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Turner As many of you may knqw, my daughter with Turner syndrome is
Syn drome now 21 years old — yes time flies! Being a part of TSSU'S has helped my
Soci ety family in ways too numerous to count, but today I’'m thinking about how
o of the United States my involvement with the Turner Syndrome Society has helped us pro-
actively plan for Brooke’s routine health needs. | quickly realized that the
The Turner Syndrome Society of the people I'd met at our local Houston events helped me understand

United States advances knowledge, TS in ways I'd never imagined before.
facilitates research, and provides support

for all touched by Turner syndrome. Personally, | was lucky enough to have been

involved in a local TS group prior to seeing and
meeting hundreds of people at my first TSSUS
National Conference, yet the experience was still
Contents thrilling and overwhelming.
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At this year’s conference, | heard from a
disturbing number of people that their parent,
spouse, or even doctor ignored or minimized
the health implications of TS. | remember when

10-11 TSSUS News and Updates Brooke was diagnosed, | desperately attempted
12-13 Butterfly Society to justify everything she had by pointing out which family member
14-15 Donors was short, who had a high roof mouth, a broad chest, and so on.
Finally, although not easily, | accepted her diagnosis and focused on

Designed by n8 Marketing what | needed to do to help her the best | could. | was somewhat in
TSS Connect Editor denial of her having Turner syndrome because | didn’t understand it fully.
Becky Brown, National Director of | was fearful of what it meant for her health. | didn’t know how to explain
Development & Communications her condition to others, and | didn’t know if somehow our family tree or
becky@turnersyndrome.org environmental factors caused her to have TS.
TSSUS Staff: Knowledge is truly power and | encourage everyone with TS to take the
Cindy Scurlock, MA, President time to understand the condition by reading the patient-friendly version
Deborah Rios, Member Services Director of the Clinical Practice Guidelines for the Care of Girls and Women with
Becky Brown, National Director of Turner Syndrome, found on our website (tssus.org) under “Living with

Development & Communications TS” and “Guidelines and Checklists.” If you're a parent, you owe it to
Shawn Wier, National Events & your child to do the same.

Resource Manager
TSS Connect ¢ Fall 2019 If you’re a person with TS, you owe it to yourself to be your own
Tuner Syndrome Society expert advocate. It’s important to understand all the implications
of the United States of TS so you will recognize an issue if one arises.
11250 West Road, Suite G
Houston, TX 77065 I've heard from more than a handful of people saying their doctors
832.912.6006 800.365.9944 argued with them about having TS; saying it couldn’t be possible, they
www. turnersyndrome.org didn’t look or act like they had TS. | question what that even means. It's
The Turner Syndrome Society of the sad that those with TS are at a great disadvantage because they may
United States is a national 501(c)(3) nonprofit not look or act differently enough that people recognize or respect their

organization dedicated to providing support
and health-related information to those with

needs enough to understand them.
Turner syndrome, their families, and the The rare genetic difference in people with TS is real. The differences

medical community. TSSUS is the leading

authority on the condition, among people with TS are real. Some will never live independently, some

are medical doctors, and most exist between the two extremes. The

EIN 41-1596910 support the Turner Syndrome Society of the United States provides is
Umted_ Way #021953 . real because we understand everyone is unique and everyone support-
Combined Federal Campaign #11561 ing someone with TS has unique needs as well.

Sincerely

ij XCMRQO%

lock, President
The Turner Syndrome Society of the United States
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The TSSUS Healthy Heart Project

The TSSUS Healthy Heart Proj-

ect (HHP) has been serving the TS

community for the last 16 years. In
Nashville this year the team

During the 10 sessions over the past 16 years, the
project has averaged approximately 112 echos per ses-
sion. This year in Nashville, with the support of a gener-
ous donation from the TSSUS Minnesota

gathered once again and Chapter, we had a significant achievement [T TN
performed more than 130 as we broke the 1,000 mark and finished Project
echocardiograms. The with a total of 1,115 echocardiograms. vear | Total Eclice
goal of the HHP is to obtain @ There were 132 echos done during the 2 1 |2003 138
focused ultrasound images of days of the Conference. How impressive 2 2004 |115
the heart (echocardiograms or “echo”) in girls and wom- are the Turner participants? There are 3 3 |2005: | 115
en with Turner syndrome. The TSSUS HHP is a service participants that have never missed one 4 12007 |87
to the TS community and also works to understand the session, that is, they have participated 10 Z 28?? ;;3
multiple cardiovascular problems that can happen in times over the 16 years! Approximately 7 |2013 121
Turner syndrome. 70 participants have participated 5 times 8 [2015 [102
] over the past 10 years. Both are impres- 9 [2017 |107
At the 2019 TSSUS National Turner Syndrome Con- sive numbers! 10 | 2019 |132
ference, we again found undiscovered problems among Total 1115
the participants and we have already connected them In order to keep the TSSUS Healthy
with their caregivers at home. During each session Heart Project moving forward, the plan is to ask the
highly motivated participants from the TS community 578 participants in the Project to allow us to place all
complete a medical survey, get measurements of height, of this information into the Turner Syndrome Research
weight and blood pressure, and undergo a focused Registry (the TSRR). If you are a participant, you will hear
echo. The images collected from participants are made from one of us soon.
anonymous and later analyzed. The TSSUS HHP is the o .
world’s largest database of echo measurements of the Emilio Quezada, M.D. Turner Syndrome Society

Healthy Heart Project Co-Director e Asst. Professor
Pediatrics | Division of Pediatric Cardiology

UC San Francisco | Benioff Children’s Hospital
E-mail: emilio.quezada@ucsf.edu

aorta in girls and women with Turner syndrome. The
data collected over the years has led to multiple medical
publications that have continued to advance the knowl-
edge of cardiovascular disease in this amazing group of
girls and women. Numerous important scientific studies
have already been published. These studies have been
the basis for some of the most important recently pub-
lished guidelines for cardiac care.

This project has been possible thanks to the hard
work of devoted volunteers that travel from all over the
United States. This year the front desk team was led by
Dorothy Baume and included Barbara Flink, Linda Kalb,
Paul Kenward, Brenda Gruwell, Carolyn Gruel, Caitlin
Sullivan, and Anne Nabor. Brittani Ehrhorn, the chair-
elect of the TSSUS Board of Directors, led the vital signs
team that included Adria Bibbs, Laurie Gibbs, Tamara
Brown Dreher, Michaelena Teachmond, and Dr. Evan
Los. We are extremely grateful to the Vanderbilt Chil-
dren’s Hospital and to the “muscle” of the project, the
extremely hard working echo sonographers that travel
to the meeting and do hundreds of echos in 2 days, a
demanding task. These included Corie Havens and
Jennifer Sublett from Vanderbilt; Courtney Cassidy from
Denver Children’s Hospital, Rita Franz from Children’s
Mercy in Kansas City, and Stephanie Schmidt from the
U. of Minnesota Masonic Children’s Hospital.
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2019 15 Conference

The 32nd Annual TSSUS National Turner Syndrome
Conference in Murfreesboro, Tennessee was a huge

success! Nearly 750 people attended from 44 states
and several countries including Australia, Canada,
Columbia, England, and Japan!

This year’s theme was Find Your Voice, and the
speakers, entertainment, and exhibitors provided
attendees with information, resources, and
encouragement to help them do just that.

The weekend kicked off Thursday with optional
tours in the afternoon to the Grand Ole Opry, and
sight-seeing of celebrity homes. That evening, there
were optional activities including cupcake decorating
with MadiCakes and Butterflies with Brushes Paint
Night with Ashley for early arrivals.

Friday, the first official day of conference, kicked off with
a concert by Nashville recording artist and reality TV
star, Lawson Bates, from UPtv’s hit show “Bringing Up
Bates.” Lawson thrilled conference attendees with an
impromptu meet and greet after

the show where he signed .
autographs, posed for selfies,
and visited with fans.

Friday afternoon was filled
with a variety of educational
sessions for all ages. The 50+
group had speakers on Social
Security, selecting the right hearing aids, and
exercise tips for women with osteoporosis. TSSUS
President Cindy Scurlock conducted an orientation
session for young adults ages 18-25 to help them get
the weekend started and offered tips for getting the
most out of the conference.

novo nordisk’

Dean Mooney, PhD., a clinical and school psychologist
and a favorite conference speaker, spent the afternoon
providing fathers the opportunity to openly discuss their
challenges, successes, strategies, and fears about
raising a child with Turner syndrome in a safe and
supportive environment.

After Friday’s educational sessions, Becky Brown,
National Director of Development and Communications
for TSSUS, held a special V.I.P. donor reception for
supporters of the monthly giving club, the TSSUS
Butterfly Society. Gracious donors participating at the
$30 per month level and above were recognized with

a special appreciation gift.

4 Cﬁﬁ%ﬁé

Friday ended with an energetic and inspirational concert
by YouTube sensation Cimorelli, a band of six sisters,
one of whom is a young woman with TS. Line dancing
lessons and Open Mic night allowed attendees to
showcase their own talents.

Saturday morning’s keynote speaker, Jessica Janniere,
challenged everyone to “Look Up and Beyond” negative
life experiences and to use their voices. Drawing from
traumatic experiences in her own life, Jessica encour-
aged everyone not to allow their situation to control them.
She engaged the entire audience in an uplifting chant of
"My voice ... My power!” Everyone in the room recog-
nized their voice matters, and were inspired to use it — not
only during the conference but forever. Jessica’s inspiring
talk really reinforced the Find Your Voice theme of this
year’s event.

The TSSUS staff and Board of Directors followed the
keynote with the official Annual Meeting of the TSSUS
membership. Board chairwoman, Emily Havrilak, opened
the meeting with a “mission minute” and shared her
personal story and how TSSUS inspired her. Treasurer,
Sarah Sullivan, reported on the financial health of the
organization, and Kathleen Maley
introduced candidates for the
parent-at-large position on the
board. TSSUS President/CEO,
Cindy Scurlock, gave a moving
presentation about the Society’s
accomplishments over the last year,
talked about the importance of the
Turner Syndrome Research Registry
and it's current and future potential,
shared our current strategies and
upcoming strategic planning, and
encouraged the TSSUS community
to let their voice be heard. Brittani
Ehrhorn talked about how one
program, the TSSUS Healthy Heart Project, impacted
her life by identifying a serious cardiac issue.

Last but not least, Becky Brown talked about the
importance of diversifying funding due to the

declining support from growth hormone companies,
and the dramatic positive impact the TSSUS Butterfly
Society Monthly Giving Program is having on TSSUS
programs, resources and services. She called upon
current Butterfly Society members to increase their
monthly support amount as the program enters its third
year, and invited others to compassionately consider
joining as donors. TSSUS continues to advance knowl-



edge, offers personal support, educational programs,
and facilitates research for those touched by TS. So
many of you answered the call, and we thank you.

The rest of the morning and afternoon offered
eighteen educational sessions by expert speakers on
wide-ranging topics, along with private consultations.

Saturday night kicked off with the TS Choice Awards and
Talent Show after the dinner banquet. TSSUS recognized
individuals who have gone above and beyond in service
to the TS community and the Turner Syndrome Society.
TS Choice Award recipients are listed on pages 12-13.

Sunday included popular sessions on tissue donation for
research and a parenting panel of mothers, plus 8 other
sessions. After the closing remarks, people packed the
hotel lobby to attend two optional tours to Nashville. The
conference experience was powerful, and year after year
parents, and people with Turner syndrome of all ages tell
us, “this has been a life-changing experience.”

TSSUS offers conference payment plans to TSSUS
members. If you’d like to submit an application for
consideration, please contact Deborah Rios at
deborah@turnersyndrome.org or 800.365.9944.

TSSUS provides conference scholarships.

The application period opens on October 1, 2019

and closes on February 1, 2020. You must be a member
of TSSUS to apply for all TSSUS scholarships.

Professional audio recordings and audio recordings
synced with slides are available for anyone to purchase
for a limited time. We are proud to extend the knowl-
edge of expert speakers to the entire TS community. -
To order, please visit https://store.resoundingvoice.com/
collections/2019-tssus-national-turner-syndrome-confer-
ence.
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2019 TS Choice Awards

Outstanding TSSUS Volunteers
— these volunteers were honored for their dedication
and service to the TS community during the last year.

Stephanie Thompson — Stephanie is a long-time
TSSUS volunteer. She donates her time to the
TSSUS conference, TS Days, and local events.
She is an ardent TSSUS supporter, a constant
social media presence, an advocate and mentor

¥
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Lynda Taylor Stephanie Thompson

who answers questions, offers support, and grieves
with expectant parents through loss. Stephanie is a
mom on a mission, spreading awareness wherever

she goes!

Lynda Taylor — Lynda is full of energy and excitement,
and she serves her local community with love as the
TSSUS Resource Group leader in Delaware. She en-
thusiastically coordinated a local Chasing Butterflies
walk that was a top fundraiser for TSSUS, she volun-
teers each year at the conference, and she consistently
helps Deborah from the national office.

Outstanding
Individual Fundraisers

Top Peer-to-Peer Fundraisers:
these individuals raised signif-
icant funds from their families
and friends to support their
Chasing Butterflies Walk team.

Rio Barrere-Cain- Rio
single-handedly raised $3,000
from her circle of support for
the Los Angeles Chasing

Butterflies walk. Rio is a recent graduate of UCLA

and is currently working in a biology lab and applying
to combined MD-PhD programs to continue biology
research. In her career, she hopes to combine her
curiosity for biology with a holistic understanding

of what research will most give patients a sense of
agency and improve quality of life. Rio continues to
reflect on how Turner syndrome has contributed to her
identity and interest in biology. Rio’s walk participation
was supported with donations from family, friends

and colleagues.

Denise Fisher — Denise
was instrumental in
coordinating the Chasing
Butterflies walk in
Dillsburg, Pennsylvania
last year, which was the
top grossing fundraising
walk for TSSUS. Denise
worked diligently to pro-
cure sponsors and in-kind
sponsors that provided
everything from characters
in costumes to bounce
houses and firetrucks on
walk day. She received -
sponsorship donations from several local businesses —
from her hair salon to her home builder!

Kara Navarro - Kara

worked with her employer,
Argon, to provide more than
200 Adidas backpacks and
supplies to those who
attended the Los Angeles and
Alameda, California walks.
She volunteered her time and
talents, along with her sister’s
catering, to make the Los
Angeles walk one of the most
successful this year!



Natalya Winters -
Natalya coordinated

a walk in Birmingham,
Alabama this year with
more than 150 registered
walkers — that’s almost
a record breaker! She
created an enormous
amount of awareness
in her community by
employing grass roots
efforts like passing out
flyers in the local park
and appearing as a
guest on local TV
news programs.

Outstanding Independent Fundraiser

Circles of Hope Foundation — 2018 marked the
10th anniversary of :

the Circles of Hope
Foundation Annual
Golf Tournament
benefitting the
Turner Syndrome
Society of the
United States.

In this landmark
year, the Stavinoha
Family’s donations
exceeded a
lifetime giving total
of $200,000! Parents Chrissy and Troy Stavinoha and
grandmother Debra Alexander Algeo work tirelessly
each year to make this golf tournament the success
it is, and have had such a positive impact on so
many with Turner syndrome. We are honored and
grateful, Circles of Hope Foundation!

rrereets”

Outstanding
Professional

Dean Mooney, PhD,
LCP — Dr. Mooney
was honored for

his outstanding
professional
dedication and service
to the TSSUS and the
TS community. He has
spent much of his life
supporting girls and
women with Turner
syndrome through his
knowledge of Non-Verbal Learning Disorder. He has
helped countless girls and women with TS through
his sessions and private consultations at TSSUS
conferences, and has spoken at TSSUS events for
more than a decade. His compassion knows no
bounds, and he works late into the night every night
at conference trying to help as many people as he can.
In fact, we had to interrupt a private consultation to
present this award to him! Dr. Mooney is a valued
member of the TSSUS Professional Advisory Board
(PAB), and is the founder of the Maple Leaf Clinic

in Vermont.

Outstanding Butterfly Award
(Voted on by the TS Community)

Tammy Kozak - Tammy
has been a member of
TSSUS for decades. She
founded and emceed
the TSSUS Conference
Talent Show until her
health prevented her
from traveling. She also
founded the TSSUS
Choir which performed
at the conference for
years. She volunteered
as a chapter leader in
New York and governed
the society as a former
board member. Tammy’s
strength and positive
attitude throughout her
life is inspirational. She’s a true friend and mentor to
many butterflies, and we are proud to recognize her for
a lifetime of service.

Fall 2019 - tssus. org
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TSSUS News

It’s been a busy and fantastic 2019 at the Turner Syndrome
Society of the United States! We had a great conference

in Nashville,TN at the end of June, several TS Days events

across the country, and lots and lots of Chasing Butterflies

Walks and TSSUS local events in communities from coast

to coast, with several happening in the coming months.

TSSUS Chasing Butterflies Walks

Each year, the Chasing Butterflies walk program is
expanding. Local volunteers come together to host a
fundraising and awareness walk in their communities.
As a national signature event, Chasing Butterflies walks
raise funds for the local community and the national
initiatives of TSSUS.

2019 Walk Events

QP Fresno, CA, March 9, 2019
Walk Coordinator - Rosemary Morris

9P Los Angeles, CA May 18, 2019
Walk Coordinator - Rosemary Morris

Q2P Birmingham, AL, May 23, 2019
Walk Coordinator - Natalya Winters

9P Lynchburg, VA, May 25, 2019
Walk Coordinator - Iris Nicole Campbell

QP Vancouver, WA, June 8, 2019
Walk Coordinator - Glenna Gibson

QP Alameda, CA, June 22, 2019
Walk Coordinator - Haley Rodden

P Cassopolis, Ml, July 13, 2019
Walk Coordinator - Brandy Shelby

QP Grand Rapids, MI, August 17, 2019

e.(umer Syndrome 50(7@
B\ s

TS Days

TS Days are having an important impact ;(%):
in the TS communities we visit. Now in L e
it's second year, TS Days bring people

together to learn vital information about
their health care, and provide people with

Turner syndrome of all ages the opportunity to
come together to socialize and support one another.

uuuuuuuuuuuuuuuuuuuuuuuuuuuuu

TS Days 2019

&P August 24, 2019 - Seattle, WA

&P September 21, 2019 - Chicago, IL

&P October 19, 2019 - Phoenix, AZ

9P November 16, 2019 - Ft. Lauderdale, FL

Providing Important Resources

TSSUS believes that everyone in the TS community should
have access to resources and tools to help you become
your best healthcare advocate.
This year, we released the Cardiac
Emergency Alert Card (CEAC) and

Clinical Practice

Guidelines for
the Care of Girls
and Women with
Turner Syndrome

Walk Coordinator - Katie Visner

QP Dilisburg, PA, August 24, 2019
Walk Coordinators - Denise Fisher and Audrie Noll

92 Plymouth, MN, September 7, 2019
Walk Coordinators- Colleen Daman and
Billi Jo Sielaff

Upcoming Walks

QP McKinney, TX, October 5, 2019 o o
Walk Coordinator - Kimberly Prince i ———

QP Wooster, OH, October 12, 2019
Walk Coordinator - Branon Workman

QP Sugar Land, TX, December 7, 2019
Walk Coordinators: Becky Brown,
Charity Cox, and Deborah Rios

offer it without cost to those with
TS and/or their parents/guardians.

We continue to offer the patient
and family friendly summary
version of The Clinical Practice
Guidelines for the Care of Girls
and Women with Turner
Syndrome through our online store
at no cost. This
vitally important
resource helps guide you through all
recommended testing and screenings
over the course of a lifetime.

EMERGENCY
ALERT CARD

I have Turner syndrome and
| am at risk for Dilation of the Aorta.

Both resources can be ordered through
the “Our Store” button at tssus.org.

o
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and Updates

TSSUS Membership Skyrockets!

Thank you to all who have become members of TSSUS
through our 2019 Member Initiative. This program has
increased TSSUS membership by almost 45%! Thank you
for supporting our work with your membership. Exclusive
member t-shirts are still available in most sizes for $5 each.
From now until the end of the year, TSSUS members may
order up to five (5) per membership at $5. Please order
yours today.

TSSUS
Facebook

# Fundraiser

f"f!‘ T ;
Mo

LN /

Donate your birthday on Facebook!

Did you know you can easily create a fundraiser on
Facebook for you birthday, wedding, anniversary or any
other special occasion? It’s easy! You simply click the
“create fundraiser” button, select the Turner Syndrome
Society of the United States as your charity, and ask your
friends and family to make a donation in your honor.

The top Facebook fundraiser each month will be
awarded a TSSUS swag bag filled with TSSUS branded
merchandise. Contact Becky Brown, National Director

of Development & Communications if you have questions
about how to set this up! becky@turnersyndrome.org.

TSSUS Offers Compassionate,
Knowledgeable Support Around the Clock

At TSSUS, we are always just one phone call or

one click away. We understand that navigating a

new TS diagnosis or working through some of the
challenges that come with TS can be daunting.
Sometimes, you just need someone to talk to, or you
have a complicated question you need help with. If we
don’t have the answer, we’ll reach out to our network
of experts for assistance. You can find us on our
Facebook Page (https://www.facebook.com/turner-
syndromesociety/) and our Facebook Group (https://
www.facebook.com/groups/TSSUSGroup/?source
id=30264154034) around the clock, and by phone
during standard office hours at 800.365.9944.

Let’s Get Social!

0 Facebook Page:
“Turner Syndrome Society of the United States”

0 Facebook Group: “Turner Syndrome Society of the
United States Group”

@ Instagram: @turnersyndromesocietyus

United States

Join the TSSUS
Birthday Society” here:
turnersyndrome.org/
birthday-society

Fall 2019 - tssus.org 11
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Butterfly Society

The Butterfly Society is an exclusive monthly giving IT'S A COMMUNITY. Becoming a Butterfly
program for supporters of Turner syndrome research, Society member allows you to join a dedicated
education, awareness and support programs. group of supporters who understand the importance

of making a sustaining commitment to advance
treatment, research and support of those with
Turner syndrome.

IT'S SUSTAINED SUPPORT. Monthly gifts enable

us to invest in specific areas of our work, expand our
programs and innovate because we know we have the
ongoing support of the Butterfly Society Community.

IT'S EXCITING. You'll become an integral part of
something bigger than yourself.

Are you ready to be a part
of something bigger than yourself?

The TSSUS Butterfly Society is an exclusive group
of supporters who believe that every woman, girl and
family touched by Turner syndrome should have
access to cutting-edge, up-to-date information,
resources and clinical care guidelines, as well as

the opportunity to connect with others in their area
through organized social and educational gatherings.

Why Give Monthly?

IT'S AFFORDABLE. By giving monthly, you invest
what makes sense for you, while making an incredible
impact over the course of your membership in the
Butterfly Society.




Butterfly Society Members Receive:
¢ An exclusive welcome gift
¢ A surprise end-of-the-year souvenir

¢ Your name listed as a Butterfly Society Member
on the TSSUS webpage, in the TSS Connect
Newsletter, e-newsletters, and at the TSSUS
National Conference.

¢ Tickets to the exclusive Butterfly Society
receptions at the TSSUS Annual Conferences

¢ Complimentary TSSUS Membership for one year
(at the $10/month level and above)

Monthly Gift Levels: $10 « $20 - $30 + $50 « $100

Are You Currently a Monthly Supporter?

Thank you for recognizing the significant impact the TSSUS Butterfly Society and
your generous monthly gifts have on the work we are able to do in support of our L 4
mission. As the Butterfly Society enters its 3rd year, we are respectfully requesting
that each of you consider increasing your monthly contribution by an amount that
fits your budget.

If 200 Butterfly Society supporters increased their monthly
donation by just $5, that would represent an annual
increase of $12,000 for TSSUS programs and services.

Becky Brown, National Director
of Development & Communications

Turner Syndrome Society of the United States

11250 West Road, Suite G ?
Houston, TX 77065
Office: 800.365.9944 Mobile: 832.465.9388 M /5// %

becky@turnersyndrome.org
turnsersyndrome.org

SOCIETY
of TSSUS
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Many Thanks to Our Donors & Members

At the Turner Syndrome Society of the United States,

our members and donors are our lifeblood. Without the
support of those of you whose names are represented here,
we would not be able to provide vital resources, exciting,
supportive educational events, and contribute leading
support and directives for Turner syndrome research.

Every dollar, every membership, and every donation counts.
Whether you are a TSSUS Butterfly Society monthly donor, a
Chasing Butterflies Walk participant, a TSSUS member, or one
who donates during the Annual Campaign, your donation impacts
those living with Turner syndrome and their families each and
every day. Thank you for your support and generosity of spirit.

Individual Donors  Tracy & John Cain - Deborah Fisher Jeanine Krzmarzick Cody Pobuda William D. Stout
(Mar 21-Sep 23, 2019) Westphal Fran Fisher Hollie & Ivy Kucine Michael Pocino Achilles Stravoravdis
Roxanna Askam Isabell & Louie Cano David Fogarty Patrick Leary James Ptak Sarah & Daniel Sullivan
Trionne Barnett Nona & Papa Cardosi  Lorri Garrett Robert Lizza Jayson Quon Brent Svor
Miriam Barrere Marilyn Carlsen Tamara Geier Thomas Lokar David Redding Virginia Sybert
Dorothy Baume Brenda Carlson Richard Gentleman Karen Lundholm Mechelle Reynolds Tyler Talman
Erica Bautista Amy Cassady Mary Ellen Giovanine  Kelly Magin Cindy Roesel Ashley Thomsak
Brandi Baybak Elaine, Andrew, Alex Kenneth Graves Merry Martin E.S. Rose Mary Tlllery
Liz Baybak & Dylan Chanova Anderson T. Graves, Il Josefina Martinez Diane Saito Ray Timmons
Kaylie Bekkerus Daniel Christian Jeff Hall . Veronica Martinez Judy Santuc_ci - Jennif Tong .
Diane Berkowitz David Cihak Rosemary & Mike Jeff McEvoy Joan E. Shalikashvili Kate & Frank Tonis
Jane Berne Chris Clayson Haseltine Harriette McLain Erin Shanahan Jennifer Torres .
Colleen Boggs Katie Conway Jordan Henkelman Sue & Jack McNamara Stacy Shebeck Becca VanVoorhis
Michele Bolte Diane Costes Jeffery Holley Charlene Mead Bethanne Shoemaker Lorraine Vecchiola
Natalie & Steven Bonfig Carol & Kemp Crawford Kimberly Horne Peggy Mihelich Lisa Sievel-Otten Patricia & Jerry Wagner
Lois Borgman Valerie Crescente Susan Horwitz Molly Moursi Rosa Silveira _ G_eorge Wallace
Donna & William Clara Crowther Laura Jenks Alan Mutnick Fran & Wes Silverberg ~ Kimberly & Terry
Borgman Colleen Daman Sommer Johnson Pedro Navarro Linda Singer Wasson
Thomas Breuer Deb & Charlie Denison  Mildred Johnson Kara Navarro Gerri Slater Nicole Weeldreyer
[zabella Britton Wieslaw Dudziec & Family Michael Newell Vicki Smith Deola Wllpurn
Cathleen Cain Amber Duran Robyn Jordan Kat & Gus Nisivoccia William Smythe Keenan Winters
Mary Cain Sanjay Dwarakanath Phyllis Keller Jessica O’Dell Kimberly & Michael Dorothy Young
Gene Cain Heather Echols Brie Kelley Robin Owsiany Southern Jean A. Zemke
Martha Cain Beverly Egeland Tae Kim James Peck Susan & Gary Stanczyk PaulZuch

Beth Feet Cathie Kotten Virginia Peterson Angela & Paul John Zupancic

Stephens Maria Zwilling
Corporate/Foundation Donors

Corporate/Foundation Donors  Cedar House Cafeteria Kilmore Eye Associates Sheppard Harris
3M Corporation Chevron Kroenke Sports Holdings SPJ, Inc
Aetna Foundation Clintwood Elementary School Kroger Standard Insurance Company
Agron, Inc. Community Shares of Minnesota  Laurel Oaks Homeowners T. Rowe Price
Albemarie Foundation Complete Inventory Solutions, Inc  Activity Club TASC
Alexion Pharmaceuticals Consigli Construction Co Inc Liberty Mutual Texas Gulf Coast Chapter of TSSUS
All American Bombshells Duke Energy Macy’s The Paul Hayes Group,
Allstate Duquesne City School District McElroy Keller Wiliams Realty
Amazon Smile Foundation Enterprise Holdings Foundation ~ Microsoft Thomas Realty Inc

Ameriprise Financial Everglades Equipment Group Mt. Calvary Baptist Church Tucker Powersports

Applied Materials Facebook National Turner Syndrome Camp, Inc  United Health Group
Berks Homes Finley Foundation One Hope Wine United Way

Blue Cross Blue Shield Fondulac District Library Pitney Bowes USAA

Boston International Highmark Ridgeview Middle School VOYA

Turner Syndrome Summit

Hudson Construction Group

Honorary & Memorial Donations

Shell Oil Company William Blair & Company

In Honor of Amy Condon Kim Nelson In Memory of Baby Hope Andrew Peck
Violet Fisher Jan Ott Jim Joiner Morgan Daisy
SFuart Albrecht Elizabeth Fontenot =~ Madison Pritt Kargn Sue Abramson Julia Lambert Peterson
Rio Barrere o - Kenitra Sherrell Allen
Abigail Glover Sophie Shomette ; Penelope Scott Landry  Lloyd Seese
Dorothy Baume : A Elinore Cordova ” ;
5 Ryi Emily Havrilak Tom Shomette Athena Lima Carol Slavin
Georgia Britton ; Debra Curry :
: Hannah Jones Gracie Templeman ; ; ; Ron Manford Violet Stanczyk
Abbie Carlson . . Linda Elliott Eakins .
Kelsey Cavanaugh iJ/(lenlnlfar Moore Gray Winters Heather Eredericksen Ella Mllcp/lelﬁ_ Sam Taylor
Irene Chavez iolet Navarro Izabella Grace Crystal Mullins

w o,



TSSUS Butterfly Society Donors

Brianna & John Adams

Scott Andler

Monica Autrey

Cathy Axthelm

Fanya Baram

Russell Barger

Anne Bethel Barrett

Julie Bastedo

Dorothy Baume

Laura Becker

Kaylie Bekkerus

Carol Bernabei

Audrey Bixler

Valencia Elizabeth Black

Madison Brown Booth

Amie Lyn Bostian

Lisa Boudreau

Whitney Nicole Brade

Katie Braman

Janine & Tom Braman

Katie Braun

Teresa Brazil

Dominica Breard

Linda Broderick

Melanie Brown

Sherri Brown

Lara Brown

Mary Buckley

Priscilla Buczko

Kristina Bunch

Allison Burbage

Linda Burque

Cheryl Burton

Christa Bustamante

Renee Butera

Vanessa & David Cain

Maria & George
Camacho

Maribeth Campbell

Jessica Carlough

Mindy Carlough

Melissa Carlucci

Carissa Caulum

Melissa Caulum

Kelsey Cavanaugh

Timothy Claxton

Anne Cocci

Carol Collins

Jessica Conroy

Amber Cordova

Charlotte Crawford

Carol & Kemp Crawford

Colleen Curby

Ann Shelton Currie

Jen Czarnecki

Nancy Daman

Diane Dance

Jennifer & Vincent Daniel

Tania Danner

Randal Dawson

Megan DeBack

Tiffanie Denig

Michelle Dharte

Lauren & Shane
Dickerson
Holly Dickmeyer
Troy Douglas
Tamara Douglas
Gigi Dover
Robyne Beth Drexler
Marcia Duggar
Jerry Dungan
Xavier Durand-Hollis
Barbara Dutt
Kevin & Ethel Dwyer
Marilyn Dye
Jean Eakin
Madelyn Rose Ebenreck
Julia Lynn Ebenreck
Mark Edwards
Beverly Egeland
Donna Eggen
Susan J. Elder
Margaret Eng Go
Dorothy Engle
Nicole M. Ernst Boris
Toni Farrell
Barbara Flink
Elizabeth Fontenot
Joanne Foodim
Vicki Ford
Tobey & Billy Forney
Candace Forte
Elaine J. Frazier
Carrie Fronek
Nanette A. Galbraith
Hope Garcia
Cheryl A. Gibbs
Carolyn Gibbs
Karen Giermek
Renee Giles-Casper
Robert Glover
Mike Goodman
Erin R. Graham
Shannon R. Gray
Christine Grossoehme
Brenda Gruwell
Ebru Kadriye Gultekin
Ammy Gutierrez
Stephanie Guy
Christine & Peter
Haley Toepfer
Cheryl Hanaway
Elizabeth Hartsell
Darlene Hay
Sarah Hearn
Stephanie Hedbor
Helen Heggernes
Delora Rose Helco
Jennifer Michelle Helzer
Carla Rae Henningsgaard
Dionne Henry-Clarke
Christina R. Highfill
Siobhan Louise Hill
Kathleen Hoffheimer
Jacqueline Hunt

Jennifer Hunt

Katherine Lynn Hunter

Helen Ingram

Phillip Janeski

Elizabeth Anne Jost

Linda Kalb

Yana Keck

Cynthia Diane Keehler

Linda Keely

Nicole & Thomas Khnisley

Christine Koop

Hope B. Langley

Jennifer Law

Lindsay A. Leach

Leslie C. Leber

Christy Lentz

Carmen V. Lesieur

Gregory Lewis

Allison Lidie

Mary Limbach

Barbara Lippe

Megan Litkenhous

Evan Los

Christina Losoya

Samantha Luke

Heather Lynch

Donna R. Maas

Helene Madsen

Kathleen Maley

Robert S. Maloney

Allyson Mancini

Roberta Marcigan

Mary Ellen Martin

Kristen McFarlane

Cozette McGuire

Amy McKnight

Elizabeth McLellan

Debra Nicole McMichael

Erica Melman

Kevin Melver & Catherine
Ward Melver, M.D.

Emily & Edward Metcalf

Eugene Miels

Kim A. Miels

Jennifer Milton

Abby Montag

Patricia Chris Montemayor

Dean Mooney, PhD

Season & Donovan
Moore

Rosemary Morris

Molly Moursi

Kim Nelson

Lesley Ann Niemy

Blake C. Nixon

Sean Nolan

Kara F. Nolan

Audrie M. Noll

Renee Nowacki

Carrie Odom

Tobey Pafundi

Lisa Palomba

Loriann Pawlik

Jessica Perez
Barbara Ann Phillip
Kristine Phillips
Amy Piotrowski
Renee Plaisance
Hannah Polashek
Ann & David Pope
Michael Powell
Siddharth Prakash,
MD, PhD
Kimberly Prince
Kymberly N. Pyeatt
Teri Raffel
Sarah Raybourn
David Redding
Alison K. Reigle
Mary Reilly
Sarah Rensel
Ann Reynolds
Donna Rice
Danielle Richard
Nikki Rinkliff
Sarah Rolfe

Lisa & Thomas Romeo

Debra E. Rourke
Bonnie Sue Rubis
Victoria Sanchez
Teresa A. Scafati
Mary Schneider
Lisa & Michael Sears
Preston Seward
Veena Sharma
Jarred Sharp
William Shieh
Brenda L. Short
Sarah Shutt

Billi Jo Sielaff
Claire Simms

Janie Sitton

Sarah Skinner
Lauren Skiver
Michelle Smith
Sabrina Smith
Shae Smith

Nancy Sobelson
Hannah Steighner
Marchell D. Stephens
Jason Van Stockdill
Jamie Stowe

Beth Suhon

Maria A. Sullivan
Deanna Swanson

Michaelena Teachmond

Elizabeth Templeman
Debra Terzakis

Susan Thaxton
Christine Thompson
Stephanie Thompson
Katie Thorson

Angie Timmerman
Ann M. Tompkins
Dawn Uyehara

Leah Van Hoozer

Ray & Maureen Wakenell
Jennifer Anne Wang
llona Warner

Kelly Watson
Kimberly Wawrzonek
Bryan Weber

Monja Weissmann
Veronica Welch
Wanda Welch

Laura Whamond
Jane White

Terri M. Williams
Natalya Winters
Mary Wishnew
Marian Wolfersteig
Bethany Wood

Ann Marie Wood
Lisa Wright

Laura Wuertele
Tonnie Zezulak

TSSUS Young
Philanthropists Club

Tracy Garner

Bria Kelly
Deimante Sefleryte
Joanna Stank
Claire Thompson

TSSUS Board of Directors
Butterfly Society Supporters

Nancy & Jason Bryant
Meagan Given

Mysti Harrison

Emily Havrilak

Jeff & Jessica Hynes
Kathleen Maley

Erica Melman
Rosemary Morris
Sarah & Daniel Sullivan

TSSUS Staff

Becky Brown

Deborah & Jimmy Rios
Cindy & Billy Scurlock
Shawn & Thomas Wier
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