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Enjoying the View

During the first half of 2018, the staff at
TSSUS felt like passengers on a fast train to an
exciting destination, so fast in fact, the scenery
resembled an abstract painting.

Preparing for local TS Days, the TSSUS
National Educational Conference and the

TS Research Symposium is in addition to our
“everyday” important work. | am so proud of
the staff for working at record speed for the last
several months to create the best possible
experiences and futures for girls and women
with Turner syndrome.

NOW, we are forcing ourselves to work at a sustainable pace.
Visiting with people in person we generally only speak with by phone
and email re-energizes us, makes us question if our impact is large
enough, wonder what we could do better and faster — and then we
take a deep breath.

TSSUS is a business and we pride ourselves on meeting goals to
improve lives. We have the amazing privilege of seeing and hearing from
those who share that
we grant wishes and
fulfill dreams. | hope the
communications from
TSSUS allow you to
have a window into the
difference TSSUS

is making too.

In the next few months,
we’ll create resources
from the conference
presentations, we’ll
determine which cities
TSSUS will visit for next
year's TS Days as well
as the 2020 conference.
We'll be listening to
your ideas and needs,
so share your thoughts with us! Please do us a HUGE favor, update
your home and email addresses and phone numbers with us. We'll be
sending out Save the Date postcards and don’t want you to miss any
opportunities.

As exciting as it is to anticipate, prepare for, and enjoy the destinations,
it’'s comforting and inspiring to help people, one at a time. I've realized
it’s not a luxury to slow down and reflect and dream, it’s a necessity.

I hope you have had time to relax this year and count your blessings.

Sincerely,

C«aj Qowdock, Gfp

Cindy Scurlock
TSSUS President

TSSUS Recent Accomplishments %

July 2017- September 2018

Each year, the Turner Syndrome Society of the United
States works tirelessly toward advancing knowledge,
facilitating research, and providing support for all those
touched by Turner syndrome.

We are proud to share our significant accomplishments
with you here. TSSUS continues to be a key contribu-
tor to the TS community through our collaboration and
founding role with the Turner Resource Network.

¢ Updated Guidelines: The Clinical Practice Guidelines
for the Care of Girls and Women with Turner Syndrome
are now up to date. Doctors and professionals use the
guidelines to manage TS healthcare.

¢ Patient & Family Version of Guidelines: The patient
and family summary version of the Clinical Practice
Guidelines are available for the first time to assist people
to effectively partner with their healthcare providers.
TSSUS is providing printed copies of this resource to
the TS community TSSUS members at no charge.

¢ Online Physician Directory: The online Professional
TS Physician Directory has almost 200 healthcare
professional listings.

¢ Research Registry: The Turner Syndrome
Research Registry (TSRR) is utilized and endorsed
by TS researchers and the TS community.

¢ Funding Research: TSSUS donated $58,300 to
the Doernbecher Foundation of the Oregon Health
Science University to support Dr. Michael Silberbach’s
team for advancing TS cardiac research. The funding
was made possible by the Ravelle Pitmann Research
Fund of the Turner Syndrome Society of the United
States, established by a generous donation from
Elena Erenberg.

¢ Advancing Research: Assisted 8 Turner syndrome
researchers in conducting studies of importance to the
TS community.

e Scholarships: Provided 119 scholarships for
membership, college, the TSSUS conference, and
life enrichment.

e Symposium: The planning, coordination and funding
of the Turner Resource Network (TRN) 2018 symposium
Turner Syndrome Science in the 21st Century.

e Legislation: Actively engaged in and supported rare
disorder legislation.

¢ National Conference: Hosted, funded, and
coordinated the TSSUS Annual Conference, which is
the largest gathering of TS experts, women, and families
in the world.

e TS Days®: Introduced regional TS Days© events,
offering half-day educational and social opportunities
in Houston, Nashville, Omaha, Oklahoma City and
Minneapolis

¢ Expert Website: 86,000 unique website users in
last year.

¢ In the Community: Supported and funded 79 local
TS events that allowed 2,024 people to learn and
connect with each other and healthcare professionals
at meet and greets, Chasing Butterflies® walks, medical
and educational meetings, and social outings.

¢ Butterfly Society: Established the TSSUS
Butterfly Society© monthly giving program, with
almost 300 recurring monthly supporters to date.

¢ Turner Resource Network: Collaborated monthly
with other key TS stakeholders in the Turner Resource
Network (TRN) to review and secure the success of the
Turner Syndrome Research Registry ©, TS regional
clinics, and the TRN Professional Symposium.

e Making Connections: Connected women and
families to experts, peers, and resources for health and
well-being needs daily.

¢ Online Support: Actively engaged and supported the
TS community through a strong social media presence
through TSSUS social media channels, other TS social
media channels, and the TSSUS Inspire message board.

¢ Phone Support: TSSUS staff members provide
caring, knowledgeable phone support to members of
the TS community Monday through Friday.

We are proud of the work we do each day and are
grateful for the opportunity to serve the Turner
syndrome community. Thank you for being a part of
the Society and for supporting our work through your
membership, donations, and event participation.
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What's your TS Story”?

Sometimes just knowing someone has been through what you’re
going through or finding others with a similar situation can be a great
comfort. Whether you’re the parent of a newly-diagnosed baby, a
middle-aged woman, a teenager in high school, or a “golden butterfly”
senior woman with Turner syndrome, we want to hear your stories of
challenge, inspiration, hope, and discovery. My TS Stories can be
submitted online on the TSSUS website at:

https://www.turnersyndrome.org/share-your-story

b

Can we count on you to
advance Tumer syndrome ¥ )
research’? 1

The future of TS research is in powerful hands ...
YOURS! Are you doing your part? By completing
the questionnaire in the TSSUS Turner Syndrome
Research Registry (TSRR), you are contributing to
the future and helping advance TS research NOW.
This process takes about 20 minutes, and you can
complete the questionnaire online in your own home.
Learn more on our website at
https://www.turnersyndrome.org/research-registry,
or call 800.365.9944 for more detailed information

or assistance.

Turner Syndrome

Research Registry

Leading up to the TSSUS Minnesota
Chapter’s Chasing Butterflies walk,
Ellie Bekkerus operated a lemonade a
stand to raise funds and awareness
for Turner syndrome. Her goal was T

O 20,
Ellie did a great job, and raised ! [ :

to beat the funds she raised for the
walk last year, which was $500.

$727.87 for TSSUS. She was even }—'
interviewed on her local news —

station! ®

(ner Syndrome ¢ If you have been on Facebook, or have received the
W o%g, monthly TSSUS e-blast, you may have heard about
the new TS community support program called “TS
Days.” You may have even attended one of the six
events held this year and the end of 2017. Knowing
that not everyone has the means to make it to the
TSSUS National Turner Syndrome Conference, we
T D wanted to provide an opportunity for people to get

g ayg connected and have access to educational programs

within their local areas and regions. So far, we have
seen amazing results.

In 2018, TS Days have been held in Nashville, Omaha, Oklahoma City,
Minneapolis, and Boston—in late October. Attendees have included parents,
young girls with TS, teens with TS, siblings, and women with TS. We’ve even had
a few “Golden Butterflies” (the name we lovingly give to those 55 and over). The
majority have never attended any type of TS event before, and many have never
met anyone else with TS. It has been a humbling experience to watch these
women connect with others for the first time and to watch them tear up when
they learn they are not alone in their struggles.

EMPOWERING, EDUCATING, SUPPORTING

Each TS Day begins with coffee and donuts as attendees arrive and get

checked in. The morning is spent having an educational session for adults, and
fun activities for youth in a separate room. After a delicious lunch buffet and some
prize giveaways, we spend the afternoon socializing and crafting. Attendees have
also enjoyed visiting the Butterfly Store to purchase t-shirts, logo/awareness
items, games, and resources.

There have been so many touching experiences at TS Days this year.

One of these happened at the end of the Nashville TS Day, when a precious
mom came up to me, and with tears rolling down her face, thanked me for the
opportunity for her to meet other parents, and for her
daughter to meet other girls with TS. She had felt

so alone, and this event made a big difference for
their family.

- In Oklahoma City, as we discussed the Neurocognition
section of the care guidelines summary, | could see tears
welling up in the eyes of several parents and women.
One young woman had never realized that her anxiety

and other behawors were because of the effect of TS on the brain. She was so
relieved and encouraged to know that others in the room had the same struggles.
She and two other women close in age spent the entire afternoon at their table
talking and laughing as they shared their stories and got to know one another.

One of the things we covered in the discussion of the guidelines synopsis was

the heart. One family was told when their daughter was born that her heart looked
fine, and they did not need to bring her back. She is now nine years old and they
were shocked to find out that she needed to follow up with a cardiologist regularly.
Another woman had not had her heart checked since she was a teen. She has
already made an appointment since the event. There are many more stories

like this.

The girls have had a great time getting to know one another, sitting together
during lunch, making crafts, and playing games. It has been so fun to watch
them interact with each other as well as the women with TS.

Again, so far TS Days have been very successfull Several attendees have
driven in from out of state, even as many as six hours, to attend these fun
events. We are looking forward to planning where we will go in 2019! | hope
you will be on the lookout for your city and make plans to join us.

By Shawn Wier, National Event & Resource Manager
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1 1
TSSUS Chasing Butterflies Walks for Turmer syndrome
Thanks to volunteers, group leaders, women with TS, to support TS Butterflies in their local area for needs that
families, and moms and dads across the country, TSSUS align with the TSSUS mission. This could be scholarships

Chasing Butterflies Walks are happening in cities all over! for life experiences, limited medical needs, the TSSUS

) . . % Alameda, CA, February 3 ¥ McKinney, TX, June 16 % Plymouth, MN, August 18

\a/\ﬂt:lizreefir?éiirmag;;:ﬁggg ?sr-l:rirﬁc;ngﬁggr:ég::lger conference, or for planning local events. Walk Coordinator: Haley Rodden Walk Coordinator: Kimberly Prince Walk Coordinators:
TSSUS programs and research. Planning a walk is fun, and we can % Sacramento, CA March 10 ¥ Cassopolis, Ml, June 23 JUl'e Leon & Colleen Daman

; ’ Walk Coordinator, Rosemary Morris Walk Coordinator: Brandy Shelby % Dillsburg, PA, August 25
We apprecnate everyone who has worked so hard on 2018 help you every step of the way! ~ N . Walk Coordinators: Audrie Noll &
Chasing Butterflies Walks so far, and for those yet to come. _ _ ® Cowarts, AL, May 12 % Grand Rapids, MI, August 18 Denise Fish
Remember, walk coordinators may request that 50% of Check tssus.org to find a walk in your area, Walk Coordinator: Kathyrn Berry Walk Coordinator: Katie Visner JeNISe FISher
funds raised at a TSSUS Chasing Butterflies Walk be used or call Deborah Rios at 800.365.9944 or emall % Vancouver, WA, June 16 W Zionsville, IN, August 26

deborah@turnersyndrome.org about planning
one in your community today.

Walk Coordinator: Glenna Gibson Walk Coordinator: Kelsey Cavanaugh

Upcoming Walks:

Brooksville, FL- October 6, 2018
Walk Coordinator: Shannon Rodgers

Newark, DE, October 6, 2018
Walk Coordinator, Lynda Taylor

Sugar Land, TX, November 3, 2018
Walk Coordinators: TSSUS - Deborah
Rios & Becky Brown. TSSUS Texas Gulf
Coast Chapter - Kim Graham &

Charity Watson

Las Vegas, NV February 23, 2019
Walk Coordinator: Anna Salazar

Sacramento, CA, March 9, 2019
Walk Coordinator: Rosemary Morris

Los Angeles, CA, May 18, 2019
Walk Coordinator: Rosemary Morris

Pelham, Al, May 25, 2019
Walk Coordinator, Natalya Winters

Alameda, CA, June 22, 2019
Walk Coordinator: Haley Roden
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31st Annud 155Us Conference: Mission Accomplished!

The 31st Annual TSSUS National Turner Syndrome
Conference was a huge success. Many attendees took
advantage of the location in Arlington, VA, to visit the
nation’s capital, Washington, DC. Some arrived a few days
early to enjoy the area’s history, while others chose to hang
around after the conference to enjoy some sightseeing.
The hotel had convenient access to shops and restaurants,
as well as the metro rail.

As people started to arrive, it was like a family reunion

with hugs, smiles, and catching up. The energy could be
felt by everyone. The hotel staff commented many times
on how fun and exciting our group was compared to other
conferences. The fun decorations helped to create the
“spy” feel for our Mission: Possible theme.

Early arrivers enjoyed an evening of painting and fun at the
Butterflies and Brushes paint night on Thursday evening.

On Friday we kicked off the conference with a welcome
from National Event and Resource Manager, Shawn Wier.
After lunch, the TSSUS Board of Directors and President,
Cindy Scurlock, shared about the mission and vision of
the Turner Syndrome Society.

novo nordisk

8 fﬁ%@fé

ARBONNE
CHARITABLE
FOUNDATION,

The ever-popular Talent Show and Fashion Show was on
Friday evening. Everyone had a fun time watching our girls
and ladies show off their fashion and talents in dancing,
singing, and mime, just to name a few. As always, the dads
brought down the house with their traditional rendition of
My Girl.

On Saturday morning keynote speaker, Lance “Claysmile”
Smith delivered an entertaining, but powerful message on
overcoming challenges, finishing with a Celebrating YOU!

segment, inviting attendees to come up on the stage and

share their accomplishments.

The afternoon was packed with educational sessions,
including a presentation by organizing expert, Alejandra
Costello, who has appeared on multiple television programs,
including Good Morning America. You can view her series
of organizational videos at alejandra.tv.

Two of our speakers this year traveled from Europe to

attend the professional symposium and speak to conference
attendees. We appreciate Dr. Claus Gravholt (Denmark), and
Dr. Asa Bonnard (Sweden) for sharing their knowledge and
insights with us.

Genentech

Turner

Syndrome
Society z
of the United States A Member of the Roche Group

Minnesota Chapter

For the first time, we were able to offer a total of

forty-two individual consultations, thanks to our wonderful
speakers. We are incredibly fortunate to have coaches like
Diane McLean, Barbara Bissonnette, Stephanie Flores, and
Dr. Dean Mooney, who went above and beyond to provide
attendees with one-on-one time to discuss executive
functions, employment, relationships, and nonverbal
learning disability. We hope to be able to offer more of
these types of services in the future.

The highlight of the weekend was the Masquerade

Party and Dance. It was so fun to see everyone don their
masks and enjoy some music and dancing. This year, we
enjoyed live music from local musicians, Power Source.
The younger kids enjoyed a PJ Party, while the preteens
and teens learned dance moves with Lance Smith at
their own dance party.

The youth program was also a big success. One of the
highlights, led by The Ingredient Guru, Mira Dessy, was
Camp Chopped, inspired by the Food Network show. The
youth worked in teams to create a snack or dessert from
“mystery” ingredients. The results were some very creative
dishes, judged by the youth program leaders!

TSSUS was fortunate to receive a generous grant and
product donation for the conference youth program from

the Arbonne Charitable Foundation. They provided each of
our pre-teen and teen girls with a product kit valued at $169,
which included some skin care items as well as some fun
cosmetic products. Former TSSUS board member, TS mom,
and Arbonne Executive District Manager, Kim Graham, was
instrumental in securing this donation. Thank you, Kim!

Sunday morning featured a delicious breakfast buffet and
more educational breakout sessions, but as always, it was
hard to say goodbye to friends old and new. After a group
outing to the Spy Museum, our mission was complete. Until
next year ...

The 2018 TSSUS Conference was generously sponsored
in part by Lilly, NovoNordisk, Genentech, the Arbonne
Foundation and the TSSUS Minnesota Chapter. We are
grateful for their support.

This activity is supported by a contribution from Lilly.

Many thanks to all those who helped make this
“mission” possible.
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The 2018 Turner Resource Network (TRN) Symposium Highlights
by Dr. Michael Silberbach

Arlington, Virginia, July 15-17, 2018. The Turner Resource directors) and 1/3 having TS or a family member.
Network (TRN) Symposium was a working conference Our keynote speaker, Dr. Diana Bianchi, the Director of
that convened thought leaders from around the world. the National Institute for Childhood Health and Human

Attendees presented important new research and reviewed  Development, presented her pioneering work on prenatal
what is currently known about all

aspects of Turner syndrome. We
expect that these scientists will be
inspired by their co-presenters to
become “evangelists” for Turner
syndrome research in the years

to come.

The objectives of the conference were
to 1) promote the biology of TS and
develop research strategies that will
benefit both individuals with TS and

the US population in general;

2) support TS-experienced researchers’
interests and attract new investigators
in a variety of fields who might find
Turner syndrome to be a useful human
model for their research area of interest;
3) address clinical research in Turner
syndrome, to include pregnancy, hormone therapy;,

detection of genetic conditions. She offered a

different ethnic groups and races throughout the world. new treatments though personalized prenatal genetics;
4) Unveil the newly formed Turner Syndrome Research and then treating or curing these conditions even before
Registry (TSRR) and to develop strategies to utilize the the baby is born.

TSRR effectively. We will share all of the new knowledge about TS

The meeting was an unmitigated success. Attendance presented at this meeting in a special issue of The Amer-
included 93 people, 1/3 representing professional ican Journal of Medical Genetics, expected to be pub-
researchers, 1/3 physicians/researches (including TS clinic lished in March of 2019.

Current Research Opportunities

TS and the Ability to Understand and Work with Numbers An App to Assist in the Facial Identification of TS
Dr. Joseph Baker at Stanford University is currently Dr. Kruszka of the National Institutes

coordinating efforts with TSSUS to conduct a study of of Health is coordinating efforts

numeracy in children, adolescents, and adult women with with TSSUS for a current research 73\
Turner syndrome. The overarching goal of his research study. The purpose of the research Y ,k
project is to learn more about how the brain responds to is to create a tool (app) that assists : ‘X
basic number challenges, and to use this information to help ~ physicians in developing a resource < ~°'wo,-k
improve math education for girls with Turner syndrome. for poor countries in the identification

Dr. Baker and his team will be attending future TSSUS of those with TS through facial recognition.

events, where they will be recruiting participation from Dr. Kruszka will be utilizing the Turner Syndrome
interested members of the TSSUS community and collecting  Research Registry to encourage approximately 50
brain-imaging data on-site. If you are interested in Dr. Baker’s  participants with TS and diverse ethnic backgrounds
study and would like more information, you may reach him (African American, Asian, Latin American, and Middle
directly at numericalBrain@stanford.edu. Eastern etc.) to participate. If you have joined the TS

Research Registry online, you may be contacted
s
10 fpﬁ%f

about the current research opportunities.

My TS Story: Angie Neeves

| am a woman with Turner syndrome. It’s not a huge part of who | am, but it helped shape the person

| have become. My name is Angie and | am 34. I've always known | have TS and growing up | was taught
it wasn’t something that made me “less” than others, and not to let it be my whole life. I've tried to follow
that advice, but growing up different is hard and sometimes that self-doubt creeps in.

Girls with TS are usually pretty short, the average is 4 feet 7 inches (I reached a very tall 4’9”), and most
girls with Turner Syndrome will be infertile. This didn’t mean much to me when | was younger, but as
| get older it’s something that does upset me sometimes. | try not dwell on things | can’t change.

This is the story about TS and my on-going journey to self-acceptance. | grew up in Edmonton,
Alberta. My parents encouraged me to not let TS be my whole life; it is just a small part of who | am.
It was an accepted fact, like having blonde hair and blue eyes. That all changed when | started junior
high, and my being “different” lead to bullying that lasted pretty much until | graduated. | did take
hormone replacements, so | developed as normally as | could, but | still felt like an outsider and very
alone. | was confused about why | had to take pills to start something that was supposed be
part of growing up. | was bullied badly and never really fit in anywhere. It was not an easy
time for me, to say the least. | had no confidence and felt like | was ugly and unlovable,
and that | would be alone forever. | didn’t date at all in school and sort of figured no
one would want to be seen with me, so why bother trying? | had a few boys ask
me out as a joke or a dare, and that really messed me up. Was | so hideous that
the mere thought of dating me was a joke?

At 23, | tried the online dating thing, and after a few really awkwardly bad dates,
I met my husband Darren. We hit it off right away and have been together ever
since. | feel so lucky to have met such an amazingly supportive man. He wasn’t
bothered by my TS and accepted me for who | was. | can honestly say he changed
L my life and made me realize | was loveable, and that | was worth it. He makes me feel
beautiful every day.

| started pinup modelling to build my self-esteem and | am so happy | did. It has been

a fun journey, and | am glad | didn’t let the fear of what people would think stop me. | know

| don’t look like most models and that not everyone will like my look, but that is okay! | have been
overwhelmed by the support I've received and the fact | have over 21,000 followers on my page
is crazy! | am the most confident | have ever been. I'm proud to show other ladies with TS they
can follow their dreams and that being different is beautiful and nothing to be ashamed of. This
is something | wish | learned a long time ago. While | still struggle with my self-esteem, | try to
remind myself of all the good things in my life and that Turner syndrome is something | have and
not who | am.

Volunteer Appreciation

TSSUS would like to recognize volunteer Kim Graham

for her many years of dedicated service to the Society and the

TS community. Over the years, Kim has worn many hats at TSSUS.

She’s been our newsletter editor, a board member, a conference speaker
and volunteer, a fundraiser, and an event organizer. She also suggested the
“LOVE” t-shirt design this year, which has been our best-selling t-shirt ever!

Most recently, Kim was instrumental in sponsoring and securing a product
and cash grant from the Arbonne Charitable Foundation in support of the
teen program at the TSSUS Conference — the charitable arm of Arbonne
International, with whom Kim is an Executive District Manager.

Additionally, she and her husband Adrian are TSSUS Butterfly
Society supporters, as well as major donors to the organization.
Thanks, Kim Graham!
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Top 6 Things to do
When Caring for a
Sick Loved One

by Natalie Brobin Bonfig

“Your
daughter

has a genetic
disorder”

An endocrinologist spoke these words to my husband over the
phone. Our three-year-old daughter wasn’t growing. She was
wearing the same clothes she’d been wearing the whole year before.
One doctor told me it was because of the open-heart surgery she’d
had at birth and another said it was because of her many ear
infections. | knew we were missing something. Finally, her
cardiologist pointed out that she hadn’t gained any weight in a

year. | knew that and asked, “What are we going to do next?”

That's how we ended up at the endocrine clinic. A few tests later,
the doctor diagnosed our daughter with Turner syndrome. | was
relieved to understand why she wasn’t growing, but now | had
hundreds of new questions. What would we do? Which doctors
did she need to see? Would she have a good quality of life?

Through trial and error, | learned how to care for my daughter and
manage the team of doctors. It wasn’t easy, but | would have done
anything to improve her health. | always wished someone had given
me some practical advice to make things easier. Although this is by
no means a complete list, my hope is that it can help you if you

find yourself in a similar situation.

1. Get organized

2. Do your own research

3. Know which medical specialists to see
4. Become a medical expert

5. Follow your intuition

6. Find your tribe

@ Get Organized Start simple. Create a “to do” and “contact”
list. Write down contact information for all of your loved one’s
physicians and other medical personnel such as their specialties,
phone numbers, and their office addresses. Open your “to do” list
at every appointment. Take notes on new diagnoses, appointments
to make, tests to schedule and anything else required for your loved
one’s care. For example, | use a multi-subject notebook organized by
specialist for taking notes at every doctor’s appointment. | also have
a folder on my computer for documents regarding my daughter’s
health issues such as test results, published studies, articles and
more. Getting organized allowed me to access the information that

| needed quickly, and helped me feel more in control of a situation
where feeling out of control had become the norm.

¥ Do Your Own Research Knowledge truly IS power. You need to
do your own research online so you know what questions to ask the
doctors. Start by finding and reading the Clinical Practice Guidelines
on your daughter/husband/parent’s medical diagnosis. Search online
for “Clinical Practice Guidelines, the diagnosis.” As you extend your
online research, stick to reputable websites such as the Mayo Clinic,
Family Doctor, Drugs.com, and MedlinePlus. If you can getto a
conference run by an organization that specializes in your loved one’s
diagnosis, get there! The more you know as a caregiver, the better
you can help your family member. For example, | attended yearly
conferences on my daughter’s genetic disorder. | would get first-hand
knowledge of updates in cardiology and other relevant specialists.

| often went to appointments armed with information that was more
current than my daughter’s doctors!

«

% Know Which Medical Specialists to See One of the most
overwhelming parts of a new diagnosis is identifying which physicians
who are considered the “experts” and who to see. In the beginning, you
will probably depend
on the first doctor who
diagnosed your family
member to lead the
way. After a while, you
may find your own
experts through other
caregivers and doctors.
If you are lucky, you
have a doctor who
oversees and
coordinates care with
the various specialties.
More often, like what

[ found out, you will
become the coordinator for all the doctors. Many times, there are so
many specialists involved that none of them has a complete body of
knowledge and understanding of a complex medical condition. | did the
research and learning necessary to decide which specialists to see when
my daughter had a new health issue, such as when her cardiologist saw
scoliosis on her heart x-ray. | made an appointment with a spine expert
without consulting our primary doctor. It can save you lots of time to go
directly to a specialist. Keep in mind that your insurance company may
require a referral.

Coley and Natalie Brobin Bonfig

W Become a Medical Expert As the main caregiver of your loved one,
you need to become a medical expert on his/her diagnosis so you can
make the right decisions for him. You keep track of everything from blood
work, test results, and notes from visits at numerous specialists. You do
your research to understand your loved one’s health problem. You know
exactly what to look for in the test’s results. Over time, | knew what to
look for on the echocardiogram that my daughter had every six months.

| took on the title of “Medical Mom” early on because that’s what | was!

¥ Follow Your Intuition If a physician or other medical professional
tells you something that feels wrong, listen to your intuition. In caring

for my child, | learned that doctors do make mistakes and that it was
important for me to be in tune with and to trust my own intuition.

My husband and | were both uncomfortable with our daughter’s first
cardiologist and his advice. Our daughter was having symptoms of heart
failure, and the doctor we saw dismissed our concerns. Upon pursuing
a second opinion, we found ourselves facing emergency cardiac surgery
for our infant daughter. After that experience, | was selective and
outspoken with doctors. If | was not comfortable with a given doctor,

[ would find another one. | recognize that we live in a large metropolitan
area and not everyone has that luxury of choices. In any case, don’t be
afraid to question the expert, or speak up as often and as directly as
necessary until you feel heard.

@ Find Your Tribe You will need support. The unique stressors

of caring for a loved one with a chronic or serious illness cannot be
understated. Many people in your life will not be able to relate to what
you'’re going through. It’'s not their fault—it’s true that walking a mile in
your shoes is necessary to appreciate the full picture. Those who are
in a similar caregiving role are the ones who can fully appreciate your
experience. This is your new or extended family. There are support
groups everywhere! If it's a more common illness, you may find one at
alocal hospital. Another great place to look is with a patient advocacy
organization related to their condition. | found the Turner Syndrome
Society of the United States (TSSUS) early on and found moms and
dads who completely understood what our family was going through.
Facebook groups are another great place to find support.

continued on page 14

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.

Individual Donors
Jan1-Sep1,2018

Cynthia Abrams
Teresa & Doug Acrea
Jacqueline Adsit
Wendy Agricola

Barb & Wally Alaspa
Jessica Aldrich

Jason Altwies

Paula, Maureen & Sandy
Mary Ann & Joel Andersen
David Anderson
Yvette Appel

Leanne Arnow

Cathy Ashfield

Diana Aslanian

Julia Augdahl
Anthony Bachich
Anthony Barber
Heather Barber
Brenda & Robert Barger
Trinh & Russell Barger
Doug Basinger
Raymond Baudier
Kim & Peter Benson
David Benson
DeeDee & Richard Ber-
kowitz

Jane Berne

Michele Bolte
Jennifer Bonnano
Elaine Boos

Donna & William Borgman
Tom Boros

Claire Brady

Halunen Law Breitbarth
Bethany Budz

Dan Camacho

Sarah Campbell
Frances B. Cantey
Jacquelyne Canty
Leah Cardosi Ayers
Jackie & John Carl
Neva & Robert Carr
Barbara Carrita

Kim Chamness

Maria Cheney

David Cihak

Dorene Cleary

Jim & Kathy Coady
Jane S. Coe

Karina L. Coffer
Randy Cole

Susan Coler

Janice Connon

Laura Stein Conrad
Melissa Conrad
Joseph Corpuz

Mary Creswell
VaQuita Curry

Tracy Curtis

Colleen Daman

Ann Danner

Mr. & Mrs. Davalos

Evelyn & Ray Dawson
Jen & Chris DeChantal
Michelle Delpizzo
Mark Demerly

Kacie Dentleegrand
Nathan Denton

Marie Desmond
Joanna Dewitt

Taya L. Dianna
Tianning Diao

Yvette Dobbins

Kim Spence Drake
Michele Eastwood
Sheryl & Tom Edwards
Karin & Mike Egeland
Beverly Egeland
Joan Eichel

Karen Eldredge
Charlotte Empey
Melanie & John Erickson
Perlick Family

Doug Fessler

Toni Fischer

Jane & Don Folkerts
Douglas Fossum
Donna G. Frey
Dianna Fuller

Kruapl Gandhi

Ladd Gardner
Vanessa Garitano
Dianna Garrett
Cassandra Gayle
Tamara Geier

Mary Gentleman
Susan Gimmestad
Ann Gionet

Grey & Kelly Giovanine
Mary Ellen Giovanine
Kay Gleason

Gayle Goldsmith

Jill Goretski

Beth Gould

Debra Gould-Avery
Amanda Grambo
Gayle & Scott Gray
Kurt Grelak

PA. Grubb-Danielson
Sherry Hass-Shelby
Robin Haberle

Jeff Hall

Marsha Hall Warren
Kristin Hall-Whitacre
Wendy & George Hamilton
Jennifer Hammel
Gretchen Hancock
Cassie Harnish
Elizabeth Harting
Darlene Hay

Brenda Heisey

Matt Helman
Meredith Henderson
Vicky Hidlay

Judie Higgins

Marilyn Higgs
Leatruce Hill

Margaret Hoinowski
Donna Hokanson
Mary Holing

Patricia Holman

Berks Homes

Patsy Horning
Matthew Horowitz
Tyrone Howard

Joi Hudson

Debbie Hutchins
Lauren lacobelli

Joy Jasik

Sheila Jensen

Janet Jensen

Cheryl & Vaughn Johnston
Erin Johnston

Terri Josephs

Kathy Kady-Hopkins
Michelle Kanapi

David Karadeema
David Kardeema
Barbara & Bob Katzfey
Susan Kibler

Ronald Killian

Holly Kilmore

Tae Kim

Mike King

Lori, Kara & Jackie Klein-
man

Rensina Kleinman
Diane Klemme

Marilyn Klinger

Tanja A. Knepp
Tommy M. Knickerbocker
Regina Knight
Chelsea Knorr

Padma Koutha

Carol & Ed Kriegler
Donna Kruemcke
Jeanine Krzmarzick
Ivy Kucine

Hollie Kucine

Michele Kuttner

Karen Lambert

Diane & Wayne Lambert
Rick Landreville

Robyn Landry

Gail Latham

Anthony Lauzon

Linda & Richard Lee
Kelly Lester

Sherry Lieb

Rachel Lightner

Keely & Johnny Lindgren
Jeff Lindsey

Christine Lipss
Richard Lloyd
Shannon Loftin

The Lottino’s

John Lovett

Kim Lundberg
Christopher Madden
Will Magee

Kathleen Maley
Earlene & Chester Mallory

Margaret A. Malloy
Michael Malone
Marlene Mardis
Shadrika Martin
Deborah Mattison
Kathy Maultsby
Courtney McDonald
Deb McDonough
Laura McGrady

Maria & Fran McGrath
Cozette McGuire
Diane McKinney

Sue & Jack McNamara
Elizabeth Mead
Charlene Mead
Kathryn Mead

Judy Meinzer

Nicole Mekosch
Deborah & Elie Mendel-
sohn

Jack Mensch

Tony Messina
Rosemary Middleton
Helen Miels

Peggy Mihelich

Julie Miller

Minh Miran

Manisha Mishra

Amy Monier

Joann Montz

Michelle Moore

Gail Moore

Charlotte & Tim Moore
Spencer Morris

Becki & Jack Mueller
Brian Mulroy

Leticia Murillo

Itala Murphy

Carmen Musial

Craig Natzke

Lauren Neilan

Doris Nelson

Sarah & Brien Neudeck
Brook & Michael Newell
Trung Nguyen

Valerie Nguyen
Kathleen Nisivoccia
Marcia Noll

Celeste Noll

Kathryn Desmond Noonan
Peggy Norris

Lorraine Noveck
Kathleen Nykorchuk
Tracy Obermoller
Jeanne Olson

Wendy Olson

Belinda Orsborn
Patricia Osinga

Robin Owsiany

Lori Pace

Dee & Bernard Pender-
grass

Patricia Pennington
Michele Pertle

Virginia Peterson

Adrianne Peterson
Kathy Petty

Sandy Pifer

Hope Pinkerton

Carl, Cheryl & Amy
Pletcher

Cody Pobuda

Natalie Portway
Deborah Preshiren
Susie Prince

Jeffrey Puglese

Jayson Quon

Sheryl & Gary Redish
Brenda Rich

Cynthia Rodgers-Waire
Roberta L. Rogers
Joyce & Julius Rogers
Joseph Rooth

Jackie & Jimmy Rosbash
Jayne & Richard Rosen-
haus

Marta & John Rosenthal
Jennifer Rothbart

Larry Rothstein

Sheila & James Rudnik
Carla Russell

Liz Ryan Sax

Jennifer Saito

Grandpa & Grandma Saito
Debra Saplis

Joyce Scarey

Leslie & Ken Schraufnagle
Jeffrey Schreiber

Julie Schuster

Janet Scoggin
Charmaine & Michael
Seavy

Pat & Jeff Seibert
Jennifer Seidl

James Selleck
Margaret Sexton

Armen Shahinian

Joan E. Shalikashvili
Jarred Sharp
Christopher Sheehy
Jeffrey Shelby
Bethanne Shoemaker
Donna & Donna Shoe-
maker

Sara & Pryce Shoemaker
Brad Shoemaker
Midge & Jeff Shoemaker
Joe Shomette

Lauren Shook

Megon Siegert

Paige Silsby

Karen Silverberg

Fran & Wes Silverberg
Linda & Mitch Singer
Karen Sipe

Jo Bailey Sitton

Joan E Skalikashuvili
Charles Smith

Every dollar, every membership, and every donation counts.
Whether you are a TSSUS Butterfly Society monthly donor, a
Chasing Butterflies Walk participant, a TSSUS membet, or one
who donates during our upcoming 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.

Carrie & lan Smith
Jeremy Smith

Kerin Smith

D.A. Smith

William Smythe
Sandra Spence
Donald Sprague
Susan & Gary Stanczyk
Lissa Staples

Carol Starr

Mark Stechschulte
Kim Steininger

Gloria Stone

Linda & Joe Stoner
William D. Stout
Dennis Stratil

Roger Stratil

Lindsay Stuffle

David Styers
Margaret Suarez
Rachel Subramanian
Melody & Daniel Sugars
Regina & Bernard Sullivam
Rita Sunberg

Derrick Sykes
Christin Taggart

Erika Thomas

Karen J. Tierney

Julia D. Toepfer

Lisa Torrey

Beverly M. Toulson
Jopseph Treadaway
Barb & Rob Tucker
Helen & Dave Tucker
Chris Turner

Liat Tzur

Donald VanHiel
Joshua Viverette
Beth & Hugh Warner
Lindsey Wasson
Kimberly & Terry Wasson
Philip Webber

Peter Webster

Fran Welch

JoAnn & Clint Welsh
Robert Wilson

Brittnei Winder

Julie Wink

Dana Wolf

Dean Wolf

Melissa Wolfenbarger
Jacquelyn Wooldridge
Jessica Yoder

Melia Jessica Young
Patricia A. Young

Zia Zakai

Biff Zoephel

Maria Zwilling

Nancy & Tom Zydler
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Individual Donors, continued.

Corporate and
Foundation Donors
Jan1-Sep1,2018

Adore Real Estate
Company
Advance Pools, Inc.
Alexion Pharmaceuticals
Amazon Smile Foundation
Andrew P. Caneza Family
Foundation
Applied Materials
Bass Audiology, LLC
Berks New Homes, LLC
Brown & Brown

of Delaware, Inc.

BWW3831 - Foursome, LLC

Dreifuss Bonacci &
Parker, PC

Eli Lilly and Company

Ernstrom & Dreste, LLP

Fondulac District Library

Forcon International Corp.

Genentech USA

Grossnickle Eye Center,
Inc

Highmark

Hillwood

International Paper

Kendra Scott LLC

Kilmore Eye Associates

Lilly

LLC Poly-Wood

LLR, Inc.

LM Cohen & Co.

Louie’s Bar and Giill

MFS Investment
Management

Novo Nordsik, Inc.

Order of Alhambra El Camino

Caravan #270

Queen of Peace #91
Royal Cup Cofee and Tea
St. John Neuman Catholic

Standard Insurance Company

TASC

The Paul Hayes Group, Keller

Williams Realty
Thomas Realty Inc.
Titus Leasing Company

Torre Lentz Gamell Gary Rittmaster

Tritan Metal Products

TSSUS Minnesota Chapter

TSSUS Texas Gulf Coast
Chapter

Turner Syndrome Colorado

Whimsy Art Studio

School

WSFS Bank

St. Mary’s R.C. Church Society

Honorary & Memorial Donations

In Honor of

Claire Allen

Dorothy Baume
Ashlyn Belnap
Madison Brown
Sophia Campbell-Saito
Emilia Cardosi
Abbie Carlson
Kelsey Cavanaugh
Cecilia

Emily Cook
Mercedes Davalos
Evelyn DeFelice
Katie Demerly
Ashlyn Dixon

Nola Marie Douglas
Hannah Dunn

Toni Farrell
Violet Fisher
Lauren Gee
Taylor Giannoni
Donna Goodman
Alicia Graham
Jennifer Groll
Susie & Mike
Gutenberger-Fitzpatrick
Mary Pat Haley
Brittany Hinsey
Tyrone Howard
Adelynn Kriegler
Mark Livinn
Tatianna Marez
Emily Miels
Zoe Miramontes
Rosemary Morris

6 Things, continued from page 12

Much of the knowledge | have shared here, | learned in moments
of desperation during the past 22 years. | began to see what a
difference my research made in my daughter’s life, so | kept going.
She is an amazing young woman who does not let anything stop
her, certainly not her health conditions. She will soon be a college

graduate, and she has an exciting future ahead of her!

It's not easy being the caregiver of a loved one, and it takes a lot
of work and emotional stress. Make it easier on yourself by doing
these six important things:

w o,

Kendra Newman
Rebecca Nygaard
Katie Parker
Jenna Planeaux
Harper Daisey Prince
Leah Rigley

Cece Russo

Lucy Shoemaker
Sophie Shomette
Addison Sielaff
Lois Smith

Bryn Stechschulte
Amanda Stennett
Maria Suhon
Caitlin Sullivan
Erin Timmermann
Gray Winters
Anneke Wolpert

In Memory of

Adriel

Lily Anderson

Donna Landry Baudier
Heather L. Berens
Marian Rose Bonfig
Marian Broome

Stacie Brown

Elinore Cordova
Madalyn Mae Dieguez
Ruth & Joseph Fitzgerald
Heather Frederickson
Helen V. Gibbons
Izabella Grace

Jenna Hernandez
Donald Keyser

Audrey Kim

Rosalie Grace Knisley

1. Get Organized
2. Do your own research
3. Know which medical specialists to see

4. Become a medical expert

5. Follow your intuition

6. Find your tribe

Julia Lambert

Lilly Letsky

Joy Crespi Liebeskind
Sharon Mattison

Carrie Faye McDaniel
Tim Neff

Revy James Novak
Morgan Daisy Peterson
Marion Turner Quinn
Matilda Faith Ralph
Anthony Paul Romano
Gabby Santoro

Lillian Schuster

George Suhon

Allie Usher

Penelope Vanvoorhis
Emeryelle Grace Warford

TSSUS Butterfly Society Donors

Ashley Abbott

Brianna & John Adams

Jamy Amaya

Scott Andler

Deborah A. Andrews

Anonymous

Roxanna Askam

Monica Autrey

Cathy Axthelm

JolLynn & Christopher
Backes

Hilda Baker

Elizabeth Bandow

Fanya Baram

Becky Barnes

Anne Bethel Barrett

Julie Bastedo

Catherine Baume

Marsha Baumgart

Laura Becker

Kaylie Bekkerus

Neomi Belcher

Carol Bernabei

Gary & Suzanne Billman

Audrey Bixler

Debbie Black

Harold & Jane Blom

Mira Blumen

Natalie & Steven Bonfig

Amie Lyn Bostian

Whitney Nicole Brade

Janine & Tom Braman

Katie Braman

Katie Braun

Teresa Brazil

Dominica Breard

Kristen Broderick

Linda Broderick

Lara Brown

Madison Brown

Melanie & Keith Brown

Sherri Brown

Evelyn C. Bruce &
Thomas James

Jessica & John
Brumbach

Kim Buckley

Mary Buckley

Priscilla Buczko

Taler A. Bullock

Kristina Bunch

Linda Burque

Cheryl Burton

Christa Bustamante

Renee Butera

Maria & George
Camacho

Nona & Papa Cardosi

Jessica Carlough

Melissa Carlucci, MD

Mary Kay & Sal Carta

Elisa Castro

Melissa Caulum

Timothy Claxton

Anne Cocci

Harold Cohen

Carol Collins

Kathy Collins

Jessica Conroy

Livia & Alan Cooper

Amber Cordova

Ashley Cormier

Annie Coughlin

Timothy Couture

Carol & Kemp Crawford
Charlotte Crawford
Robert Crawford
Janice & Timothy Crow
Denise Culin

Colleen Curby

Ann Shelton Currie

Jen & Ron Czarnecki
Nancy Daman

Diane Dance

Jennifer & Vincent Daniel
Tania Danner

Randal Dawson

Arielle Dechabert-Ostland
Tiffanie Denig

Jennifer & Philip Denino
Michelle Dharte

Shane & Lauren Dickerson
Holly Dickmeyer
Loralee & Gene DilLorenzo
Tamara Douglas

Troy Douglas

Gigi Dover

Robyne Beth Drexler
Christina Michelle Driscoll
Marcia Duggar

Laurie Linn Duke
Sonya & Jerry Dungan
Xavier Durand-Hollis
Barbara Dutt

Ethel & Kevin Dwyer
Marilyn Dye

Jean Eakin

Julia Lynn Ebenreck
Jackie Edwards

Mark Edwards

Donna Eggen

Brenda Elizondo
Margaret Eng Go
Dorothy Engle

Casey H. Ensminger
Nicole Ernst Boris

Toni Farrell

Patricia Fechner, MD
Elizabeth & Patrick Finley
Gerald Flaig

Ashley Fleming
Jennifer Fletcher
Barbara Flink
Stephanie Flores
Joanne Foodim, MD
Vicki Ford

Tobey & Billy Forney
Candace & John Forte
Elaine & Art Frazier
Donna G. Frey

Charles Friel

Carrie & Steve Fronek
Nanette A. Galbraith
Hope Garcia

Rocio M. Garcia
Connie Jo Garland
Nancy Garner

Tracy Garner

Brenda Gasca

Wanda Geisbush

April Lynn Gibbons
Patti W. Gibbons
Carolyn Gibbs

Cheryl A. Gibbs

G.Gary Gibbs, MD
Renee Giles-Casper

Meagan Given
Hannah Goetz
Jennifer Goldbeck
Marianne Goltsos
Debbie Gomez
Karen & Mike Goodman
Erin R. Graham
Kim & Adrian Graham
Christine Gross
Christine Grossoehme
Brenda Gruwell
Ebru Kadriye

Gultekin, MD
Ammy Gutierrez
Stephanie Guy
Cheryl Hanaway
Edrie Harrington
Elizabeth Hartsell
Susan & Craig Haskins
Stephanie Hedbor
Julianne Morelli Heinisch
Delora Rose Helco
Linda & Ken Heller
Jennifer Michelle Helzer
David Hendrickson
Carla Rae Henningsgaard
Dionne Henry-Clarke
Susan Heskins-Lazar
Siobhan Louise Hill
Stacey & Douglas Hinsey
Kathleen Hoffheimer
Jennifer Holle
Andrea Horner
Jennifer Hunt
Helen Ingram
Daniela Janceski
Rebecca Jenkins
Paula Johnson
Elizabeth Anne Jost
Linda Kalb
Cynthia Keehler
Linda Keely
Bria Kelly
Cindy & Paul Kenward
Misty C. Klaiber
Elaine Klimek
Nicole & Thomas Knisley
Lee Koffler
Karen & Daniel Krane
Leigh Kratka
Barbara Krauser
Tristi & Tim Kriegler
Racheal Kunesh
Charlene Crickon Kushler
Jennifer Law, MD
Mary Lawrence
Lindsay A. Leach
Leslie C. Leber
Lindsay Lee
Kathleen C. Lelonek
Christy Lentz
Julie Leon
Carmen Lesieur
Lynn Lesieur
Gregory Lewis
Marjorie Lewis
Mary Limbach
Lisa Lindsey
Barbara Lippe
Megan Litkenhous
Wanda (Wanhe) Liu
Kassandra Livingstone
Mandy Long

Evan Los
Christina Losoya
Margaret & Paul
Lumpkins
Heather Lynch
Donna R. Maas
Kathleen Maley
Roberta Marcigan
Marlene Mardis
Patricia Marques Barros
Andrea McCarthy
Stuart McCracken
Celia McGowan
Connie McManus
Debta McMichael
Erica Melman
Catherine Ward Melver,
MD & Kevin Melver
Emily & Edward Metcalf
Marcia Micklos Craig
Emily Miels
Kim A. Miels
Jennifer J. Miller
Jennifer Milton
Nicole Moffett
Abby Montag
Patricia Chris
Montemayor
Dean Mooney, MD
Season & Donovan
Moore
Mel Morelli
Lauren Morrow
Molly Moursi
Isabell Munoz
Kenneth Nakakura
Kim Nelson
Alice Niedelman
Lesley Ann Niemy
Blake C. Nixon
Kara F. Nolan
Audrie M. Noll
Renee Nowacki
Carrie Odom
Jennifer Odom
Lisa Diane Pack
Tobey Pafundi
Lisa Palomba
Lori Pawlik
Adrianne Peterson
Debra Pettit
Barbara Ann Phillip
Hannah Polashek
Stephen Pool
Ann & David Pope
Ashley Pope
Michael Powell
Siddharth Prakash,
MD, PHD
Kimberly Prince
Kymberly Pyeatt
Teri Raffel
Diana Raimi
Kaitlyn Ralph
Sarah Raybourn
David Redding
Alison K. Reigle
Jeanne Reigle
Mary Reilly
Sarah Rensel
Ann Reynolds
Donna Rice
Danielle Richard

Nikki Rinkliff

Licenia Rojas

Sarah Rolfe

Lisa & Tom Romeo

Janis Ross

Bonnie Sue Rubis

Daine Saito

Victoria Sanchez

Christine Sartori

Teresa Scafati

Mary Schneider

Eyvonne Scurlock

Lisa & Michael Sears

Deimante Sefleryte

Mark Seward

Linda M. Shank

Veena Sharma

William Shieh

Brenda Short

Sarah Shutt

Billi Jo Sielaff

Kirt Simmons, MD

Claire Simms

Janie Sitton

Laura & Clifton Sivadge

Sarah Skinner

Lauren & Brent Skiver

Nikole Slagal

Guowei Slieh

Cheryl Smith

Karla Smith

Michelle Smith

Natalie Smith

Sabrina & Eric Smith

Sarah M. Smith

Shae Smith

Stephen Smith

Soaring Butterflies for
Turner Syndrome

Kate Spencer

Barbara Speni

Ann M. Stamp

Joanna R. Stank

Sharon Stanley

Marchell D. Stephens

Trisha Stork

Jamie Stowe

Beth Suhon

Anna Sullivan

Anne & Dan Sullivan

Maria A. Sullivan

Anonymous

Deanna Swanson
Michaelena Teachmond
Debra Terzakis

Susan Thaxton
Stephanie Thompson
Katie Thorson

Ann M. Tompkins
Jane G. Tumminia
Jeanne Tutolo
Jennifer L. Uhrich
Robyn L. Upton
Dawn Uyehara

Molly Van Gilder
Leah Van Hoozer
Becca VanVoorhis
Maureen & Ray Wakenell
Krista Walker-Frederick
Jennifer Anne Wang
Kelly Watson
Kimberly Wawrzonek
Wanda Welch

Laura Whamond
Jane White

Kaye Wickstrom
Susan Wilkins

Mary Wishnew
Christina Witten
Marian Wolfersteig
Ann Marie Wood
Bethany Wood

Lisa Wright

Laura Wuertele

TSSUS Board
of Directors

Dorothy Baume

Nancy & Jason Bryant

Elizabeth & Andrew
Fontenot

Mysti Harrison

Emily Havrilak

Jessica & Jeff Hynes

Rosemary Morris

Michael Silberbach, M.D.

Sarah & Daniel Sullivan

TSSUS Staff

Becky Brown

Deborah & Jimmy Rios
Cindy & Billy Scurlock
Shawn & Thomas Wier
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Turner
Syndrome
Society

® of the United States

11250 West Road, Suite G
Houston, TX 77065
www.turnersyndrome.org

Membership in TSSUS

Now more than ever, your membership is making an impact on
the lives of those with Turner syndrome and the people who love them.
The Turner Syndrome Society is advancing knowledge, facilitating research,
and providing support for all those touched by TS.

When you renew your membership or become a member of TSSUS,
you become a vital part of our mission. TSSUS membership is available is
June 28-3 0’ 2019 three levels: individual, family and professional, starting at $45/year.

Embassy Suites by Hitton Visit www.turnersyndrome.org to become a member today!
Nashville SE Murfreesboro




