results, since the 

expectations of the doctor and the 

participant about the experimental 

drug do not affect the outcome; 

also called double-masked study. 

 Efficacy: (Of a drug or treat-

ment). The maximum ability of a 

drug or treatment to produce a 

result, regardless of dosage. A drug 

passes efficacy trials if it is effective 

at the dose tested and against the 

illness for which it is prescribed. In 

the procedure mandated by the FDA, 

Phase II clinical trials gauge efficacy, 

and Phase III trials confirm it.

 Inclusion/Exclusion 
Criteria: The medical or social 

standards determining whether a 

person may or may not be allowed 

to enter a clinical trial. These criteria 

are based on such factors as age, 

gender, the type and stage of a 

disease, previous treatment history, 

and other medical conditions. It is 

important to note that inclusion and 

Twenty-seven 

clinical sites are 

participating 

in this clinical 

trial, including 

sites in the USA, 

Australia, Belgium, 

Canada, Italy, The 

Netherlands, Poland, 

Russian Federation, 

and the United 

Kingdom.  

Update on TSC Clinical Trials



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
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exclusion criteria are not used to 

reject people personally, but rather 

to identify appropriate participants 

and keep them safe.

 Placebo: A placebo is an inac-

tive pill, liquid, or powder that has 

no treatment value. In clinical trials, 

experimental treatments are often 

compared with placebos to assess 

the treatment’s effectiveness.

 Placebo-Controlled Study: 
A method of investigation of drugs 

in which an inactive substance 

(the placebo) is given to one 

group of participants, while 

the drug being tested is 

given to another group. The 

results obtained in the two 

groups are then compared 

to see if the investigational 

treatment is more effective in 

treating the condition.

 Randomization: A method 

based on chance by which study 

participants are assigned to a 

treatment group. Randomization 

minimizes the differences among 

groups by equally distributing 

people with particular characteris-

tics among all the trial arms. The 

researchers do not know which 

treatment is better. From what is 

known at the time, any one of the 

treatments chosen could be of ben-

efit to the participant.

 Randomized Trial: A study in 

which participants are randomly (i.e., 

by chance) assigned to one of two 

or more treatment arms of a clini-

cal trial. Occasionally placebos are 

utilized.

Reference: www.

cl inical trials .

gov/ct2/info/

glossary

aracteris-

ms. The

which 

what is 

known at the time, any one of the 

exclusion criteria are not used to

reject people personally, but rather

to identify appropriate participants

and keep them safe.

people with particular cha

tics among all the trial arm

researchers do not know w

treatment is better. From w
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T
wenty-five medical practices 

around the country provide 

coordinated specialty care to 

persons with TSC through their clinic 

or through a network of referrals. 

Each TSC Clinic is directed by a phy-

sician who holds a medical specialty 

certification (“board certification”), 

generally in a subspecialty related to 

a TSC-related condition. This article 

continues a series about the TSC 

Clinics with a focus on introducing 

you to the healthcare professionals 

who staff them and the special pro-

grams they offer.

The Tuberous 
Sclerosis Clinic 
Washington D.C. 
Metro Area
Director: William M. 
McClintock, M.D.

The Tuberous Sclerosis Clinic serving 

the Washington D.C. metropolitan area 

opened in July 1994.   Dr. McClintock 

and Nancy Elling, R.N., B.S.N., C.P.N. 

(nurse coordinator) recount 

how an informal discus-

sion among specialists 

attending a conference at 

the Uniformed Services 

University in Bethesda, MD 

led to the clinic’s start.   It 

is modeled after the first TS 

Clinic opened in 1986 at the 

University of Chicago by Dr. 

Peter Huttenlocher.   

Initially, the Washington 

D.C. Metro Area TS Clinic 

met one Saturday every 

three months.   Today, the 

clinic, located in Fairfax, 

VA  (about 17 miles west of 

Children’s National Medical 

Center in Washington, D.C.) 

welcomes new and returning families 

affected by TSC to meet with board-

certified specialists on one Saturday 

(alternating months) from 9 a.m. to 

1 p.m.  

Although the clinic welcomes 

adults affected by TSC, the role of 

the specialists who are on staff at 

Children’s National Medical Center is 

generally  as consultants to adults with 

TSC because they can not be admit-

ted to the Children’s Hospital if they 

need inpatient services.  The Saturday 

schedule offers families more time than 

is available in a regular neurology clinic 

setting to meet with Dr. McClintock, 

Nancy, and the other specialists who 

include Mark Mausner, M.D. (Mausner 

Plastic Surgery Center, Bethesda, MD), 

John S. Myseros, M.D. (neurosurgeon, 

Children’s National Medical Center), 

and Phillip L. Pearl, M.D. (Division Chief 

of Neurology at Children’s National 

Medical Center).   Each patient receives 

a comprehensive evaluation with ample 

time to ask questions, discuss treatment 

options (that include clinical research 

trials if appropriate), and get referrals 

to other TSC specialists, as required.   

The Saturday appointments also allow 

families to interact with one another 

in a relaxed surrounding, meet volun-

teers from the Metro D.C. Community 

Alliance, and listen to invited guest 

speakers who talk about topics relevant 

to those affected by TSC.  

Nancy remarks that over the years, 

Dr. McClintock’s neurology prac-

tice has evolved to where 2/3 of the 

patients he sees have tuberous scle-

rosis complex.   She speaks with TSC 

patients on a daily basis and facilitates 

the comprehensive coordination of 

their care, a service that the TS Alliance 

expects of a TSC Clinic.   A Monday 

clinic was added this year in response 

to patient/family feedback.   And if Dr. 

McClintock sees someone in that clinic 

who needs an EEG done urgently, they 

have a guaranteed slot to get it done 

the same day, which is helpful for 

those with difficult-to-control seizures.  

The staff of the Washington DC 

Metro Area TS Clinic actively participate 

in local TS Alliance events such as the 

annual D.C. Food and Wine Tasting 

and the local walkathon held in the 

Fall.   Dr. Mausner volunteers his time 

to take part in the popular 

Meet-the-Expert sessions 

at regional and national 

conferences, where families 

come to meet him because 

of his expertise in treating 

angiofibromas using lasers.  

T h e  T S C  N a t u r a l 

History Database Project 

was implemented at this 

clinic in December 2007.   

Part-time research assis-

tant Sadaf Ulomi has spent 

nearly 700 hours entering 

medical information in the 

database on the nearly 60 

patients they’ve enrolled 

so far.  With projections of 

enrolling another 35 new 

TSC Clinics “Up Close”

Left to Right: Sadaf Ulomi, 

William McClintock, M.D., Nancy 

Elling, R.N., B.S.N., C.P.N.
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patients by June 2010, she will have 

plenty to keep her busy as she con-

tinues to enter retrospective and new 

medical information about each of 

these patients in the database.

For more information about the 

Washington DC Metro Area TS Clinic 

contact Nancy Elling, R.N., B.S.N., 

C.P.N. at (571) 226-8343.

The UAB Tuberous 
Sclerosis Clinic 
Birmingham, AL
Co-Directors: E. Martina 
Bebin, M.D., M.P.A. and 
Bruce R. Korf, M.D., Ph.D.

Dr. Martina Bebin partnered with Dr. 

Bruce Korf to open a Tuberous Sclerosis 

Clinic in 2007 at the University of 

Alabama (UAB) Health System 

after families in the region 

expressed strong interest in hav-

ing access to a comprehensive 

service for those affected by 

TSC.  It is the first TSC Clinic in 

the southeast region of the U.S. 

to provide multi-specialty care 

to adults and children living with 

TSC.    Board-certified special-

ists in dermatology (Amy Theos, 

M.D.), genetics (Dr. Korf), and 

neurology (Dr. Bebin), as well 

as a genetic counselor (Christina 

Barger, M.S.) and TSC clinic 

nurse (Jessica Krefting, R.N.) 

staff the all-day clinic that sees up to 

16 patients and their families on the 

second Tuesday of each month.  Dr. 

Bebin comments that the UAB TS 

Clinic has made “a huge difference” 

for those affected by TSC who live in 

Alabama and surrounding regions by 

relieving families of the burden of navi-

gating the UAB and Children’s Health 

Systems to access the services of 23 

sub-specialties that treat conditions 

related to TSC. 

One strength of this TSC Clinic is 

that once Dr. Bebin and Dr. Korf identify 

an individual as having a definite diag-

nosis of TSC, they screen family mem-

bers to identify others who may also be 

affected and provide recommendations 

for follow-up care either at UAB or with 

their primary medical care provider.   

The TSC Clinic staff also interacts with 

members of the TS Alliance of Greater 

Alabama in a number of ways, such as 

providing outreach to newly diagnosed 

individuals by informing them about 

resources available through the TS 

Alliance, connecting them with others 

with TSC, giving TSC-related talks at 

local family meetings, participating in 

Meet-the-Expert sessions at regional 

meetings, and taking part in the annual 

Step Forward to Cure TSC walkathon.    

The UAB TS Clinic is one of 14 

TSC clinics in the U.S. conducting the 

TSC Natural History Database Project, 

which the TS Alliance launched in 2006 

to collect information about hundreds 

of adults and children affected by 

TSC.   Research assistant, Elizabeth 

Franklin-Corley works with Dr. Bebin 

on the TSC database project, which 

was implemented at the UAB TS Clinic 

in 2008.  As of August, 2009, 

they have enrolled 56 individuals 

with TSC ranging in age from 

newborn to mid-50s.  

For more information about 

the UAB TS Clinic contact Vickie 

Garmon at the UAB Genetics 

Department at 866-822-4362 

(toll-free number) or 205-934-

5567.  Or you may also contact 

the TSC clinic nurse, Jessica 

Krefting, R.N. who travels with 

Dr. Bebin from her Huntsville 

clinic to attend the monthly TS 

Clinic at UAB.  Jennifer can be 

reached at 256-533-0833.   

medical information about each of

t sees up to

ilies on the

month.  Dr.

Bebin comments that the UAB TS

patients by June 2010, she will have

plenty to keep her busy as she con-

tinues to enter retrospective and new 

staff the all-day clinic that

16 patients and their fam

second Tuesday of each m

A
fter years of planning, Atlanta 

will soon have a new multi-

disciplinary TSC Clinic for 

children, which opens in October.  

Located at the Judson L. Hawk Clinic 

for Children at Children’s Healthcare 

of Atlanta, 5455 Meridian Mark Road 

NE, Atlanta, GA 30342, it will be 

overseen by Clinic Director Robert 

Flamini, M.D.  To make an appoint-

ment, contact Jennifer L. Ganote, RN, 

BA, ASN, CCRC at (404) 785-2186.

For additional information on this 

new clinic and the other nation-wide 

TSC Clinics, visit our website at www.

tsalliance.org.

Atlanta TSC Multi-Disciplinary “Clinic Without Walls” 
to Open in October

Left to Right: Bruce Korf, M.D., Ph.D., E. Martina Bebin, M.D., M.P.A., Vickie 

Garmon; Amy Theos, M.D., Christina Barger, M.S., Susan Black, R.N.    

Not Shown: Jessica Krefting, R.N., Elizabeth Franklin-Corley. 
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From a Parent’s Viewpoint: The Importance 
of Educational Advocacy

B Y  B R I A N  B E R G ,  M . E D .

O
ur daughter Ashley was diag-

nosed with TSC at 3 months 

due to seizures. After several 

years of unsuccessfully trying to 

control them with medicine, she was 

falling developmentally farther and 

farther behind. At 3 years old, Ashley 

was enrolled in our school district’s 

special needs pre-school class. 

Even with my wife and me having 

masters degrees in education, we were 

scared parents and very inexperienced 

on how to navigate the special education 

system. We ultimately let the Individual 

Education Plan (IEP) team dictate too 

much of what was and wasn’t provided 

for Ashley. Initially we thought having 

six special education professionals on 

the team would yield great results, but it 

was actually very intimidating and ended 

up with a lot of smiling and nodding on 

our part during that first year. We naively 

assumed the team would recommend 

what was best for Ashley. In hindsight, 

we should have asked more questions 

and read up on our legal rights from 

day one. Fortunately for us, we were 

cutting our parental advocate teeth 

during pre-school!

Ashley Berg
When Ashley was 4, she went 

through a left temporal lobectomy, with 

doctors hoping to reduce her seizures. 

After the surgery her seizure activity 

was not only reduced, it was completely 

gone. In the months following, she 

astounded all her doctors and therapists 

with a miraculous rebound in all areas 

of development. Unfortunately, the 

school system wasn’t as impressed and 

the IEP team recommended placing her 

in the lowest functioning class in the 

district based on pre-surgery evalua-

tions and their observations. 

By this time, we had begun 

doing some research and talking 

with our therapists for input and 

advice on our rights as parents. 

We also spoke with the TS Alliance 

and other parents who had prior 

experiences with our school district. 

We were determined to become 

the best advocates for our child 

because no one else would. Isn’t it 

interesting how we tend to scruti-

nize our child’s doctors more than 

we do our child’s teachers even 

though they are the ones in close 

contact with them on a daily basis?

After being firm with the district 

and not shying away from assertive 

school administrators, Ashley was 

moved to a communication delay 

kindergarten class.  Ashley loved the 

class, but did fall short academically as 

her brain was still healing from surgery 

and her developmental delays. But the 

daily mental challenge was ideal for 

her, and by the end of the school year, 

she had made up so much ground she 

tested as kindergarten-ready. 

As a result, we petitioned for her to 

repeat kindergarten, but again ended 

up at odds with the district who wanted 

to promote her to first grade despite 

her failing grades.  In response, we 

educated ourselves on our rights and 

developed a clear plan of action. We 

went in knowing all our options and, 

probably more importantly, we knew 

all the school’s options as well so we 

wouldn’t be caught off guard. As a 

result of our perseverance and not 

being afraid to escalate the issue to a 

higher level in the district, the district 

reversed their decision and this year 

Ashley is repeating with the same kin-

dergarten teacher and a much smaller 

class size. Given how much progress 

she has made over the summer, we 

expect her to do great things this school 

year and for many years to come.

We were blessed with a positive 

outcome to Ashley’s surgery and we 

wish that every child with TSC could 

enjoy the same results. When it comes 

to your child’s education, however, we 

can tell you that as parents of a special 

needs child, you can level the playing 

field by being a proactive parent who 

asks questions. Study your district 

policies and state laws to know if 

there are programs or services avail-

able that haven’t been discussed by 

your IEP team. Ask for objective input 

from doctors, therapists, and friends 

who are not directly involved with 

the district. Find and consult with an 

educational advocate through the TS 

Alliance, your hospital, your therapists, 

or some other reputable source. They 

can help you quickly identify some key 

points that you might not even realize. 

And most importantly, follow your 

parental instinct if something doesn’t 

seem right – because no matter what 

anyone else says, you know what’s 

best for your child.
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TS Alliance of Wisconsin
October 3, 2009
Grant Park – South Milwaukee, WI

For more information, please contact Pam Sztukowski at 

(414) 281-6383 or pamchef@wi.rr.com. 

TS Alliance of Heartland
October 3, 2009
Raccoon River Park – West Des Moines, IA 

For more information, please contact Cindy or Ryan 

Blackard at (515) 987-4512 or cblackard@yahoo.com. 

TS Alliance of Ohio
October 4, 2009
Bur Oak Park - Elyria, OH

For more information, please contact Frank Gritti at gritt-

man@hotmail.com.

TS Alliance of Metro DC
October 4, 2009
Plaza in downtown Silver Spring, MD

For more information, please contact Nathalie Simoneau 

at (301) 585-3038 or yvesnat@verizon.net. 

TS Alliance of Florida
October 10, 2009
Friendship Fountain - Jacksonville, FL
For more information, please contact Joy Graydon at 

(904) 322-7053 or Jgraydon10@hotmail.com.

October 24, 2009
Crandon Park - Key Biscayne, FL
For more information, please contact Vanessa Y. Vazquez 

at (305) 498-2366 or VanessaVazquez@bellsouth.net.

TS Alliance of Middle Tennessee
October 24, 2009
Centennial Park – Nashville, TN

For more information, please contact Amy Hobbs at 

amyghobbs@aol.com. 

For more information about Step Forward to Cure 
TSC® or to register for a walk in your area, please 
go to www.StepForwardtoCureTSC.org today! 

Interested in a Walk in Your Community?
If you are interested in organizing a walk in your local com-

munity, please contact Jenny Smiley at (800) 225-6872 or 

jsmiley@tsalliance.org. In particular, the TS Alliance would 

like to expand walks to Sacramento/Northern California; 

Virginia; Omaha, Nebraska; Sioux Falls, North Dakota; San 

Antonio, Texas; and Sarasota, Florida. 

Comedy for a Cure®

Atlanta
October 20, 2009
The Punchline – Atlanta, GA

For more information, please 

contact Dee Triemer at (800) 225-

6872 or dtriemer@tsalliance.org.  

Comedy for a Cure® Chicago
October 22, 2009
Improv Comedy Club & Dinner Theater - Schaumburg, IL 

For more information, please contact Jenny Smiley at 

(800) 225-6872 or jsmiley@tsalliance.org.  

Comedy for a Cure® Boston
November 1, 2009
Giggles Comedy Club - Saugus, MA

For more information, please contact Dee Triemer at 

(800) 225-6872 or dtriemer@tsalliance.org. 

Comedy for a Cure® Hollywood
April 11, 2010
Boulvard3 – Hollywood, CA

For more information, please contact Jenny Smiley at 

(800) 225-6872 or jsmiley@tsalliance.org.  

Comedy for a Cure® New York
May 6, 2010
M2 Lounge – New York City 

For more information, please contact Tim Rogers at (800) 

225-6872 or trogers@tsalliance.org.  

Visit www.ComedyforaCure.org for more 
information.
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Upcoming Major Events
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Honorariums (April 2009 – July 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) 2258-6872 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 Rebecca Anhang 

Price

Dr. Sharrona Pearl

Tribute(s) for Jennifer Barfield

Mr. Keith A. Barfield

Tribute(s) for Daniel Beldner

Ms. Ruth Aach

Mr. and Mrs. Wilson Aboudi

Mr. and Mrs. Murray Bodin

Mr. and Mrs. Ernest Braverman

Ms. Ruth Burstein

Mr. and Mrs. Harold J. Chapler

The Charles I. Rosen Family 

Foundation

Cohen & Rosen, DPM, PA

Drs. Rabin, Fremed, Prince, PC

Ms. Temple Emanuel

Mrs. Theresa S. Feldman

Ms. Diane Fink

Mrs. Marilyn K. Frankel

Ms. Renee S. Glickman

Dr. Bruce L. Greenberg

Mr. Harvey D. Klein

Mr. and Mrs. William M. Kunreuther

Mr. and Mrs. Sam Linder

Mr. and Mrs. Gerald M. Litzky

Mr. Ronald E. Luraschi

Dr. and Mrs. Herbert Marton

Mr. and Mrs. Stuart Marton

Mr. and Mrs. Michael J. 

McAndrews

Dr. Teruko S. Neuwalder

Mrs. Susan Niederman

North Jersey Pediatrics, PA

Ms. Ruth Ogulnick

Mr. David A. H. Rapaport

Mr. and Mrs. Jonathan Rapaport

Mr. Mason Rapaport

Mr. and Mrs. Michael S. Rapaport

Mr. Peter Rapaport

Mr. and Mrs. Richard A. Rapaport

Mr. Robert D. Rapaport

Ronald M. Tvert and Company

Mr. and Mrs. Julian Roodberg

Ms. Sharon Scherl, MD

Dr. and Mrs. Martin Schub

Ms. Joyce Schulman

Ms. Joan Betty Schwarz

Ms. Muirel Schwerin

Ms. Ruth Seidenberg

Mr. and Mrs. Harold D. Singer

Mr. and Mrs. Leonard J. Solomon

Ms. Gerda Starer

Ms. Rose Steinglass

Mr. and Mrs. Erico Stern

Ms. Margeret B. Strauch

The Shapiro Family Foundation

Mrs. Barbara F. Zimmerman

Mr. and Mrs. Seymour Zubkoff

Tribute(s) for Gavin Berg

Ms. and Mrs. Brynn and Laci 

McClure

Tribute(s) for Emily Blake

Mr. and Mrs. Sonny Johnson

Tribute(s) for Jacob Blood

Mr. and Mrs. William S. Blood, Sr.

Tribute(s) for Sandra Bobowski

Mr. and Mrs. Donald T. Hirschfeld

Tribute(s) for Elyse Bodiford

Mr. and Mrs. Kirby Woodard

Tribute(s) for Avery Bradam

Mr. Harry Harris

Tribute(s) for Christy C. Buntrock

Woodland School District 50

Tribute(s) for Kari Luther Carlson

Mr. Brent Erickson and Ms. Robin 

Bousman

Mr. and Mrs. Howard Brewer

Mr. and Mrs. Mark Carroll

Mr. and Mrs. Wilfred N. Cooper, Sr.

Mr. and Mrs. Rich Donato

Mr. and Mrs. Terry Elling

Mr. Scott Fuelling

Mr. and Mrs. Tom Gwinn

Dr. Elizabeth P. Henske

Ms. Susan Jorski

Mr. and Mrs. David A. Krinsky

Mr. and Mrs. Todd Kronebusch

Mr. and Mrs. Christopher Mudd

Ms. Debbie Rothweiler

Ms. Nicole Seefeldt

Mr. Henry Shapiro and Ms. Christy 

Hobart

Tribute(s) for Sanford Cascade

Mr. and Mrs. Josef Bismanovsky

Tribute(s) for Cindy Chernow

Mai Nguyen

Tribute(s) for Gregory J. Child

Mr. Edward T. T. Child

Tribute(s) for Wilfred N. Cooper, Sr.

Goshgarian & Marshall

Mr. and Mrs. James J. Maginn

Tribute(s) for Maureen B. Corry

Mr. and Mrs. Patrick J. Roche III

Tribute(s) for Emanuel Cruz

Mrs. Elmira Cruz

Tribute(s) for Callie Darnell

Mr. and Mrs. David J. Redd

Tribute(s) for Nathan M. Darney

Mr. and Mrs. Michael G. Murray

Tribute(s) for Cole Denharder

Mr. Wilson Cheney

Tribute(s) for Alexandra Donato

Canlpees, Inc

Tribute(s) for Jeremy Elias

Michael Bill Avner Memorial Fund 

of The Pittsburgh Foundation

Tribute(s) for Deborah Farber

Mr. Jonathan Train

Tribute(s) for Preston Fitzgerald

ACTT Equipment Services

Anonymous

Mr. and Mrs. Lee Babovec

Mr. and Mrs. Mark Beltran

Mr. and Mrs. Dusty W. Bryant

Mr. David Byrd

Mr. and Mrs. John Carbone

Mr. and Mrs. Jeffrey N. Conner

Mr. and Mrs. Howard L. Coulter

Mr. and Mrs. D. Scott Crowe

Mr. and Mrs. Kevin Culver

Mr. and Mrs. James E. Deaton

Mr. and Mrs. Willilam E. Dresslar

Mr. and Mrs. Robert C. Fitzgerald

Mr. and Mrs. Leon Fitzgerald

Mr. and Mrs. Mark J. Fritz

Mr. and Mrs. Christopher S. Goins

Mr. and Mrs. Stephen G. Hanson

Mr. Richard Hayden

Mr. and Mrs. Gary R. Hearn

Hill & Wilkinson

Mr. and Mrs. Eddie Hill

Mr. Stephen Forney and Ms. Diann 

Hillix

Mr. and Mrs. Larry D. Hunt

Ms. Kara King

Mr. and Mrs. Ricky L. Laney

Mr. and Mrs. Robert M. Lavinsky

Mr. and Mrs. Marc R. Lemke

Mr. and Mrs. Elmer Lippoldt

Mr. and Mrs. Jerrell W. Little

Mr. and Mrs. Scott Luna

Mr. and Mrs. Keith Macejewski

Mr. and Mrs. Pat Murphy

Mr. Tim McQuillan

Mr. and Mrs. Manoj Mohanlal

Mr. or Mrs. H C. Moore

Troy A. Moore, DDS

Mr. and Mrs. Troy D. Moore

Mr. Rick Moreno

Mr. and Mrs. Andrew I. Murray

Mr. and Mrs. Samuel Myers

Mr. and Mrs. David L. Nelson

Mr. and Mrs. Jerold Nichols

Mr. and Mrs. Jack O’Connor

Mr. and Mrs. Kevin B. Parker

Mr. and Mrs. Jesse Pate

Ms. Shelley Pirkey

Mr. and Mrs. Greg Price

Mr. and Mrs. Robert Rogers

Mr. Steven Savage

Mr. and Mrs. John F. Schmidtberger

Mr. and Mrs. James M. Schnitker

Mr. and Mrs. Ken Smalling

Ms. Carroll M. Strickland

Mr. Eric A. Stride

Ms. Maria D. C. Stride

Mr. Wilfrid P. Stride

Ms. Leslie Taylor

Mr. and Mrs. SA Thompson

Mr. and Mrs. Mark Thornhill

Mr. and Mrs. Peter Torres

Tririga

Mr. and Mrs. Philip A. Wales, Jr.

Mr. and Mrs. Alan C. Webb

Mr. and Mrs. Larry D. Weiner

Mr. Tim White and Ms. Judy Rivera

Whitworth & Associates Insurance

Mr. and Mrs. Steve Whitworth

Mr. and Mrs. Michael C. Williamson

Tribute for William F. Flynn

Mr. and Mrs. Robert B. Platt

Tribute(s) for Paula Gash

Mr. and Mrs. Robert Hockstein

Tribute(s) for MaryLu George

Mrs. Bonnie Knorr

Tribute(s) for Alex Gershon

Ms. Paula Katz and Mr. Frederick 

S. Mandler

Mr. and Mrs. Peter Lassally

Tribute(s) for Tom Goetz

Mr. and Mrs. James C. Cammack

Tribute(s) for Todd Goldstein

Mrs. Gladys Christian

Ms. Kumarie Joseph

Mr. and Mrs. Jeffrey Newman

Tribute(s) for Jennifer Golwitzer

Anonymous

Tribute(s) for Shannon Grandia

Ms. Nancy J. Rose

Tribute(s) for Deanne J. Guy

Pleasant Valley United Methodist 

Church

Tribute(s) for Anna Hathaway

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

Tribute(s) for Anne Heilman

Mr. and Mrs. Walter G. Arteaga

Ms. Ann M. Garfinkle

Ms. Nancy E. Stromsem

Tribute(s) for Hannah Henke

Mrs. Carol R. Carroll

Tribute(s) for Ben Hobart

Mrs. Melanie Landsberg

Tribute(s) for Christy Hobart

Mr. Gregory J. Ferland

Mr. Kevin Yoder

Tribute(s) for Melissa Honig

Mr. Danny Stein

Tribute(s) for Hannah L. Hoslet

Mr. and Mrs. Jeff P. Hoslet

Tribute(s) for Karlie J. Hutchins

Mrs. Margaret L. Spiewak

Tribute(s) for Benjamin 

Hutchinson

Mrs. Anne Bellefeuille

Ms. Lauren Paul

Tribute(s) for Tracey B. 

Hutchinson

Mistler Family Foundation

Tribute(s) for Alison B. Hyman

Mrs. Lisa Bender, P.T.

Mr. and Mrs. George Braun

Mr. and Mrs. Arthur W. Breunig

E&M Industries LLC

Mr. and Mrs. Richard Fishman

Mrs. Margaret Mancuso

Mr. and Mrs. Lloyd I. Roos

Mr. and Mrs. Glenn I. Rosenberg

Mr. and Mrs. Alfred Rosenfeld

Mrs. Cheryl Sheinwald

Ms. Mary Siegel

Ms. Silva Sqalkin

Dr. Ingrid Taff

Ms. Karen Thomson

Ms. Celia Williams

Mr. and Mrs. Erwin C. Zipkis

Tribute(s) for Kevin Jackson

Mr. and Mrs. Max Toberoff

Tribute(s) for Annie Johnson

Mr. and Mrs. Carleton F. 

Rosenburgh

Vanguard Charitable Endowment 

Program

Mr. and Mrs. Harold Xavier

Tribute(s) for Cal Johnson

Mr. and Mrs. Bob Nelson

Tribute(s) for Hayden A. Joyce

Mr. Gordon White

Tribute(s) for Grace Kisselburgh

Ms. Esther Ash

IBEW 280

Tribute(s) for Brandon Kocher

Brent Claymon

Tribute(s) for Jeremy Krantz

First Hebrew Congregation

Tribute(s) for Robin Krantz

Ms. Lisa B. Cohn

Mr. and Mrs. Daniel Strickberger

Tribute(s) for Cathy J. Krinsky

Mr. and Mrs. J.S. Landau

Tribute(s) for Lauren E. Krinsky

Ms. Constance H. Belda

Continental Mills

Tribute(s) for Hannah LaForte

Mr. and Mrs. Joel Ratner

Tribute(s) for Sue Langford

Mr. Steven Taylor

Tribute(s) for Jude Langstaff

Mrs. Pamela Taupier

Tribute(s) for Anders Larson

Mr. and Mrs. Richard P. Symmes

Tribute(s) for Jonas Larson

Mr. and Mrs. Richard P. Symmes

Tribute(s) for Brianna LaVoun

Mr. and Mrs. Vito Barone

Mr. and Mrs. Edward V. Capoziello

Ms. Vida Carnazza

Ms. Kathryn M. Chand

Mr. and Mrs. Rowland E. Cox Sr.

Mr. and Mrs. Thomas Dowsett

Mr. and Mrs. John O. Evans

Mr. Richard K. Garner

Mr. and Mrs. David S. Goodcuff

Ms. Gina M. Insana

Mr. and Mrs. Dominic Macchio

Mr. Edwin Miller

Ms. Ann Minutetella

Mr. and Mrs. Pasqual Mongelluzzo

NY Cano

Ms. Marie Radigan

Mr. and Mrs. John Simeone

Mr. Cory Susman

Tribute(s) for Tommy J. Lindsey

Tepper Family Donor Fund

Philanthropic Fund of the Jewish 

Community Foundation of 

Metrowest New Jersey

Mr. Albert B. Russell

Tribute(s) for Phillip Macri

Quick Connections
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Tribute(s) for Matthew Mastbaum

Mrs. Fanny Alerhand

Tribute(s) for Sophia Mayrsohn

Mrs. Bernard Mayrsohn

Tribute(s) for Alex Montgomery

Mr. and Mrs. Dave Wangsness

Tribute(s) for Sarah Nicholson

Mr. Gregory J Spanos

Tribute(s) for Lucas Oakley

Mr. and Mrs. Brad Oakley

Tribute(s) for David W. Parkes

Mr. Peter S. Krieger and Ms. Ellen 

R. Shaer

Mr. and Mrs. Marc J. Kurzman

Tribute(s) for Eric Parkes

Mr. and Mrs. Larry Donsky

Mrs. Tammy Hornung

Dr. and Mrs. Ira Stein, DDS

Mr. and Mrs. Michael Steinberg

Ms. Lynn A. White

Tribute(s) for Penney M. Parkes

Ms. Hillary I. Mandel and Mr. 

David G. Greenstein

Tribute(s) for Cynthia Pompeo

Ms. Barbara Harris

Tribute(s) for Ronny Pompeo

Ms. Barbara Harris

Tribute(s) for Amanda Prosek

Mrs. Kenneth Stefani

Tribute(s) for Jaylin Pruitt

Mrs. Joan Crooks

Tribute(s) for Sarah Quintana

Ms. Melinda L. Monroe

Mr. Constance D. Ryder

Tribute(s) for Cameron Rawlings

Anonymous

Ms. Adele G. Drummond

Mr. and Ms. Jerry W. Hillis

Mr. Rick A. Meyer

Mrs. Susan Okamoto

Mr. David M. Shelton and Ms. 

Frauke Rynd

Tribute(s) for Jeremiah 

Richardson

Merinda Herron MD PC

Tribute(s) for Jessica L. Sanders

Anonymous

Equity Group Eufaula Division, LLC

Tribute(s) for David P. Schenkein

Genentech, Inc

Ms. Nancy P. Rosenbach Ph. D.

Tribute(s) for Francesca Schmidt

Mr. and Mr. and Mrs. William 

L. Doyle

Mrs. Lacey Tacher

Tribute(s) for Sophia Schuler

Mr. and Mrs. Gerald Schuler

Tribute(s) for Robert A. Seymour

Ms. Ellyn Cohen

Mrs. Leslie Gerber

Ms. Barbara L. Klein

Tribute(s) for Joe Sgalia

Ms. Elizabeth McInnis

Tribute(s) for Benjamin Shapiro

Mr. and Mrs. Marvin Ender

Ms. Daina Johnson

Mr. Bart L. Story

Haley Freeman

Tribute(s) for Emmory R. Shapses

ERS Charitable Foundation

Mr. and Mrs. Marc Shapses

Tribute(s) for Chris M. Sheffield

Mr. Hector Franco Jr.

Mr. and Mrs. Robert G. Meltzer

Ms. Becky Murphy

Tribute(s) for Tamara Stachelek

Ms. Constance Stachelek

Tribute(s) for William Steinka

Roncari Express Valet Parking

Tribute(s) for Adam Sullivan

Mr. Kenneth Howell

Tribute(s) for Rob J. Thurston

Mr. and Mrs. David A. Krinsky

Tribute(s) for Andrew R. Trundle

Mr. and Mrs. John A. Cocking

Tribute(s) for Michael A. Verdin

Mrs. Suzanna Bailey

Tribute(s) for Raven Wilson

Mr. Anthony E. Radcliff

Mr. and Mrs. Walter Zajac

Tribute(s) for Melanee Wolthuis

Mr. and Mrs. Lawrence W. Albaugh

Ms. Charlene T. Blundy

Mr. and Mrs. Leif Carlson

Mr. and Mrs. Ronald R. 

Dankenbring

Mr. and Mrs. Aaron R. Evans

Ms. Beverly A. Fedewa

Mrs. Vivian Fedewa

Mr. and Mrs. James Gensterblum

Mr. and Mrs. Ronald Gladding

Mr. and Mrs. Larry A. Green

Mr. and Mrs. Burton E. Hooker

Mr. and Mrs. Mark S. Horrocks

Mr. and Mrs. Stanley R. Kimmel

Mr. and Mrs. Joseph Kreke

Mr. and Ms. Lawrence Leik

Msgt. and Mrs. Jeffrey S. McNeill

Mr. and Mrs. Gerald P. Meade

Mr. and Mrs. Dennis J. Mitchell

Mr. and Mrs. David G. Ransom

Mr. and Mrs. William Schick

Mr. and Mrs. Brian W. Stanton

Mr. and Mrs. Delbert M. Swain, Jr.

Mr. and Mrs. Chad M. Teachout

Mr. and Mrs. Harry Vriese

Mr. and Mrs. Richard Wolthuis

Mr. Russell H. Wolthuis

Mr. and Mrs. Jack E. Zimmerman

Tribute(s) for Nicholas T. Wolthuis

Miss Carla Brown

Tribute(s) for John Zarbetski

Ms. Elizabeth McInnis

Tribute(s) for Paul Zarbetski

Ms. Elizabeth McInnis

Tribute(s) for Edward Alenaut

Mr. and Mrs. Robert A. White

Tribute(s) for Kevin Allen

Emlenton Presbyterian Church

Mr. and Mrs. Charles H. Girard

Mr. and Mrs. Hans Jaensch

Tribute(s) for Ralph Barsanti

Mr. and Mrs. Michael J. Kolar

Tribute(s) for Doris M. Blake

Mr. and Mrs. Sonny Johnson

Tribute(s) for Jacquelyn B. 

Blatterman

Mr. Randall Blatterman

Tribute(s) for Fay Braver

Mrs. Sally Holmes

Mr. and Mrs. Aaron A. Maniker

Tribute(s) for Quinn Ramondetta 

Broome

Mr. and Mrs. Harry Broome

Tribute(s) for Lisa M. 

Brotherwood

Mr. and Mrs. Herb Brotherwood

Ms. Lisa Lethco-Rother

Mr. and Mrs. Cleo Wells

Tribute(s) for Heather J. 

Buntrock

Woodland School District 50

Tribute(s) for Sherrie Busel

Mr. and Mrs. Michael J. Biase

Mr. and Mrs. Richard A. Daniels

Tribute(s) for Gage Bush

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

Tribute(s) for Oscar Castro

Mr. Gerald M. Gonzales

Ms. Clarissa Guajardo

Ms. Barbara Hines

Ms. Carmen A. Leal

Mrs. Claire Matecko

Mr. and Mrs. Ian L. Straus

The Gardner Law Firm

Ms. Jane Thomson

Tribute(s) for Lois Colton

Mr. and Mrs. Steven Goldstein

Tribute(s) for Lucy Crochet

Ocean Front Farms, LLC

Tribute(s) for Edward A. Denaut

Ms. Theresa A. Carlson

Mr. and Mrs. Robert N. Foster

Greenwood Hill Campground 

Association, Inc

Mrs. Dorothy Juzba

Tribute(s) for Nicholas M. 

Diamond

Ms. Krista Astfalk

Tribute(s) for H. Harrell Galloway

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

Tribute(s) for Sharman L. 

Hixenbaugh

Mr. and Mrs. John Pomquist

Tribute(s) for Iris Hronec

DSN Management

Mr. and Mrs. James T. Konrad

Mr. and Mrs. Ralph Schlotter

Tribute(s) for Juan Hummel

Mr. and Mrs. Merle B. Rose III

Tribute(s) for Lorraine Kaplan

Mr. and Mrs. Gerald Friedman

Tribute(s) for Deborah Kluegel

Anonymous

Mr. and Mrs. A Fink

Mr. and Mrs. Arthur T. Kluegel Sr.

Ms. Diana A. Mortensen

Mr. and Mrs. Tim M. Wilkins

Tribute(s) for Beverly Kodish

Mrs. Estelle Kluger

Tribute(s) for Jean Lacy

Ms. Susan S. Barocas

Ms. Mary Anne Drew

Ms. Susan A. Gaffney

Mr. and Mrs. Sheridan F. Gay

Mr. Cullen Grace

Holden Fire Dept

Ms. Julianne L. Huse

Ms. Kathleen M. Lee

Mr. and Mrs. Robert N. McFadden

Mr. and Mrs. Henry P. Salmin

Sunshine Fund-Wilson Magnet

Mr. and Mrs. Dean C. Swift

Tribute(s) for Patricia Lavanchy

ECRI Institute

Ms. Amy Goldman

Tribute(s) for Pat D. Leal

Ms. Sheila Maloney

Tribute(s) for Patricia D. Leal

Ms. Arleen Stanton

Tribute(s) for Gregory Leatherbury

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

Tribute(s) for Cletus Liska

Mr. and Mrs. Donald Hauge

Tribute(s) for Lenora Magnett

Mr. and Mrs. Mark Beahrs

Mr. Kenneth J. Magnett

Mrs. Olivia Morand

Ms. Molly K. Stough

Tribute(s) for Julia F. Manning

Mr. Kenneth Howell

Tribute(s) for Blair Newman

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

Tribute(s) for Brian Niles

Mr. and Mrs. Donald H. Niles

Tribute(s) for Dustin Oakley

Mr. and Mrs. Brad Oakley

Tribute(s) for Sally O’Neill

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

Tribute(s) for Francine L. Ostrow

Mr. and Mrs. Harold L. Atkins

Tribute(s) for Howard Rayford

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

Tribute(s) for Carlton Frederick 

B. Rock

Virgin Atlantic Airways

Tribute(s) for Lou Ann Seely

Ms. Barbara J. Cato

Tribute(s) for Mary Shesko

Mr. and Mrs. W Brand Bobosky

Camor, Inc

Mr. and Mrs. Ray Lenart

Mr. and Mrs. Bob Nelson

Mr. and Mrs. John C. Nothacker

Mr. and Mrs. William H. Peters

Ms. Beverly A. Rathjen

Mr. and Mrs. Keith Rathjen

Tribute(s) for Beulah Smith

Mr. and Mrs. Donald R. Marsh

Tribute(s) for Helmut Stern

Ms. Judith F. Lebson

Tribute(s) for Sally Stoddard

Mrs. BJ Coleman

Tribute(s) for Steven Thayer

Mr. and Mrs. Gerald Friedman

Tribute(s) for Eunice Thompson

Mr. and Mrs. Gary L. Flatin

Tribute(s) for Irene M. Tulloch

Ms. Irene M. Anderson

Mr. and Mrs. Ralph F. Cahill

Mr. Richard J. Gaskin

Mr. and Mrs. Jonathan M. Keefe

Mr. and Mrs. Paul McKenna

Ms. Terry Miller

Mr. and Mrs. Charles R. Mullen

Mr. Thomas F. Murray Jr.

Mr. and Mrs. Louis A. Nelson

Sheraton Commander Hotel

Mr. and Mrs. John F. Sullivan

Ms. Marjorie Sullivan-Turley

Mrs. Elaine Tinlin

Ms. Judith A. Wentworth

Tribute(s) for John B. Waterman

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

Tribute(s) for Frances L. Williams

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

Tribute(s) for Hilda Wulach

Mrs. Fanny Alerhand

Mr. Greg Linsin and Ms. Julie A. Blum

Mr. and Mrs. Wilfred N. Cooper, Sr.

Mr. and Mrs. Rich Donato

Mr. and Mrs. Murray Elias

Dr. and Mrs. Frederick R. Gross

Ms. Joyce M. Heitner

Dr. Elizabeth P. Henske

Mr. and Mrs. James S. Herscot

Mr. and Mrs. Ralph L. Heumann

Mr. and Mrs. Ken Johnson

Mr. and Mrs. David A. Krinsky

Mr. and Mrs. David W. Parkes

Premselaar Foundation

Mrs. Laura Rader

Mr. and Mrs. Gary Rafaloff

Mr. and Mrs. Robert Ryba

Mr. Henry P. Shapiro and Ms. 

Christy Hobart

Mrs. Anita Shatkin

Tribute(s) for Christopher 

Zarbetski

Mr. and Mrs. Joseph A. Kohanski

Tribute(s) for Erwin C. Zipkis

Mrs. Janet Finkelstein

Mr. and Mrs. David Fried

Mr. and Mrs. Frank Friedman

Mr. and Mrs. Arthur Greene

Ms. Bobbie Horowitz

Mr. and Mr. and Mrs. Carl Hyman

Mrs. Estelle Kluger

Mr. and Mrs. Norman Libman

Mr. and Mrs. M. Lister

Mr. Martin Locke

Mrs. Cindy Roberts

Mr. and Mrs. Martin J. Rose

Ms. Dorothy Rosen-Amira

Schwartzberg Foundation, Inc

Ms. Susan Sisselman

Mr. Michael Solomon

Mr. and Mrs. Jerry Stack

The Clifton Group

Mr. and Mrs. Marvin Zandberg

Memorials (April 2009 – July 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.
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Leo the Lop
By Stephen Cosgrove, Robin James 

(Illustrator)

Synopsis: Leo the rabbit whose 

ears are different from all the other 

rabbits learns that “normal is 

whatever you are.” 

Epilepsy: The Ultimate 
Teen Guide
By Kathlyn Gay, Sean McGarrahan

Synopsis: Teens can lead 

normal, active lives despite 

having epilepsy, and this book 

shows them how other teens are 

doing so. Through their stories 

they offer advice on whether and how to tell friends, 

dates, teachers, or an employer about the condition. 

Important teen issues, such as driving, dating, sports, 

and college are addressed. How the Americans with 

Disabilities Act (ADA) applies to people with epilepsy is 

also reviewed. 

100 Questions and 
Answers About Your 
Child’s Epilepsy 
By Ancradha Singh

Synopsis: 100 Questions and 

Answers About Your Child’s 

Epilepsy is an invaluable resource 

for parents who are dealing with 

the difficulties of handling their 

child’s diagnosis. The text answers 100 of the most 

common questions posed by parents – and children

 and adolescents themselves – about their child’s 

epilepsy. 

How to Write a 
Successful IEP
By Dena Hook (Incentive 

Publications)

Synopsis: This clear, concise 

guide is designed to walk a teacher 

or parent through the IEP process 

in easy-to-follow steps. Each IEP 

component is carefully explained, and questions are 

provided to help in writing and evaluating components. 

A reproducible compliance chart with examples of 

poorly-written and well-written components will help 

guide evaluation. The planner also includes convenient 

checklists for use as the IEP is created in team 

meetings.

The Fearless Caregiver
By Gary E. Barg (Editor)

Synopsis: From the experts at 

Today’s Caregiver Magazine – a 

step-by-step guide to becoming the 

ultimate caregiver – fearless and 

factual – for your loved one 

Taking Seizure Disorders 
to School
By Kim Gosselin, Moss Freedman 

(Illustrator)

Synopsis: A story about dealing 

with seizures during school 

designed for children.

L
B

E
T

1
A

T



Other Event 
Success Stories
Adelphi University’s Office of Student 

Financial Services partnered with the 

school’s Kappa Sigma Fraternity on 

April 2 for their 6th annual fundraising 

event to benefit the TS Alliance. The 

event, which raised $4,000, is held 

to honor Marie Radigan’s 7-year-old 

granddaughter, Brianna, who has TSC. 

This year, the event included a raffle 

and a hugely successful bake sale. 

Thanks to everyone for their hard work!

On May 7, the TS Alliance 35th 
Anniversary Gala was held at Pier 

60 at Chelsea Piers in New York City, 

raising more than $225,000. To mark 

this important milestone, Julianne More 

joined us as honorary chair along with 

honorary committee members Rachael 

Ray, Curtis Silwa, Vince Gill and Amy 

Grant. For their unwavering commitment 

to the TS Alliance’s mission, the TS 

Alliance honored Will Cooper for his 

devotion to increasing TSC research 

funds by founding and continuing to 

guide the TS Alliance government 

relations program; Peter Crino, Ph.D, 
M.D. for his dedication to providing 

care for adults with TSC and performing 

vital TSC research; Tommy and Peggy 
Lindsey for their relentless pursuit of 

building awareness of TSC and the TS 

Alliance as well as their extraordinary 

fundraising efforts; Cartier for its 

corporate stewardship and support of 

the TS Alliance through the company’s 

world-wide LOVEDAY campaign; and 

Wentworth Charities for its heartfelt 

partnership in raising funds and visibility 

for the TS Alliance and TSC community. 

Thanks are also extended to Jeremy and 

Robin Krantz, event chairs, as well as the 

planning committee and Dr. Elizabeth 

Henske for her presentation.

Despite multiple feet blisters and worn 

out legs from our annual March on 

Capitol Hill, everyone headed to the 

National Press Club on February 25 

to attend the 8th Annual DC Food 
& Wine Tasting event, which was 

again hugely successful and raised 

$100,000 for TS Alliance research. Dr. 

Elizabeth Henske, one of the nation’s 

premier TSC researchers, gave the 

crowd an update on the exciting state 

of TSC research across the nation, 

while long-time supporter and advocate 

Chris Hawkey emcee’d the evening 

and oversaw the live auction. The 

TS Alliance would like to extend its 

gratitude to event co-chairs Julie Blum 

and John Poutasse, the event planning 

committee and all the volunteers who 

made the evening possible!

On May 17, 17-year-o ld Robbie 

coordinated a family BBQ at YMCA 

MetroWest Center in Hopkinton, MA for 

his mitzvah project 

(commandment 

or good deed for 

his Bar Mitzvah) 

where 100-plus 

people came out to enjoy a fund day 

with a variety of games, relays and 

food that raised $3,500. Special thanks 

to Whole Foods, Hannaford, Shaw’s, 

and Stop and Shop for donating food 

and beverages and to Tom-E–Tees who 

designed the t-shirts for everyone to 

wear. Thank you for all you continue 

to do for the TS Alliance Robbie!

July 25 was another “amazing” day 

for the 2nd Annual Geneva Lakes 
Amazing Race, held in Lake Geneva, 

WI. Par ticipants join together to 

take part in an action packed, one-

day fundraising with the mission 

to help raise $17,000 for two great 

organizations, the TS Alliance and 

Inspiration Ministries. Congratulations 

to Dane Clark and Jeff Ridolfi of the 

Pacemakers team for winning the 

event and to the 

top fund-raisers 

E r i n  an d  To d d 

Huemann of Team 

H2OGo. Thank you 

to sponsors Keefe 

Real Estate, Melka 

Roofing, GNC, Gordy’s, Korean Martial 

Arts Center, Impressions Counting 

Systems and  Ideal Impressions and 

a very special thank you to the event 

chairs Rob Keefe, Tim Schnake and 

Rebecca Melka for making another 

“amazing” day for everyone!

Special Events

Other Event Other Event

Special Events

TS Alliance Board 
Members and 
Community Alliance 
Chairs pose after DC 
Food and Wine Tasting 
in Washington, DC.

CONTINUED FROM PAGE 4
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On June 10, Bill Brown hosted his 

annual Tournament for TSC Champions 

golf event at Fleming Island Golf Course 

in Orange Park, FL. Special thanks to 

Bill Brown, James Batkoski, Kohl’s and 

the entire event committee for helping 

raise over $2,000 for TSC.

On July 18, the TS Alliance of 
Western Pennsylvania hosted the 

Tournament for a Cure at Black Hawk 

Golf Course. More than 56 golfers 

participated and 70 people joined the 

celebration for dinner afterward. The 

fun-filled event raised $3,300-plus to 

benefit the TS Alliance. Many thanks 

to all the participants, sponsors and 

volunteers for a great day! 

On July 19, the 3rd Annual Blazin’® 
Buffalo Golf Tournament took place 

at Oak Marsh golf course in Oakdale, 

MN where more than $10,300 was 

raised! Special thanks to sponsors 

Miller Lite and Coors Lite and hats off 

to Todd Kronebusch, Michael O‘Connor 

and Nikki Butler from Buffalo Wild 

Wings for continuing to make this 

event a success.

On July 27, the 4th Annual Larry 
“Rip” Torrey Memor ia l  Golf 
Tournament was held at Livingston 

Country Club in Geneseo, NY, where 

$1,800 was raised in memory of Rachel 

Pasquale (Larry Rip’s granddaughter) 

to help fight TSC. Congratulations 

to the winning team of Tom Conine, 

Chris Conine, Matt Holmes and Gordy 

Gunther and a very special thanks to 

all of our sponsors and auction donors.

On August 15, the 5th Annual 
Kylie’s Hope – Tournament for 
TSC Champions was held at Como 

Park golf course in St. Paul, MN and 

dinner at Joe Sensors in Roseville, 

MN. The event was a success with 

more than 150 golfers who helped 

raise over $23,000!  Special thanks 

to the following sponsors: Ueland 

Family, Jacobs Trading Company, 

Lord Fletchers, ESCO, NBSP, Kids 

Abilities, Abra Joe Sensors, Cottage 

Grove Police Department, Gibbons 

Family, Brian Walters and Eric Applen. 

Special thanks to event chairs Neil, 

Maria and Kelly Gibbons and their 

committee of volunteers for making 

this day possible! 

Rocky Mountain 
Regional TSC 
Conference 
Presented by UCB Pharma

On Saturday, April 18, 2009 the TS 

Alliance of the Rocky Mountain held 

a Regional TSC Conference in Denver, 

Colorado at the Anschutz Medical 

Campus, which was presented by UCB 

Pharma. This one-day conference was 

led by Committee Chairs Cindy Fowler, 

Dana Holinka, Dina Johnson, and Dee 

Daniels. Because of their efforts and 

their committee of volunteers, the 

conference attracted more than 85 

attendees from seven states, 15 medi-

cal professionals and expert speakers, 

and 17 hours of one-on-one sessions. 

The conference provided both 

practical knowledge and information 

associated with the many aspects of 

living with TSC, in addition to providing 

an opportunity to meet with others 

involved in the TSC community who 

are concerned about the challenges 

and experiences associated with liv-

ing with TSC and offered a wonderful 

opportunity to make new friends, share 

experiences and provide hope which 

brought them all together on this very 

informative day.                           

The leadership committee in con-

junction with the TS Alliance had 

selected a diverse group of experts in 

TSC who covered topics of interest to 

both children and adults with TSC, as 

well as their caregivers. 

Sess ions inc luded research 

updates, pediatric and adult neurol-

ogy issues, adult and pediatric kidney 

issues and treatment options, skin 

lesions, genetics of TSC, reproductive 

concerns, behavior issues, an adult 

roundtable and a physician Q&A.

Special Events

Kylie & Ava 
Gibbons
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dinner at Joe Sensors in Roseville

On August 15, the 5th Annual
Kylie’s Hope – Tournament for
TSC Champions was held at Como 

Park golf course in St. Paul, MN and

Tournament for

Champi nsTSC
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Edina Kiss Jewelry Supports TS Alliance

E
very year, the TS Alliance hon-

ors four individuals for their 

outstanding commitment and 

dedication to the organization and 

one Community Alliance for its out-

standing commitment to community 

service, increasing awareness of TSC 

in their local area and their dedication 

to furthering the mission of the TS 

Alliance.  Recipients are recognized 

during the week of March on Capitol 

Hill at the Board of Directors and 

Annual Leadership Meeting.  

The 2008 Volunteers of the Year 

are Jennifer Waldron, Dana Holinka, 

Sue and Burt Goodrich, and Jim Hable, 

while the 2008 Community Alliance 

of the Year was the TS Alliance of the 

Upper Midwest (Co-Chairs are Jim 

Hable and Missy Anderson)

Nominations for 2009 are now 

being accepted.  Please go to www.

tsalliance.org to download the forms 

to nominate a volunteer or Community 

Alliance today! For more information 

please contact Jenny Smiley at jsmiley@

tsallaince.org.

Volunteers & Community 
Alliance of the Year

(Left to right): 
Kari Carlson, 

Jennifer Waldron, 

Dana Holinka, Burt 

and Sue Goodrich, 

Jim Hable and 

Jenny Smiley.

J
ewelry designer 

Edina Kiss recently 

i n t r o du c e d  t h e 

Cure Collection, cre-

ated exclusively for the 

Tuberous Sclerosis All iance (TS 

Alliance). Twenty percent of all pro-

ceeds from the Cure Collection are 

donated to the TS Alliance to support 

its quest to find a cure 

for tuberous sclerosis 

complex (TSC).  

The primary design for 

the collection 

is a heart, which is a sym-

bol for love, charity, joy 

and compassion.  Each 

individually numbered 

piece is hand crafted with care. The 

necklaces are carefully strung together 

using chain and various gemstones 

and diamonds. 

To find out more, visit 
www.edinakiss.com.



801 Roeder Road, Suite 750

Silver Spring, MD 20910

In search of the cure that could lead to more cures.

Tuberous sclerosis complex (TSC) 

is a genetic disease that causes tumors 

to grow in many different vital 

organs, like the brain, eyes, heart, 

kidneys, lungs and skin.

Every minute and every dollar 

spent finding cures and treatments for 

TSC could bring about quantum leaps 

forward in cures and treatments for 

autism, epilepsy and cancer.

tsalliance.org

To learn more, visit www.tsalliance.org


