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OUR SOCIETY IS PREPARED FOR THE FUTURE

Celebrating our 30th Anniversary!

This year, we celebrate the 30th anniversary of the founding of
TSSUS. As Ilook back on the history of our Society, | can’t help
but feel nostalgic about how far we've come since 1987. Skimming
through the bulging white binders labeled “Newsletters” and
“Conference Brochures,” one overarching theme becomes
apparent: making connections. People sharing experiences
initiated our Society, caring about our health and the needs of
others keeps us focused, and our united strength advances us. The
mission of the Society has evolved to meet more ambitious goals
over the years, but our sincere support of the TS community never
changes.

In 1989, TSSUS introduced the first TS: A Guide for Families and
TS: A Guide for Physicians and distributed these free resources to
everyone who needed them. The Guide for Families continues to be
the most popular TS publication available. TSSUS committed $10,000 to the professional
symposium in 2016 to support the revision of the TS Clinical Care Guidelines for use by physicians
managing TS. ATSSUS newsletter from 1989 called the “Turner’s Syndrome News” highlighted
summer picnics, presentations held by groups, research opportunities, conference updates, and
even letters and pen pals. It's amazing that the services and events that were valued by the TS
community years ago are still requested in 2017.

Twenty years ago, in the Spring edition of TS News, “FDA
Clears Growth Hormone Therapy for TS” was the cover
story. TSSUS helped Lynn Tesch, Susan Jennings, and
Jessica Stout bravely testify in court to the Food and Drug
Administration (FDA) that growth hormone therapy
positively affected their lives and should be approved for
use in Turner syndrome cases.

Today, 30 years later, our Society continues to
significantly support the TS community. Because of
changing times, coupled with our unwavering commitment
to the TS community, we have updated our guiding
statements.

Our mission:

“TSSUS advances knowledge, facilitates research, and
provides support for all touched by Turner syndrome.”

Our vision:
“Every woman and girl with TS will have cutting edge health care, ensuring the best quality of life.”

| believe the Society’s newly-drafted and recently-released Three Year Strategic Plan will interest
you, as it explains how we intend to meet the needs of the TS community moving forward.

Here are a few of the exciting things we are currently working on:

- Registration for the July conference in Denver is underway

- More than 1,000 people are inspired by others with TS on the TSSUS online message boards
- The TSSUS-funded Turner Syndrome Research Registry (TSRR) has 575 participants

- TS Days are being finalized in cities around the nation

- Turner Topic Patient Guides are being created

- TS Clinical Care Guidelines revisions for physicians will soon be released

- A new patient friendly version of the Clinical Care Guidelines is being developed

In between issues of TSS Connect, we will continue to announce opportunities and progress
updates through emails and the Society’s Facebook page. Thank you for being such a key part of
the Turner Syndrome Society of the United States.

Sincerel\/,cﬁ.A QBQM&\D&_J

TSSUS Executive Director



THOSE MAGICAL WORDS

- Courtney Strauss

Ever since | was a little girl, | have only ever dreamed of being two things: a teacher and a
mom. As | got older, my life started falling into place. | got my first teaching job, married my
best friend, and bought a house. Yet, something just seemed like it was missing—a baby.

When | was diagnosed with mosaic Turner syndrome, the doctor told my parents that |
wouldn't be able to have children. Both for my parents and myself, this was very hard to hear.
Fast-forward 23 years to 2016, when my amazing husband and | embarked on the biggest
Jjourney we've ever been on, IVF. After consulting with our knowledgeable and supportive
team of doctors, we decided to do a frozen embryo transfer using a donor egg.

Our IVF journey was the most amazing, emotional, rewarding thing we have ever done. We
had our first transfer May 17, 2016 and found out two weeks later on May 31, 2016, that the
transfer had worked and we were pregnant! We had waited so long to hear those magical
words; we were both shocked and thrilled! On January 12, 2017, | gave birth to our healthy,
beautiful baby girl, Olivia Grace Strauss.

Olivia filled in the missing piece of our life. She completes our family. She is truly a blessing
and we are thankful for her each and every day. «

Cover Story

While infertility is a very painful
reality for many women with Turner
syndrome, a small percentage are
able to conceive naturally, and a
growing number are conceiving and
giving birth with the help of egg
donation and in-vitro fertilization.
Still, others are becoming parents

through the gift of adoption.

The stories shared in this issue are
meant to give hope and share in the
joy of these women in our
community, while in no way
minimizing the pain of those who are

living with infertility.

MIRACLES CAN HAPPEN

- Ashlea Danberry

My name is Ashlea Danberry, and | was diagnosed with mosaic Turner syndrome at the age of ten. | am now
33 years old. Words cannot begin to describe how lucky my husband and | have been. With the help of
modern medicine, | have been able to give birth to two boys and even breastfeed them! For women with TS,
one of the biggest concerns with pregnancy is making sure that your blood pressure and heart can handle the
stress. My story is no different.

| underwent a fresh 5-day donor egg IVF embryo transfer on 6/13/2013. For this cycle, | solicited the
assistance of the Center for Reproductive Medicine in Minneapolis, MN. | walked into the clinic already
armed with cardiac MRI results from a few months prior, knowing full well that the test would be requested.
Sure enough, it was one of the first questions asked of me: “How is your heart?”

Upon pregnancy verification, | was released to my regular OB/GYN. She, of course, referred me to the
maternal/fetal medicine department at the University of Minnesota. From there, | saw a cardiologist every
trimester. | also had another echo six months after he was born. Everything still looked fine at that point.

Interestingly enough, | did show signs (around 33 weeks of gestation) of preeclampsia. Normally, my blood
pressure is on the lower side (100/70), but it shot up around 150/100. They monitored me closely at that
point, and | delivered him at 36 weeks and 2 days gestation (only because my water completely ruptured). My
son was born on February 3, 2014. My blood pressure returned to normal very soon after that.

With that initial round of IVF, we were also blessed with two additional viable embryos. We, of course, opted
to cryopreserve those embryos and underwent a frozen embryo transfer on January 11, 2016. This resulted in
my second son. | carried him to 38 weeks and 1 day gestation. This time around, | showed no signs of preeclampsia; but again, they did an echo on my heart
during my second trimester. | also had another MRI at 31 weeks. | have to admit, lying on your back in that confined tube for nearly an hour while 31 weeks
pregnant was insanely uncomfortable. | should have had the MRI done just prior to the frozen embryo transfer, and then the cardiologist probably would
have been satisfied with a second echo in lieu of the MRI during my third trimester.

My second son was born on September 15, 2016. With him, my cardiologist ordered an echo 48 hours after birth and then again one month after he was
born. Both showed no abnormalities. She also requested | have another MRI done this fall (one year after his birth), which | will do.

Another concern is the stress labor itself (mainly pushing) can cause on the heart. My first son was born cesarean, but it was because his heartrate began to
drop. It had nothing to do with me. My second son was a VBAC (vaginal birth after c-section) birth.

| hope that my story is encouraging to other TS butterflies—my two sons are proof that miracles can happen!
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Mother’s Day

MOTHER’S DAY STORIES

Happy Mother’s Day!

My name is Carissa Caulum.

| am 22 years old, and | was
born with Turner syndrome.
My mom is Melissa Caulum
and we live in LaCrosse,
Wisconsin. Ever since | can
remember, my mom has gone
to almost every doctor’s
appointment with me. When |
started attending
conferences, she went with

PHOTO
Carrissa and her mom, meeting some of the
football players from the Chicago Bears!

me. | think sharing these
experiences is why we are so
close now. When we go to
conferences together, | feel our bond grow closer.

Since my open-heart surgery in Fall 2009, | have regular appointments at
the Children’s Hospital in Milwaukee. My mom and | have a tradition. We
go to Dave and Buster’s to eat dinner and play games, then we go to the
Cheesecake Factory to get cheesecake and take it back to our room to
eat. It’s the part of going to the Children’s Hospital that | always look
forward to. For me, this tradition helps me escape and just live in the
moment. Also, this tradition is a time when my mom and | relax and have
fun together. My mom is a very special person to me and would not be
who | am today without her. ¢

When the adoption agency
called us to ask if we would take
a little baby girl with Turner
syndrome, we didn’t hesitate,
even though we knew nothing
about TS! Over these 21 years,
we have had trials, struggles,
frustrations, and many happy
and exciting times too. But
more than that, we have
rejoiced at the blessing Brittany
has been in both our lives and

PHOTO
Lynda Taylor and her daughter, Brittany.

those of many others. We have
celebrated every one of her
accomplishments, ranging from finishing 14 years of nightly growth hormone
shots, to two proms, to graduating from high school with her Early Childhood
Certification, to playing soccer in high school, to her years in college, and
now having her first job! Each new phase (bringing both challenges and joys)
has been a wonder to be a part of and God has been faithful to provide
everything we have needed.

Brittany and | enjoy our mother/daughter times together, or “GNO’s” as she
calls them (usually a Salad Works and movie night!) She is her daddy’s girl and
is still learning that she will always be his little girl who he wants to care for.
She loves spending time with her brother, and as protective as he is of her, he
loves to spend time with her also. They go to the movies, or the nearby 2nd &
Charles store, or spend time at his place, or even at a Star Wars event.

As her mom, | am so thankful and honored that the Lord has entrusted me to
help bring her up into the young lady she is becoming. What a great
reflection for Mother’s Day!
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My name is Houston Whitson.
I am 25 years old and have
mosaic Turner syndrome. | lost
both my parents before | was
15 years old. After my mom
passed away, her parents - my
grandparents - had the task of
raising my siblings and |. They
took really great care of us.

| noticed | was shorter than
the other girls in my class; |
was always the runt of the
crowd. So, we went to the
doctor to find out why. The
doctor didn't have answers, so
they referred us to Wake
Forest Baptist Medical Center. That was where our adventure began. It
was there, when | was around 13 or 14 years old, that | was diagnosed. After

PHOTO
A warm embrace by her grandparents at
Houston’s highschool graduation.

the diagnosis, we spent a whole day running tests and getting blood work
and ultrasounds. My grandmother took me to every appointment. We have
special memories about our favorite breakfast spot, where we went after
my appointments every 6 months. She is very special to me, and my best
friend. She managed my appointments and any contact or calls with my
doctors. She always made sure | had proper care. She is still my rock and
has been such a big supporter of me through my struggles with Turners.

Thank you, and | hope our story is the one you are looking for!

What | have to say is far less like a
story and far more like a bumpy
Jjourney. It's a journey that has my
daughter and | on a road that goes
on for miles! There are many
bumps on this road, but | try my
best to add joy and laughter along
the way.

My beautiful daughter Madison was
not diagnosed till the age of 7, even
though | knew there was an issue
even while she was still in my womb.
So many doctors told me that | was
Jjust worrying too much. But what

PHOTO

Debra Veazey and her daughter
enjoying the day together. mother watches her daughter not
growing, not eating as an infant,

falling so far behind on her growth chart, and being told she has a kidney

disorder, and not worry?

My wish for her is to always feel like having Turner syndrome is a not a
stigma or a negative status, it's a special quality that makes her unique! She
is the kindest soul and no matter what, she will remain that way! | will
always be there for her. She has taught me to be a better person. For every
other butterfly, you are all special and unique and may God bless you

forever! ¢



MY JOURNEY TO MOTHERHOOD

- Rebekah Hill

Growing up, there was never a doubt in my
mind about what | wanted to be: | was going
to be a teacher and a mom. | wasn't going
to let the fact that | was diagnosed at birth
with mosaic Turner syndrome (45X, 47
XXX,) prevent me from doing just that. |
met Jon, my husband of 15 years, during
my freshman year in college. We dated for
two years, and got married two days after |
finished my student teaching. We moved to
Nashville, TN and | got a job as an
elementary teacher. When we had been
married for 4 years, we decided it was time
to look into having children.

| researched IVF (in vitro fertilization) for
hours on end. In January 2005, | went
through my first cycle of donor egg IVF. It
was unsuccessful. My doctor made a few
medicine adjustments, and in May 2005, |
went through my second cycle of IVF using
frozen embryos. | wasn't supposed to, but |
took a pregnancy test at home before |

went in for blood work to see if the cycle
was successful. It was positive. | was speechless. My blood work that day revealed | was
pregnant with probable multiples. | went in for an ultrasound a few weeks later. They saw
twins with two strong heartbeats and the spot where a third baby had started developing but
didn't keep growing. My twin pregnancy was uncomplicated until 33 weeks, when | developed
preeclampsia. My healthy twin girls were born at 34 weeks and 5 days. After a short NICU
stay to gain some weight, my girls, Cambrie and Haley, came home. Cambrie and Haley are
now 11 years old, and even though they are polar opposites (both in looks and in personality)
they are best friends.
When my twins were preschoolers, | went through two more cycles of IVF using our
remaining frozen embryos. Both of those cycles resulted in unexplained miscarriages. |
immediately started looking into adoption. We knew we wanted to adopt a newborn baby
boy. | got the name of a social worker and we began the home study process. When our
home study was complete, the social worker told us about a new adoption agency that
worked nationally, that was looking for adoptive parents. | didn't waste anytime contacting
and signing on with that agency. We put together our family profile, and a few weeks later,
we were active! Just four months later, on January 18th, 2006, | got a phone call. It was our
adoption agency wanting to know if we were interested in a baby that was going to be born
the next day in South Carolina. We immediately said YES! The agency didn't know gender,
health, race or anything else. A few hours later, the agency called us back and confirmed
everything with us.
We kissed our girls goodbye, (they stayed with my parents,) and jumped in the car with
nothing more than a car seat, a pack and play, and some white onesies. We arrived at the
hospital early the next morning. We were quickly ushered into a waiting room with no
explanation. Five minutes later, we were walked through an unmarked side door into the
hospital nursery. There was one baby in the nursery. The nurse looked up and said to us,

continued on page 10
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Forte Organizers

OWNING MORE THAN YOU NEED COMES WITH CONSEQUENCES

- Lori Firsdon

For my birthday this year, my
husband surprised me with a mini
vacation. While we relaxed by the
pool, a young boy went running past
our chairs. His mother called out,
“No running, stop running!”

He didn’t slow up one bit. In fact, he
started laughing and picked up his
pace. He continued to run because
he was unaware of the consequences
he could suffer by running around
the pool.

His mother knew them. He could
slip and hit his head, stub a toe, or fall into the pool and drown.

If someone explained the consequences to him beforehand, he may
have slowed his pace when his mother reminded him not to run.

This poolside incident reminded me of the many people who share
with me how they feel like they are drowning in their homes,
surrounded by the accumulation of stuff they collected over the years.
They filled their homes to near capacity because they weren’t
thinking about the consequences they would suffer as a result of
owning more than they could care for.

When you think about the consequences of keeping too much
stuff, you can change your behavior. Knowing the drawbacks of
being emotionally attached to stuff, will help you wean your-self
from objects and stop the drowning feeling.

As you read through the consequences listed below, think about
how you are being affected by your stockpile of stuff.

Wasted time. Wasting time looking for things in your home takes
you away from doing things you enjoy. You're also stressed as you
try to find what you are looking for.

Emotionally drained. Are you tired of thinking about all you've
amassed and worried about how you are going to get out from
under it all? Are you losing sleep from this anxiety?

Physically challenged. Are you constantly frustrated while trying to
perform the simplest of tasks because extra stuff is in the way? Do
you feel like you are walking through a complicated maze to get
from one room to another?

Bullied by others. Do people make fun of you because you're disorganized?
Exhaustion. Do you avoid coming home because dealing with all
your stuff is stressful? Your home should be a place you retreat to,
not run from.

Arguments. Are your relationships in danger of ending because your
loved ones no longer have the patience to deal with it all?

Socially isolated. Do you feel lonely, but wouldn’t dare ask anyone
over for fear of them judging how messy your home is?

Wasted money. Do you waste money buying more things because
you can’t find what you already have?

Misdirected energy. |s your emotional energy being spent coveting
possessions instead of spending time with your loved ones?

Lost opportunities. Do you have trouble acting quickly when
unexpected opportunities present themselves?

Refer to this list as you look through your things and determine if
what you own are life jackets that keep you buoyed in life or
anchors that hold you under.

Once the mother caught up with her son, | could hear her
explaining the consequences of running by the pool. He didn’t run
for the rest of the afternoon. Look over this list. What changes can
you make to lessen your consequences?

Lori Firsdon owns Forte Organizers in Centerville, Ohio. She does onsite
organizing and speaking engagements. For more organizing tips, visit
www. ForteOrganizers.com. Reprinted with permission.

UPDATE

w Turner Syndrome

Research Registry

\

Thank you to everyone who has signed up for the TSRR! Our TSSUS Community is coming
through as always! We have 570 registered participants, but approximately 147 have not
started or finished the survey. You may have received an email recently asking you to finish

the survey. We need at least 500 finished surveys to attract researchers.

6 tssus.org

If you need any help with the TSRR, please call the National Office at 1-800-365-9944 or email
Natalie@turnersyndrome.org. There is also a “Step-by-Step Guide” on the TSRR page on the
TSSUS website for help filling out the registry. We want to help!
- The registry is a highly secure site therefore you may only access it from a computer.
Smart phones are not secure enough.
- You may go to www.turnersyndrome.org to find out more about the Research Registry and sign up.
If you would like personal assistance, such as registering by phone, please call us at 800-365-9944.
- Spread the word! We need to reach outside the TSSUS community so please share our posts.

Participating in the TSRR empowers you to make a major difference. TS researchers
and health care providers cited the TSRR as essential to advancing TS research! «
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EDUGATIONAL CONFERENCE

Celebrating 30 years of Creating
Awareness, Promoting Research,
and Providing Support for all those
touched by TS.
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‘DENVER COLORADO

July 21-23, 2017

¢

More information on our website!
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Turner Syndrome Society of the United States
wants to help you celebrate!

Find out more on our website!

N NForward
dMotion

COACHING

Barbara Bissonnette
Certified Coach

Training & Consultation - Employer Resources
Career Development Coaching for Individuals with
Asperger’'s Syndrome, Nonverbal Learning Disorder &
Other Communication Challenges

www.forwardmotion.info

In-person coaching available in Massachusetts.
Skype and telephone coaching available nationwide and in Europe.
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Fundraising

ARIZONA RESOURCE GROUP

- Kelly Shea Jasper

TOTAL RAISED $5,000

Team Captain Bethany
Wood, total raised: $640

Team Captain Cosette
Dover, total raised: $175

Team Captain Heather
Austin, total raised: $50
Team ZoZo, Team Captain
Teresa Minarsich, total

raised: $40

My name is Kelly Shea Jasper and | am the leader of the Arizona Resource Group. Recently, we had a Chasing Butterflies Walk for Turner
Syndrome on March 4, 2017 at the Phoenix Zoo. It was a beautiful, sunny, 80-degree day in the valley of the sun. The event was great and
everyone told us they had a really good time. All registered walkers got Zoo bracelets and were able to enjoy the rest of their day at the Zoo.
It was great to see so many people making connections.

| gave some opening remarks, and then introduced Professor Leah Randolph from Arizona State University who spoke on behalf of the
President of ASU, Michael Crow, and Teri Pipe, the Dean of the College of Nursing and Health Innovation. I would like to take this
opportunity to thank Professor Randolph, as well as the following people:

- Raul from Golden Key International Honor Society ASU Chapter - Amy Howard and her assistants at the Phoenix Zoo

- Katie Thorson, our Bronze donor . Alexis Friddle from ASU, who served as our medic

- Karina Palomino, leader of the Business Planners at West team ASU - Sarah Lamp for facilitating an interview at Channel 12 on Arizona Midday
club, and the ASU volunteers who came with her with Destry Jetton about Turner Syndrome and our Chasing Butterflies

- Glenda and Jim Reid, who ran our walk-up and sales table Walk

This event was truly a volunteer effort. We could not have done this without them. Our volunteers also brought water, fruit, donuts and

protein bars. We raised about $8,389.50 in total donations this year including $2,315.00 from Fuil Celtic.

In February, for Turner Syndrome Awareness Month, | was happy to receive a proclamation from the Governor of Arizona, Doug Ducey,
making Fegruary Turner gyndrome Awareness Month and March 4th, the day of our walk, Turner Syndrome Awareness Day. This was a
first-ever proclamation for Arizona.

It’s been a very busy last few months of TS Awareness and fundraising in Arizona. As for me, | am preparing to graduate in May Summa
Cum Laude with a éS in Integrative Health from ASU’s College of /\Fursing and Health Innovation.

Always remember, Butterflies, you can do anything you set your mind to do because we rock!

FLORIDA RESOURCE GROUP

Chasing Butterflies Walk in Ft. Walton Beach, Florida.

— I

The Florida Resource
Group held their walk on
February 25, 2017.

TOTAL RAISED $6,056
Hosted by Carrie Odom

Team “Chasing Butterflies”

with Brianna Wolfle

TOTAL RAISED $1,145
Team Captain Sharon Wolfe

8 tssus.org



SEEDS OF FAITH CELEBRATION

A benefit gala for Leaping Butterfly Ministry.

On February 23rd, during National Turner Syndrome Awareness Month, Leaping Butterfly
Ministry in Houston, Texas hosted its 4th annual Seeds of Faith Celebration fundraiser. The
evening’s theme was An Evening in the Garden and it was held at The Woodlands Country
Club. The night included dinner, cocktails, and dancing, along with a raffle, and both a silent
and live auction. Speakers for the program were mothers of TS daughters: Ashley Pope, Kim
Graham, and Cindy Scurlock, with a video presented by Emily Markowski, Rosemary Morris,
and Debbie Browne.

Over 100 were in attendance, along with many wonderful sponsors, including:

- Circles of Hope Foundation

- Turner Syndrome Society of Texas, Gulf Coast Chapter

- John and Ashley Pope

- Kelly and Cindy Parker

- Dean and Draper Insurance

The evening grossed $87,000.00. This has given Leaping Butterfly Ministry the opportunity

and blessing to award:

- 26 scholarships to TSSUS’ 2017 Summer Conference in Denver, Colorado
- 7 sets of hearing aid scholarships

- Programs for those attending the conference

- Partnership with Texas Children’s Hospital for their Echocardiogram Room
- Funds for research and awareness to TSSUS

Please join us at our next celebration on Thursday, February 22nd, 2018. If you are not able
to attend, then we invite you to visit www.LeapingButterfly.org to learn more about us.

Help us help others. «

Fundraising

CALIFORNIA RESOURCE GROUP

Over 100 people attended the Chasing Butterflies Walk in Sacramento, CA!

; o g e e, g TSSUS Chasing Butterflies Walk
- ' Hosted by Erica Bautista

TOTAL RAISED $4,900

Team Tatiana Super Crew, Team Captain
Jessica Morales raised: $1,080
Team Ceded, Team Captain Erica Bautista
raised: $550
Team Captain Jacqueline Woolridge
raised: $510
Team Captain Dana Elizabeth raised: $400
Team Captain Amy Jimenez raised: $470
Team Captain Kimberly Jordan raised: $310
Team Captain Rosemary Morris raised: $310
Team Madam Monarch, Team Captain
Lea Harris raised: $120
Team Captain Shannon Mullings raised: $120
Team Captain Brandy Greening raised: $94

DID YOU KNOW?

You can set up your own personal
fundraising page to support the
Turner Syndrome Society!

It’s easy to set up, and you can

share your link with others via

e-mail, text message, or social
media within minutes.

To learn more about how YOU can
make a difference through Social
Fundraising, contacts:
shawn(@turnersyndrome.org or

deborah@turnersyndrome.org
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Community

JOIN THE CHASE
Upcoming Walks in 2017!
Newark, DE

Claysville, PA

Vancouver, WA

Cassopolis, Ml
Walk Syracuse, IN

Shippensburg, PA

More Walk info on our website!
www.turnersyndrome.org

> Take Action/Chasing Butterflies

WELCOME BECKY BROWN

TSSUS has a new staff member!
In February, Becky Brown enthusiastically began working as the TSSUS Director of

Development and Communications. In her role, she will focus on increasing financial support
for the organization, as well as on crafting clear and powerful communications that add value
to our members, supporters and the TS community as a whole. Becky is passionate about
servicing the TS community and has more than 20 years experience in senior leadership as a
director in the nonprofit sector. Most recently, she lead the development efforts at Target
Hunger and Shriners Hospitals for Children -Houston & Galveston.

Becky shares, "One of the biggest challenges facing nonprofit organizations today is the
notion that one must be among the extremely wealthy to be a philanthropist. We all have the
capacity to support the charities advocating for the issues closest to our hearts. At TSSUS,
our greatest potential philanthropists are our volunteers, the TS community, the medical and
professional community and our members who may not think a $10 monthly donation
matters. It's the seemingly small donations that can change the world." «

PHOTO

Left to Right

Rosemary Morris, Mysti
Harrison, Jeff Hynes,
Elizabeth Fontenot, and
Becky Brown

MY JOURNEY TO MOTHERHOOD

continued from page 5

"Here is your son.” Unbeknownst to us, he had been born just ten
minutes before. After the shock wore off, we were able to give him
his first bath, hold him, and feed him his first bottle. We named him
Brandt Micah. We were able to stay with him in the hospital
because his birthmother requested a closed adoption (no contact.)
Brandt is now 6 years old. He is all-boy and the light of our lives.
Two years after Brandt was born, | came across an article on a news
website. It was the story of Dr. Catherine Melver, and how she and
her husband adopted a little girl from China who also has TS. The
wheels in my head began turning. | sent out an email inquiry to
some international adoption agencies that worked with China. A
handful of agencies emailed me back and said that Turner syndrome
is rarely diagnosed in China. Most cases are diagnosed after the
child is adopted.

But | tend to be stubborn, and | don't like to be told no. |
immediately emailed TSSUS to see if they had heard about any girls
with TS that needed a family. TSSUS forwarded my inquiry to Dr.
Melver. Dr. Melver sent me a link about an older child with
suspected TS who lived in China. | contacted the adoption agency
that she was listed with and requested information about her. | took
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one look at her file and knew she had a sex chromosome
abnormality, but knew it was slightly different from Turner's. Jon
and | decided to proceed with adopting her because we knew she
didn't have many more chances to find a family due to her older
age. A ton of paperwork, and nine months later, we flew to China
and brought home Alina Jie. Once home, we immediately began
medical testing. It turns out that Alina has a variant of Turner
syndrome. Her sex chromosome abnormality is similar, but
distinctly different from TS. We immediately began her on growth
hormone. Almost three years later, at the age of 14, she is 7 inches
taller, speaks English, and is on the honor roll at school. According
to her bone age and her endocrinologist, she will hit 50" and
possibly be 51" (taller than me!) Pretty good for a little girl who was
4'0" when she came home and didn't start growth hormone until
she was 12!

I live a crazy and busy life with four kids and a husband. Like
everyone else, | have been through lots of ups and downs. | happen
to have Turner syndrome, but Turner syndrome has never had me. «



THANK YOU DONORS

January 1, 2016 through March 31, 2017.

Our Donors

TSSUS would like to recognize and thank the following donors who generously made a financial gift in support of our work to advance knowledge, facilitate
research and provide support for all touched by Turner syndrome.

If we have inadvertently omitted or made an error in the listing of your name, we apologize. Please contact us at tssus@turnersyndrome.org to correct your record.
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Christina Bingham
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Martha Cain
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THANK YOU DONORS  continued

Casey Ensminger
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Carlos Fonseca
Josephine Fontana
Elizabeth Fontenot
Joanne Foodim
Vicki Ford
Tobey & Billy Forney
Candace Forte
Douglas Fossum
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Brigid & Michael
Genetti
Richard Gentleman
Diane George
Norman George
Kathleen Geradine
Jean Gerken
Mary Beth & John
Giannoni
Helen Gibbons
Carolyn Gibbs
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Linda Kalb
Nicest Kang
Endri Karagjozi
Dawn Karagosian
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Gracie Mata
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Lisa Sims
Annette Simulia
Barb Sinclair
Shailendra Singh
Claude Sitton
Brent Skiver
Frncis Slavin
Patrick Slavin
Mallory & Garrett
Sloniker
Jill & Guy Smith
Dorothy Smith
Laurie Smith
Cameron Smith
Elizabeth Smith
Stephen Smith
Jan Snodie
Monica Sobala
Nancy Sobelson
Frances Soliven
Victor Soliven
Lynn Somers
Loretta Sorci
Quinn Sorensen
Christine Sorenson
Carley Spainhour
Lisa Spencer
Marianne Speni
Patricia Spicer
Mary Spicer
Michelle Spurlock
Melissa Squire
Susan St. George
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Beth Suhon

Brian Sullivan
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Rita Sunberg
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Julia & Dave Sutula
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Judy & Bernard Turner
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Jessica Wade
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Sarah Wait
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Doug Ward
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Jonathan Ward

Linda Ward
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Ronald Wier
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Catalina Williams
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Tasha Wimp
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Cynthia Winkler

Melissa & Clayton
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Nancy Wolf

Matthew Wolfe
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ONLINE TS COMMUNITY

Donald Wood
Bethany Wood
Vanessa Wooding
Marilyn Woods
Phillip Woods
Jerry Wooldridge
Jacquelyn Wooldridge
Jay Woolheater
Lori & Chip Woolman
Marjorie Wooster
Emily Wright
Virgina Wright
Casey Wynns
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Elaine Yerger
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Luciana Young
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Tracey Zarneke
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FOUNDATIONS
Amazon Smile
Foundation
Battlegreen Run
Foundation
Circles of Hope
Foundation
Danielle Demarzo
Foundation, Inc.
Erica Wells Huff
Memorial Fund
Finley Foundation
Fleming Charitable
Foundation
Leaping Butterfly
Ministries
Leslie Tulo Estate
Lowry Murphy Family
Foundation
CORPORATIONS
Ameriprise Financial
Bass Audiology, LLC

Bravelets

Cahaba Valley Learning
Center
Cahoots Corner Cafe
Capital City Bears
Ceco of Destin, Inc
Chad's Lawn Care
Colorado Bankers Life
Insurance Company
Congregational Church
of the Messiah
Courtyard Homes
Digital Federal Credit
Union
Eli Lilly and Company
Endocrine Society
Eugene Couture Farm
European Society of
Pediatric
Endocrinologists
First Christian Church
Flamingo Real Estate &
Management, LLC
Fleischman's, Inc.
Florida Medical Clinic
Flying "D" Racing
Stables
Fross & Fross Wealth
Management
Fuil Celtic
Genentech USA
Give With Liberty
Hard Times Trucking
Heritage Insurance,
Janet Yienger
J.O.B.E. Services, Inc
Jucade Medical Billing
Juice Plus
Kendra Scott
Laboratory Overlook
Medical Center
Lakehouse
Development
Management
Resources College
Manheim
Medtronic
Shell Oil Company /
Volunteer Houston
United Health Group

University of Florida
Whimsy Art Studio
ADDITIONAL SUPPORTERS
Girl Scout Troop 1632
Hudson High School

Jewish Colorado

Do you have an article suggestion, content

. Ly 5
A great way to connect with others! request or want your group highlighted?

Check out our Message Board at www.turnersyndrome.org

Please send any inquiries to
newsletter(@turnersyndrome.org

n Follow Us on Facebook
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Honor & Remembrance

HONORARY & MEMORIAL DONATIONS

The TS community proudly honors and remembers.

IN MEMORY OF

Edyth G. Berry

Mary Lou Bolton
Allison Hewitt Bond
Carolyn Bondy

Gianna Bella Bozzini
Emilia Gail Brender
Scarlett Brielle

Nadia Brzoska

Alia Raquel Byrne-Amaya
Melissa Chavez

Alaina Michelle Combo
Maya Brynn Corns
Victoria Grace Davis
Angelica DeFago
Maria Dretz

Howard Easoz

Pam Finson

Heather Fredericksen
RaShawne Good Friedenson
Catherine Joan Genetti
Marc Gerber

My Baby Girl

|zabella Grace

Lillian Grace

Lea Harris

Baby Herz

Erica Wells Huff

Stella Katharine Izzo
Annie Ruth Kelly

Ann Kennedy

Audrey Kim

Juliana Kim

Allie Kirkpatrick

Emma Claire Kvarta
Penelope Scott Landry
Aurora Rain Lovett
Alice Lyerly

Carrie Faye McDaniel
Hayley Renee McMillen
Lilith Parenti

Tami Peney

Morgan Daisy Peterson

Abree Dale Potter
Juanita Reichert
Hollie Sisk

Aubree Smith
Seymour Smulowitz
Levi Stamm
Carolyn Suggett
George Suhon
George Teixiera
Janae Touart
LaVerne Turner
Alllie Usher

Tedd Wakula
Emerylle Grace Warford
Kelly West

IN HONOR OF

Bailey Abbot

Caroline Alexander
Claire Allen

Reese Amburn

Tiffani Atkinson

Kaitlen Autrey

Emma Bach

Dorothy Baume

Alice Bays

Mackenzie Becker
Matthew Berres

Abby Bleich

Nicole Bonfig

Alex Boyle

Nicole Kristine Bradley
Sarah Braun

Becky Brown

Destiny Campbell
Jennifer Campbell
Sophia Campbell-Saito
Emilia Cardosi

Ashley Elizabeth Carlson
Ava Chanel

Lauren Clearly

Elise Cocci

Charlotte Crawford

Lottie Crawford
Natalie Cronberg
Jenna Culin
Madelyn Dailey
Claire Daman
Cadie Darnell
Ashley Dauphinais
Mercedes Davalos
Jean Day

Evelyn DeFelice
Janie Marie Diss
Ashlyn Dixon
Nola Marie Douglas
Cosette Dover
Addison Capri Doyle
Richard Drake
Megan Einck
Sarah Evans
Samantha Fontana
Elizabeth Fontenot
Mira Franz

Emily Fronek
Kathleen Geradine
Taylor Giannoni
Caitlin Gibbs
Caridee Gill
Jennifer Glazer
Alicia Graham
Wendi Green
Aubrey Groover
Cora Rose Gross
MARISA HAGAR
Rebecca Hailey
Sue Harrington
Kylee Hay

Lilie Hoadley
Carlin Jade
Kimberly Jordan
Brooke Kaczynski
Linda Kalb

Ava Kaplan

Julie Katzoff

Ernie Kaufman
Evelyn Kay

Mia Kayne

Eleah King
Adelynn Kriegler
Lara Krusniak
Eleanor LaBar
Erica Lambert
Sara Lapisto
Abigail Lemicux
Emma Lochmueller
Nova Long
Yvanna Lubbock
Bailey Lynch
Sydney Ann Mandeville
Tatiana Marez
Elsa Martin
Rebecca Martinez
Isabella Matz
Mattie McCarthy
Catherine & Zoe Melver
Abby Montag
Rosemary Morris
Morgan Murphy
Ellen Muschany
Cheryl Nathan
Adeline Nolan
Vivian Nielsen
Melissa Olmsted
Jordyn O'Nell
Sarah Page
Gracelyn Parpart
Camryn Parsons
Lauren Patriss
Emily Pawlowski
Jessica Peters
Evelyn Pobuda
Allie Pope
Winnifred Powell
Cordel Queathem
Leah Rigley
Virginia Ward and Stan Root

THANK YOU DEBBIE

On April 5, 2017, Debbie Browne, the Founder and

President of Leaping Butterfly Ministry, presented Cindy
Scurlock, TSSUS executive director, with three checks

Cece Russo

Allison Schwartz
John Seltzer

Leah Shelby
Jennifer Shewell
Sydney Short
Kaitlain Sieltzier
Mearilyn Silveria

Isani Singh

Lexie Smith

Karissa Snodgrass
Kinsley Stavinoha
Maria Suhon

Sydney Svagerko
Brittany Taylor

Bella Terence
Alexandra Terry
Madison Thompson
Erin Timmermann
Dana Tucker

Gracie Umbarger
Emily Underwood
Alexis Vaxman
Emmalynn Verdoorn
Eliza Wahlers
Brenda Walker
Grace Ward
Emeryelle Grace Warford
Agustin Whamond
Thea Wier

Megan Willeford
Caroline Winterhoff
Brianna Maddison Wolfle
Bethany Wood

Zoe Woods
Jacquelyn Wooldridge
Sydney Worthy
Sophia Zambrano

Do you have a photo or

event you would

totaling almost $25,000. . )
6 like to share with the

These funds will be used for 27 scholarships to the TSSUS
Annual Conference, 7 hearing aid scholarships,
conference programs, and general support for the

Society. Thank you, Debbie, for everything you do for the

TS community?

Please send your photos and
event highlights to
newsletter(@tssus.org!

TS community and for the Turner Syndrome Society of
the United States.
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All smiles at last year’s

ual education conference.
Don'’t forget to sign up
for this year’s!




