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Research at the Intersection
of DES and LGBTQ+ Experiences

The first quantitative study on DES, gender and sexual
orientation investigates possible links

ne of the big questions in
recent years about prenatal
DES exposure is whether

it might have had an effect on peo-
ple’s sexual orientation or gender
identity.

Our society has increasingly ac-
cepted the medical fact that neither
sexual orientation (being attracted
to the opposite sex and/or the same
SeX as you or no attraction to either)
nor gender identity (which gender,
neither, or both, that you identify
yourself as) are choices. However,
a lot of uncertainty remains about
the chemical processes in our bod-
ies that determine them.

There is research to suggest
that genetics, our ancestors’ past
exposures and prenatal exposure
to certain hormones—primarily
testosterone —might play a role in
determining sexual orientation or
gender identity.

The DES community has long
discussed the possible role that pre-
natal exposure to a synthetic hor-
mone could have played in gender
and sex identity. The DES commu-
nity seems to have a significantly
higher percent of LGTBQ+ mem-
bers than the general population.

Until now, there have been
no credible studies attempting to
quantify the DES LGBTQ+ com-
munity in comparison to those
unexposed. A group of researchers
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who have studied DES for decades
at the National Institutes of Health
have conducted their own study.
It was published in January in the
Archives of Sexual Behavior (DOI:
10.1007/s10508-020-01637-7).
Some of the researchers’ names
will be familiar: Rebecca Troisi,
Linda Titus, Robert Hoover, and
Julie Palmer are among the team
of researchers who conducted the
study using the National Cancer
Institute DES Follow-up Study.

The participants come from five
smaller DES studies and are sur-

veyed by questionnaire every five
years, most recently in 2016. This

most recent analysis included 3,306

women and 1,848 men.

Among the women, 2,220 were
DES Daughters and 1,086 were
unexposed. Among the men, 933

were DES Sons and 915 were un-

exposed. The average age among
the participants was 63 years old,
continued on page 5

Q&A with Karen Calechman,

Retiring DES Action Community Manager

Karen Calechman

DES Daughter Karen Calechman

began volunteering with DES Action

USA in Fall 2015. Her versatility, em-
pathy and dedication to the organization

soon led her to transition into a part-time
position as the DES Action Community
Manager in December 2016, a position
she has held through May 2020. Here,
Karen shares a bit about her experience
working with DES Action and what
comes next for her.

Q: Why did you decide to join
the DES Action USA team as
community manager?

I began volunteering when
I created and implemented the
symposia at Boston University
and Mount Holyoke College,
“DES: A Population Health

continued on page 4
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DES Action Updates

The CCA Registry

The Clear Cell Adenocarcinoma
Registry has a new website. You can
find it here: https://voices.uchicago.
edu/ccaregistry/

In case you haven’t heard of i,
here is the definition of the Regis-
try, via their website:

“The Registry for Research on
Hormonal Transplacental Car-
cinogenesis (the Registry) is an
international research registry of
cancer patients with clear cell ad-
enocarcinoma (CCA) of the vagina
and/or cervix or other specific gy-
necologic cancers who may or may
not have been exposed to dieth-
ylstilbestrol (DES) or other syn-
thetic hormones in utero (while
still in their mother’s womb). The
Registry was established in 1971

at Massachusetts General Hospital
by Dr. Arthur L. Herbst and col-
leagues to investigate the develop-

Renew Your Membership Contacts

It's easier than ever to renew your
membership. Just log into the site
using the email you registered with
and your password. If you don’t
remember your password, you can
reset it.

If you no longer use the email you
signed up with, send your new
address to Karen Calechman at
karen@desaction.org. She will set a
temporary password for you.

Thank you for supporting DES Action
USA with your membership.

Find us on

oo [

MISSION
STATEMENT

The mission of DES Action USA
is to identify, educate, empower
and advocate for
DES-exposed individuals.

ment of CCA of the vagina and/or
cervix in young women born since
1940 and in 1976 it was moved
with Dr. Herbst to the University
of Chicago. The development of
most of the vaginal tumors has
been linked to the ingestion of
DES during pregnancy. Because
these tumors are rare in young
women, the Registry was estab-
lished to centralize data collection
on this rare carcinoma. Varying
amounts of information on the
epidemiology, clinical aspects and
pathology of these tumors has
been obtained.”

The Gynecologist Guide

In 2019, we updated the impor-
tant guide to take to your gynecolo-
gist visits. It’s especially important to
take this along to a gynecologist you
haven’t seen before to ensure that
the doctor is familiar with DES and
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its side eftects for DES Daughters
and Granddaughters.

The new version has more in-
formation related to Granddaugh-
ters, and we will continue to update
it as more studies are published.

You can find the guide on desac-
tion.org, listed under Resources as:
Print & Take to Your Gynecologist.
The direct link is: https:/www.
desaction.org/wp-content/uploads/
Gynecologist-Guide.pdf

itz A Gynecologist's Guide
FOR TREATING DES-EXPOSED WOMEN

This guide explains what DES Daughters, Granddaughters,” and their doctors need to
know about the lifelong risks of DES exposure to have a discussion about DES-related
healthcare needs and concerns.

This guide is derived from of respected
national institutions and includes the following information:
+ Adverse health effects due to DES exposure

« Screening guidelines for frequency of exams and follow-up care

i milions of pregnant
women, primerily from 1838-1971, but not limited to those years. Female offspring, DES Daughters, are.
atisk for certain health problems. ( or anomalies the DES
Granddaughter population. Please isit our website.)

Screening Recommendations:
1

Dot bek
o The annual for clear cell the vagina andor cervix

sssss DES Daughters are at a lfetime risk 40 times higher than unexposed women (Hoover, et al.
N Engl J Med 2011; 365:1304-1314).
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Q&A: Minji Kang, MPH, Study Director of
DES Program at University of Chicago

Beginning in the 1970s, after
frst discovering the increased risk of
clear cell adenocarcinoma in DES
Daughters, Dr. Arthur Herbst has
continued long-term research into
the health effects of prenatal DES
exposure.

Last year, the previous study
director, Diane Anderson, retired,
and Minji Kang, MPH, previously
a research assistant at the University
of Michigan Medical School, took
over as study director of the DES
Program at the University of Chi-
cago’s Department of Obstetrics and
Gynecology, where she also man-
ages the Clear Cell Adenocarcinoma
Registry.

It’s been incredibly busy over
the two years as Minji has gotten
settled in her new position. But she

found the time to answer questions
for the DES VOICE to give us
some insight into what brought her
to the role and where she hopes it

will head.

Q: Tell us how you came into
your new role.

After graduating from the
University of Michigan School
of Public Health, I sought op-
portunities to work in pub-
lic health research that were
involved in women’s health,
reproductive health, and epi-
demiology. At the same time,
Diane was preparing for re-
tirement. It was quite a lucky
coincidence that a position that
covered every topic | was inter-
ested in was opening.

In 2018, I assumed the role
of Study Director, which Diane
had amazingly filled for several

Minji Kang, MPH

decades. I work with Dr. Herbst
and the other co-primary in-
vestigators to continue the work
that’s been done over the years.
[Editor note: A primary inves-
tigator is the leader of a large
study or set of studies.]

Q: What has been the most
enjoyable or fulfilling aspects
of your new job?

I'd say the most enjoyable
aspect of the job is directly in-
teracting with participants who
have been a part of this program
tor decades. Everyone is so en-
thusiastic about research and it
is such a pleasure to work with
motivated individuals who want
to contribute to science and
medicine. It makes coming to
work such a fun and fulfilling
experience. Together, we can do
some great work.

We're currently in a new
questionnaire cycle, so I am very
busy collecting data and keeping
up to date with our participants.
It’s been such a fun experience
to participate so actively with
everyone and really get to know

the population.

Q: What have been the most
difficult or challenging as-
pects of your new position?
Luckily, there haven’t been
too many obstacles while I've
settled in. I'd say, if I were to
choose anything, the most dif-
ficult aspect of this position is
really getting acquainted with
such a large database that spans
over so many years. It has been a
lot to keep track of, but I've defi-
nitely gotten the hang of it!

Q: What are some hopes or
plans that you are working to
carry out in your new role?

I hope to update the opera-
tions of the study. A lot of in-
formation and data remains in
paper form or in older computer
programs or databases. My plan
is to digitize and reorganize the
program’s information so that it
is at its most efficient state.

Q: What do you want DES
Daughters, Sons, Mothers,
and Grandchildren to know
about the research being
done related to DES?

Firstly, that it’s still going
on! We are diligently working
to keep the conversation about
DES current and ongoing. Sec-
ondly, we are looking forward
to the new advances of genetic
studies and what that could
mean for DES research. We
hope that our participants stay
with us as we adventure into
new research and that the DES
community remains active!
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Q&A with Karen Calechman
continved from page 1

Tragedy.” The symposia were in
response to the DES Action Ar-
chives being accepted into the So-
phia Smith Collection of Women’s
History at Smith College. I wanted
to draw attention to the DES Ac-
tion Archives so that the thousands
of students in that 5 College area,
some of whom would become re-
searchers, doctors, medical profes-
sionals, attorneys and advocates,
would be aware of and utilize the
Collection.

Suzanne Robotti and I, both
DES Daughters, enjoyed collabo-
rating, and I loved helping the pop-
ulation of DES-exposed individuals
who [ so passionately cared about.

I wanted to be a positive force for
good to help identify, educate,
advocate and empower members
of our Community. If education
could help to ease some suffering,
and early screenings for medi-

cal conditions would help keep us
healthy, then I wanted to be a cata-
lyst for that.

Q: What did your duties as com-
munity manager primarily in-
volve?

I was a part of everything in-
volving membership and member
support: receiving phone calls,
listening to members’ needs, an-
swering their questions via phone,
email or through our website, tech-
nology and login assistance, work-
ing on monthly email alerts and
helping people find resources they
need —doctors, attorneys, medical
screenings and hospitals.

I needed to know the facts,
figures and history of DES. I read
studies as they were released in
preparation to help edit the VOICE
newsletter, and I suggested people
for Q&As and the “Did DES Cause
This?” column based on the ques-
tions I received and the people 1
spoke with.

We also funded and helped
develop the project “Embodying

Transgenerational Exposure: Gen-
der, Sex, Sexuality and the Expe-
riences of Being DES-Exposed.”
This project, led by respected and
published gender studies profes-
sor Jacquelyne Luce, PhD, arose
from the 2017 Symposia and gave a
previously underserved part of our
membership, the LGTBQ+ popu-
lation, a voice.

I also wrote special appeals
letters, renewal letters, weekly
reports on contributions and
thank-you notes to big donors; and
I moderated both the DES Daugh-
ters Support Group and the new
DES Men’s Group while also an-
swering questions and comments
on our DES Action Facebook
page.

I worked on Special Projects,
such as our 40th Anniversary Face-
book Live Interviews, and devel-
oped relationships with national
organizations friendly to our goals,
and with our DES organization
counterparts in other countries.
Finally, I maintained the member
database with correct information
and provided updated content to
our website.

Q: What was the most reward-
ing part of the work you did for
DES Action?

The best part has been speaking
with people who had been diag-
nosed with a DES-linked medical
condition, were preparing to get
treatment and survived it all. By
advocating for them and raising
awareness of DES exposure in the
medical community and within
the general public, it felt gratifying
to know that I may have helped
someone to feel less alone, more
supported and understood.

It was also rewarding to have
helped their/our cause by rais-
ing awareness and helping them
get the proper care and treatment.
Many times I learned more from
our community because of their
experiences with the care and the
treatment they received, and then I
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could pass the knowledge on.

Q: What was the most challeng-
ing part of the work you did?
Isn’t it often true that the most
rewarding part of one’s work is
also the most challenging? These
conversations with my DES Sisters,
DES Brothers and DES Grandchil-
dren were usually emotional con-
versations. I would listen carefully.
I would feel their emotional pain
and be empathetic, yet they were
counting on me to remain com-
posed and to ofter them resources
and support.

Q: What did you learn while
doing your work that perhaps
surprised you?

What I learned that surprised,
startled and upset me is a lot about
the science of epigenetics and how
DES eftects may be seen through
three generations. The mechanisms
of how DES has affected three
generations with each medical
condition hasn’t been figured out
entirely yet, and it’s challenging to
learn them because you cannot do
experiments on cohorts of DES-
exposed people.

Science can be an art and not
exact. We want definitive an-
swers when, many times, there
are none. So we take the statistical
information based on observing
cohorts, and it becomes the best
“answers” we have until it is proven
wrong—or right—in future re-
search.

Studies in mice are good in-
dications of what may occur in
humans, but again, mice are not
human. If you notice, many of our
articles in the VOICE end with
“more research needs to be done.”
Some answers are clearer, such as
the link between DES exposure
and higher risk of CCA (clear cell
adenocarcinoma of the cervix/
vagina), but almost nothing has an
absolute definitive answer.

The pleasant surprise is that the
people in our population whom
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I have spoken with have amazing
fortitude and are an inspiration! We
are survivors! It’s also exciting that
science is getting better and faster
at exploring epigenetics and learn-
ing the whys and hows of DES
exposure.

We are getting closer to figuring
out how DES did what it did to us,
and how it may impact our future
generations. Then we can create
a screening, a test, a therapy or a
medicine that may help identify, al-
leviate or prevent the condition. As
long as it does not lead to another
DES situation, this research can be
very exciting.

Q: What’s next for you?

I want to spend more time trav-
eling with family, and hopefully
I will have grandchildren soon.
I will volunteer for my house of
worship and the local hospital,
and I will read more books for
pleasure. Plus there’s yoga, gym
workouts, kayaking, biking, hik-
ing, swing dancing and movie-
and theatre-going! Never a lack of
things to do!

Q: What do you hope for the fu-
ture when it comes to the DES
community?

I hope that our DES commu-
nity thrives, advocates for the third
generation (DES Grandchildren)
and for their children, and that
DES Action is sustained so we can
continue to be informed by the
VOICE newsletter, the website and
the support of our community of
our peers. I will not feel informed
or protected without this. I hope
some of the DES Grandchildren
get involved, as it is their future and
their children’s future!

I also want to thank the DES-
Exposed Community and the DES
Action Staff and Board of Direc-
tors for their knowledge, support,
warmth, understanding, persever-
ance, collegiality, compassion and
expertise. May you all be healthy
and happy!
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Research at the Intersection of
DES and LGBTQ+ Experiences

continued from page 1

and the vast majority of the partici-
pants (well over 90%) were white.

Study Findings

More than 96% of the respon-
dents said they were heterosexual.
As a comparison, approximately
4.5% of the US population identify
as lesbian, gay, bisexual or trans-
gender.

DES Daughters were about
half as likely to identify as lesbian
compared to women who were not
prenatally exposed to DES. But
DES was not independently linked
to a higher or lower risk of being
bisexual among women.

“The association with gay/les-
bian orientation was strongest for
exposure to a low cumulative dose
of DES” in women, the authors
found. But they did not find any
increased or decreased likelihood of
different sexual orientation based
on the trimester of exposure.

Opposite results were seen in
men. DES Sons were 1.4 times
more likely to be gay or bisexual.
This finding was statistically signif-
icant, which means it’s less likely to
be due to chance. The authors also
found that the likelihood of being
gay was even higher—about 1.8
times greater —for men who were
exposed to a high dose of DES.
That said, there were fewer men
than women in the study, and the
fewer people involved in a study,
the less certain the results.

In the whole group studied,
only five people were transgender.
With so few participants who had a
different gender than the one they
were given at birth, it was not pos-
sible for the researchers to calculate
the likelihood that being transgen-
der was linked to DES exposure.

Was DES Involved?

A study like this is observation-
al, where the researchers can only
compare an exposure (DES) and an
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outcome (sexual orientation). But
this type of study cannot show that
the exposure caused the outcome.

That said, there’s a stronger like-
lihood of one causing the other if a
“dose-response” exists, where the
likelihood of the outcome increases
as the dose increases. In the case of
DES Sons, since the likelihood of
being gay increased with a higher
dose, it’s reasonably possible that
DES exposure might have been
involved in sexual orientation. It
cannot be proven in this study, but
the authors discuss how it might
biologically occur.

“Brain organization that occurs
in the prenatal period may influ-
ence an individual’s sexual and gen-
der identities,” the authors wrote.
It’s possible that sex hormones,
such as testosterone or estrogen,
might interact with genetics and
characteristics in the mother’s body
to play a role in eventual sexual ori-
entation. The characteristics in the
mother might include something
such as having an infection during
pregnancy, for example.

This study provides some
evidence that prenatal exposure to
DES may increase the likelihood
of being gay among DES Sons, but
DES Daughters seem less likely
to be lesbians than unexposed
women.

But one study cannot prove a
trend overall, and this study could
not address the question of gender
identity at all because so few people
were transgender. This study is one
puzzle piece in a larger picture that
is impossible to imagine right now.

Researchers will need to con-
tinue to investigate sexual orienta-
tion and gender identity as they
relate to prenatal DES exposure.
Hopefully, with enough studies
looking at these questions, the big
picture will begin to emerge, and
we will have enough pieces to bet-
ter understand if —and how —gen-
der identity, sexual orientation,
and exposure to hormones before
birth all interact. =




Letter to Readers

An Introduction to the Final Report of the Research Project
on Gender/Sex/Sexuality and DES Exposure

Jacquelyne Luce

DES Action funded a special research
project with Jacquelyne Luce, PhD, of
Mount Holyoke College. The project,
“Embodying Tiansgenerational Exposure:
Gender/Sex/Sexuality and Experiences
of Being DES-Exposed,” gave voice to
the previously underrepresented segment of
LGBTQ+ people in the DES-exposed
population. Aspects of the research have
appeared in Facebook live events, semi-
nars, classes and professional conferences,
and the complete study is now available
on the DESAction.org website. Here is an
excerpt from Dr. Luce’s letter to readets.

As a lecturer in Gender Studies
at Mount Holyoke College, I teach
interdisciplinary courses in feminist
health and science studies. In Fall
2016, I answered a request from
DES Action to help support a sym-
posium they were planning regard-
ing the transfer of the DES Action
USA papers to the Sophia Smith
Collection at Smith College.

Several of my students who
attended the symposium noted
the “binary” framework in which
DES scientific research is present-
ed —particularly gendered terms
such as DES Daughter or DES
Son—and the ways in which DES-
related research findings are orga-
nized around the “sex” categories
of DES-exposed males or females.

Those experiences and a sub-
sequent dinner conversation about
the vaginal differences among many
DES-exposed people contributed to

the project I ultimately carried out
to explore the associations that peo-
ple make between DES exposure
and understandings or experiences
of gender, sex and sexuality.

Supported by funding from DES
Action and Mount Holyoke Col-
lege, from September 2017-2018,
several undergraduate research as-
sistants and I undertook research
in the Smith College DES Action
USA archive, and I conducted 25
interviews (1-2 hours each) with
self-identified DES-exposed people,
ages 57-70, and one person who was
prescribed DES, age 85.

A conscious effort was made to
reach out to communities whose
experiences are not very visible or
known in the history of the DES
health movement. Among the in-
terviewees, 19 are cisgender —iden-
tifying with the sex and gender
they were assigned at birth (such as
being declared a boy or a girl when
they were newborns).

Six transgender interviewees
included one transman (assigned fe-
male at birth) and five transwomen

(assigned male at birth). Interviewees’

sexual orientation was also diverse:
10 identified as heterosexual, two as
bisexual, five as lesbian and eight did
not specify a sexual orientation.

It is important to note that a
number of interviewees spoke
about experiences across a number
of categories. Some interviewees
self-identified as “heterosexual,” but
their interview narrative focused
primarily on stories of same-sex be-
havior or desire. Other interviewees
did not specity a sexual orientation.

When we first began talking
about this project, I don’t think
any of us—myself, Karen Calech-
man (a2 Mount Holyoke alum) or
Su Robotti (DES Action Executive
Director) —could have imagined
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where it would lead.

Each time I re-listen to an in-
terview or re-read an interview
transcript, I am warmed by the
willingness of the interviewees in
this project to share their experi-
ences, many of which are extremely
personal, troubling, sad and also
clear demonstrations of profound
resilience. One interviewee noted:

“I learned through my life that
things don’t just... happen [laughs].
They journey. [Pause. Crying] It’s
good to have companions on the
journey. And I wish I had known
[pause] other companions on this
journey, besides my sister, 40 years
ago. [Crying] I really do. I don’t
know if it would have made a dif-
ference in terms of the... sadness,
but it, um... but I believe that we are
created to be in community... that
would have been one that would
have made a difterence...”

Putting voices onto paper, creat-
ing conversations between people
who will most likely never meet,
cannot make up for the experience
of isolation that several interview-
ees voiced. It is not the same as
creating a community space for
people to engage with each other
directly. Several interviewees cited
their involvement with DES Action
as influential in understanding how
their DES-exposure is embedded
in their life narratives.

By working with stories about
how DES has intensely permeated
the everydayness of life at various
points over the course of people’s
lives, I hope I can stimulate conversa-
tions. I expect the conversations that
arise might, just as our project has,
push against and transcend the bor-
ders of what might be thought about
as DES-specific topics.

The report related to this letter
(available on the DES Action web-
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site) captures one portion of our on-
going analysis. DES Action’s initial
funding for this project has allowed
undergraduate Gender Studies stu-
dents at Mount Holyoke College to
gain first-hand research experience
on a project in its initial stages.

I've since been able to involve
undergraduate research assistants
and summer research interns in
multiple stages of analysis, includ-
ing exploring various themes that
emerged from the interviews.

We found that many of the in-
terviews contained stories about
experiences primarily—but not
exclusively —related to reproductive
health, sexual health and transgen-
der health. Some of the ongoing
topics we are exploring are:

1) Perceptions of risk associated
with the unintended or consen-
sual use of synthetic and/or bioi-
dentical hormones;

2) Hormone balancing, wellness,
and risk;

3) Historical uses of diethylstilbes-
trol in the “treatment” of inter-
sex and gay people;

4) Non-reproduction related expo-
sure to DES in low-income and/
or racialized communities;

5) Experiences of sexuality, bodies,
and aging;

6) Retrospective and life narratives of
infertility and pregnancy loss;

7) Intergenerational and explana-
tory narratives of intersex and
transgender embodiments; and

8) Conceptual disparities in repro-
ductive and environmental justice.
As I became increasingly en-

grossed in the questions that

emerged from this project, I began
developing a new course, “Feminist

Engagements with Hormones,”

which I am teaching for the first

time this semester.

With gratitude to all who have
shared their experiences with me
and my students and to all who
navigate the effects of DES expo-
sure and the uncertainties about
what those eftects may be.

—Jacquelyne Luce 2
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Treatment for T-Shaped Uterus
May Improve Pregnancy

One of the most recognized
physical characteristics associated
with prenatal DES exposure is the
T-shaped uterus. Instead of a uter-
us shaped like a long, upside-down
triangle, the uterus is shaped like
two slender, perpendicular lines in
the shape of a T. The womb is es-
sentially divided in half by a wall of
tissue, called a septum.

This deformation can increase
the risk of infertility, miscarriage
and preterm birth. Although preg-
nancy rates were similar between
DES Daughters (72%) and un-
exposed women (79%) in a 1999
meta-analysis, DES Daughters
had nine times as many ectopic
pregnancies, twice as many miscar-
riages and twice as many preterm
births as unexposed women.

The T-shaped uterus is most
associated with DES exposure but
can occur in rare cases without DES
exposure. No research has found an
increased risk in DES Granddaugh-
ters. A new research paper in the
Oct-Dec 2019 issue of the Journal of
Human Reproductive Sciences discusses
how much more we need to know
about the condition (DOI: 10.4103/
jhrsJHRS 101 19: 10.4103/jhrs.
JHRS 101_19).

A Potential Treatment

The researchers primarily explore
whether the condition can be treated
through a new procedure called hys-
teroscopic metroplasty, which wasn’t
available to DES Daughters.

This procedure involves insert-
ing a thin, flexible tube with a
camera on one end into the vagina,
up through the cervix and into the
uterus. This tube, a hysteroscope, is
then used to bring surgical instru-
ments into the uterus to remove
the septum in the middle.

Past surgical treatments usually
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involved laparotomy, an incision
into the abdomen, which did not
often improve fertility and birth
outcomes. But hysteroscopic metro-
plasty has less risk of complications.
In this study, the authors ana-
lyzed existing studies to see if out-
comes were better. They found
15 articles with 790 women, aged
20-45 and born after DES was no
longer prescribed, who underwent
a hysteroscopic metroplasty.
Opverall complication rates were
low (specific numbers weren’t pro-
vided). The most commonly report-
ed ones included ectopic pregnancy,
preterm birth, retained placenta or
needing a second procedure.

Improvement in Pregnancy Rates
Research did suggest the proce-
dure improved pregnancy rates and
live birth rates while reducing mis-
carriage rates, but the studies were
too different to get precise num-
bers. But none of the studies were
randomized controlled trials, the
gold standard for evaluating inter-
ventions. The studies also did not
clearly define the time passed be-
tween the surgery and pregnancy.
The authors concluded that a
centralized database of women with
T-shaped uteri is needed to collect
adequate data. Although such re-
search would not be able to benefit
DES Daughters, nearly all of whom
are post-menopausal, it would pro-
vide answers for women in the fu-
ture who have a T-shaped uterus.
Nothing can take away the pain
of infertility, miscarriages and other
pregnancy problems so many DES
Daughters suffered. Hopefully,
though, the research that went into
understanding the T-shaped uterus
as a result of studying DES Daugh-
ters can help women avoid similar
heartache in the future.
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‘Tall Girls’ Get Their Close-Up
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Andrea Tabor

Andrea Tabor learned when she was
16 that her mother had been given DES
while pregnant with her. But many years
later, she discovered she herself had been
prescribed DES —when she was just 12
and 14 years old. Andrea, who was pre-
scribed DES to slow her height growth,

was therefore exposed three times to DES.

Andrea previously shared her story in
the Spring 2018 VOICE. Here, she has
reviewed the Netflix film “Iall Girls,” a
romantic comedy aimed at teens.

Despite its playful, youthful tone, the
film mentions DES early on.

It was quite an interesting film,
and one I could identify with. The
main character, Jodi, was 6' 1.5" at
16 years old. At 16, I was 6'0" tall
and got teased profusely by oth-
ers with taunts like “How’s the
weather up there?” and “Look, it’s
the Jolly Green Giant.” Similar
teasing was portrayed in the film.
Like Jodi, I was always in the back
row in photos. Jodi wore size 13
Nike men’s shoes, however, and I
wear an 8.5-size women’s shoe to
this day.

Jodi’s parents took her to a doc-
tor at age 3, when she was already
4 teet tall, to stop her growth. The
doctor in the film mentioned DES
and refused to give her that drug.
When my mother took me to an en-
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docrinologist when I was 12 and al-
ready 5'7", the doctor gave me shots
of DES. At 14, a study at UCLA
led my mother to take me in again,
and I received more shots of DES. I
stopped growing at age 15 at 6'0".

There was one detail the movie
got wrong. In the film, the Tip Top-
pers Tall Club (TCI) made Jodi a
member at 15, but you must be 21. I
didn’t find the California Tip Top-
pers Club until I was divorced and
40 years old. But then, I had finally
found my people. The height re-
quirement was 6'0" for women and
64" for men.

My teen years were a very chal-
lenging time for me, and I was
depressed a lot. This film was a Cin-
derella movie, and I definitely feel
that anyone who is affected by DES

would appreciate seeing this film. B&
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