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IVF and DES Daughters

Noyes N, Liu HC, Sultan L. et
al., “Endometrial pattern in
diethylstilboestrol-exposed
women undergoing in-vitro
fertilization may be the most
significant predictor of pregnancy
outcome.” Human Reproduction
vol. 11 no. 12 pp 2719-2723, 1996.

etween October 1991 and
B December 1993, specialists

at one of this country’s
largest in vitro fertilization pro-
grams studied treatment cycles of
38 DES daughters and 463 non-
exposed women. More specifi-
cally, the Cornell University
Medical Center physicians at-
tempted to examine the readiness
of a woman'’s uterine lining
(“endometrial receptivity”) for
embryos to implant and develop
normally following IVE. The
study correlated two types of
uterine images with rates of
pregnancy and delivery:

¥ A pretreatment hysterogram
(X-ray of uterus) classified as
either T-shaped (a classic DES-
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related abnormality known to be
associated with pregnancy compli-
cations, such as preterm labor and
delivery) or non-T-shaped;

¥ An ultrasound scan of the
uterine lining’s thickness and
pattern at time of ovulation, after
administering ovarian stimulants
and HCG (a hormone used to
trigger ovulation).

When treatment outcomes
were known, these investigators
found that:

1. Neither uterine shape nor
endometrial thickness was associ-
ated with successful or unsuccess-
ful treatment. For instance, having
a T-shaped uterus did not predict
who would or would not conceive
and deliver.

2. One of three classifications of
endometrial pattern was associated
with treatment failure in DES
daughters only. No pregnancy oc-
curred in the eighteen IVF cycles in
which a DES daughter showed a
“solid configuration” pattern (vs.
multilayered or intermediate). In
contrast, among non-exposed
patients, there were no statistically
significant differences between the
three endometrial patterns regarding
treatment success or failure. That is,
among non-exposed women,
pregnancies occurred at the same
rate across all three classifications (a
36.5% delivery rate with the “solid”
configuration).

3. Significantly more cycles of
DES daughters showed the solid

pattern, compared to non-exposed
patients. However—and this is a
very important finding—DES
daughters who underwent more
than one IVF cycle did not always
show the same endometrial pattern
(10 DES daughters repeated an IVF
attempt; 50% of these showed a
pattern that differed from the
initial cycle’s ultrasound scan.)
What do these results suggest
for individual DES daughters who
are considering IVF? As the au-
thors indicate, there appears to be a
subgroup of DES daughters who
are significantly less likely than
other DES-exposed or non-exposed
women to have successful IVF
pregnancy. These DES daughters
do not necessarily have a T-shaped
uterus, nor does endometrial
thickness following ovarian
stimulation predict who will
become pregnant (although the
study did find a statistically
significant difference overall, with
thinner endometrial lining among
DES daughters). Rather, DES-
exposed women whose mid-cycle
ultrasound shows a “solid” en-
dometrial pattern, as described in
this study—especially if this
pattern appears repeatedly during
several IVF treatment attempts—
are less likely to become pregnant
following IVF and embryo transfer.
A number of questions are
important about how these results
may related to your own medical
continued on page 4
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DES Action Affiliates

Each group was created and nurtured by volunteers. Write them if you want
information on their activities or can volunteer.
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Mammography for

daughters?

s a DES daughter who

developed breast cancer

at the age of 38, I want to
present a different point of view
on mammography for women in
their 40's. In issue 71, winter
1997, you presented the views of
those in favor of starting
mammograms early.

The Center for Medical Con-
sumers in their Health Facts for
February 1997 reminds readers
that:

“The Consensus Conference
was convened last month by the
National Institutes of Health
because new findings from
Sweden showed a significant
benefit to regular mammograms
for women in their forties. But
the panel members decided
unanimously that few, if any,
deaths are prevented by mam-
mography screening. Further-
more, any potential benefit is
small, and could be canceled by
the risks associated with
mammograms. These include:
misdiagnosis of cancer,
overtreatment (unnecessary
mastectomy), false reassurance
that no cancer is present, unnec-
essary biopsies, and the small
chance of radiation-induced
breast cancer.

“In light of these issues, the
panel decided not to recommend
that all women start mammogra-
phy screening at age 40. Instead,
it advised women to make their
own decisions after being fully
informed of the risks and ben-
efits. In its written statement
released on the final day of the
conference, the panel noted that
studies show between zero and

continued on page 7
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Review of “A Healthy Baby Girl”

n June 17, PBS stations
O across the country will

air “A Healthy Baby
Girl,” a “video diary” of DES
daughter Judith Helfand’s expe-
rience with DES-related clear cell
cancer of the cervix. “A Healthy
Baby Girl” will be shown as part
of the TV series “P.O.V.” (for
Point of View) on most stations
at 10:00 p.m. Check your local
listings as viewing dates and
times may vary.

Images of mother and daugh-
ter open this powerful film.
Judith’s voice notes that “after
my surgery, I felt like something
had been taken from me. My
mother felt like something had
been given back to her.” This
difference sets the tone for the
film as mother and daughter
struggle together with the devas-
tating after-effects of DES cancer,
its diagnosis and treatment.

In 1963, Judith's mother was
given DES during her fourth
pregnancy (her third pregnancy
had ended in miscarriage). She
was just five weeks pregnant
with Judith. Judith describes her
mother as “a typical DES mother:
white, middle-class” and getting
what she thought was the best
possible pre-natal care.

Years later, the Helfands read
the 1971 reports linking DES to
cancer and at the age of 14 Judith
began to get her DES exams.
When she was 25, while working
on a PBS “Health Quarterly”
documentary on DES, Judith was
diagnosed with clear cell cancer.
She decided to record her per-
sonal experiences on film.

The result is a moving and
fully engaging story, often

“The (movie) is
a moving and fully
engaging story, often
humorous, frequently
wrenching. We hope that
our readers get the
opportunity to view this
powerful presentation
of one woman's
DES story.”

humorous, frequently wrenching.
Klezmer music throughout,
relatives at a family celebration,
and the many scenes in the
Helfand home evoke a strong
portrait of one family coping
with the crisis that has hit many
DES daughters with cancer and
their families.

Other parts of the film will
shed light on unfamiliar aspects
of the DES experience, such as
the ludicrous questions posed by
pharmaceutical company attor-
neys in the process of a DES
lawsuit. Judith’s mother reads
one from a long list: “Names,
addresses, telephone numbers of

Use Donor Option

If you give to the United Way at
your place of work, you can specify
that your pledge should go to DES
Action. Simply find the line on the
card marked “donor option” and
write in DES Action. If there is not
line, or a card has been omitted
from your packet, write in “donor
option-DES Action.”

any pharmaceutical employee
you or any of your family might
have known.”

DES Action board members
previewed “A Healthy Baby
Girl” at our last Board meeting.
Like many audiences responding
to this film, we laughed and
cried together. However, unlike
most in the general viewing
public, we were acutely aware
that “A Healthy Baby Girl” is not
only one family’s story. It also
tells the history of DES and the
recent efforts by DES-exposed
people to win funds for research
and education.

DES Action’s role in securing
funding which enacted the DES
Education and Research amend-
ments of 1992 is omitted from
this film. We believe this omis-
sion overlooks the hundreds of
women and men from DES
Action who worked so hard to
achieve this victory for us all.

Nonetheless, we welcome this
opportunity for a nationwide
audience to learn about an
important piece of the DES
puzzle. We hope that our readers
get the opportunity to view this
powerful presentation of one
woman'’s DES story. (4

TELL
YOUR
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IVF from page 1...

decisions:

Questions about the ultrasound
procedure itself

Classifying ultrasound images
requires interpretation of shadows
and light. A practitioner must be
experienced and skilled, the scan
results reliable (i.e., several skilled
evaluators would assign the same
classification to an image). This
report does not describe measures
taken to test reliability. Nor does it
tell whether the evaluator was
“plinded”—unaware of a patient’s
exposure status or fertility his-
tory—to avoid influencing or
‘biasing’ the classification. The
number of DES daughters in-
cluded in this study was quite
small and, as the authors note,
results were not always consistent
for individuals who attempted
more than one IVF cycle. A larger
study might find a few successful
pregnancies among “solid”
pattern DES daughters, changing
the extremely pessimistic progno-
sis attached to this classification.
Questions about implications of
this study for individual DES
daughters

Assuming mid-IVF cycle
ultrasound scans provide reliable
classifications of endometrial
pattern and that you can find a
skilled practitioner (in other
words, aside from questions of
cost and availability), you may
wonder whether to seek this
procedure during an IVF treat-
ment cycle. An important consid-
eration is whether the results
would alter, in any way, the
treatment you will receive.

First, would the results affect
decisions about whether to undergo
IVE? Since the scan is performed
after an IVF cycle begins, you will
obviously have already made the
decision to attempt this treatment.

Ve O I C E

However, a “solid” ultrasound
pattern during two or three unsuc-
cessful IVF cycles may contribute to
a decision not to undergo further IVF
treatment (the Cornell physicians
suggest the possibility of a surrogate
gestational carrier—an option that
entails its own difficult consider-
ations).

Would the ultrasound results
affect the way that IVF cycle and/
or subsequent cycles proceed, in
an attempt to improve chances of
success? Since the fertility drugs
taken for ovarian stimulation can
contribute to unfavorable endome-
trial development, one option may
be to freeze some or all embryos
from that stimulated cycle, then
transfer thawed embryos during a
natural, unstimulated menstrual
cycle (be sure to select an IVF
program that has achieved a good
success rate using cryopreserved
embryos). Another possibility may
be to alter the ovarian stimulation
protocol during a later IVF at-
tempt, in the hope of obtaining a
better endometrial response.

All of the above questions
reaffirm the importance of finding
physicians experienced not only
with a particular reproductive
procedure (e.g., IVF, ultrasound
imaging) but also with diagnosing
and treating DES-exposed women.
We need physicians who work
with patients to devise—and, if
necessary, revise—a fertility
treatment plan best suited to
individual patients’ needs, rather

than follow a standard “cookbook”

protocol.

Remember that this study is
limited to IVF patients who have
undergone ovarian stimulation.
The findings tell us nothing about
the value of these endometrial
classifications in natural or mini-
mally stimulated cycles (e.g.,
Clomid only).

N -Spring 1997 #72

A few closing thoughts. As a
DES daughter who has experi-
enced fertility and pregnancy
problems, I am of two minds
about this newly published report.
For the most part, I welcome
studies that may add a helpful
piece to the perplexing DES
puzzle, a picture that will always
have missing pieces. However,
researchers do not know why the
“same” endometrial ultrasound
pattern does not actually reflect
the same endometrial receptivity
in their DES-exposed and non-
exposed patients. Nor do they
know why some DES daughters
more often show this pattern.
Adequate understanding of these
differences will require further
research.

A smaller, more skeptical—or,
perhaps, cynical—part of me
would at least temper any rush to
obtain such a scan, as [ would not
base my decisions too heavily on
its results until further studies
validate the preliminary findings
in this report. DES daughters, as
well as their non-exposed counter-
parts, already undergo too many
reproductive interventions that are
unproven and costly, including
diagnostic procedures that pro-
vide no useful information for
decisions these women must
make. The Cornell group may well
be identifying a type of evidence
that can help DES daughters reach
very difficult decisions about
pursuing or stopping IVF treat-
ment. The skeptic in me does
worry that after more time, experi-
ence, and results for a greater
number of patients, these midcycle
ultrasound images describing
endometrial receptivity may no
longer fit as a DES-puzzle piece.
Rather, we may look back and see
them only as mysteriously sthtmg
shadows and light.
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hose of our readers who
I have access to the

Internet can have discus-
sions with other DES-exposed.
The way to reach them is to open
their Web site:
http://www.surrogacy.com/
online_support/des/
They are also arranging for live
chat groups and you can find out
when they’'re scheduled, once
you are on the list to get all the
mail generated by people writing
to the site.

However, we recognize that
most of you do not have the
Internet, so from time to time we
will bring it to you by printing
some of the ‘post-ings’. Here is
one from Susan:

“I am angered by all this talk
over whether DES did or did not
work in an individual instance.
The numbers are IN ladies, and
DES did not work. Numerous
controlled animal studies and
rigorous statistical analysis of
pregnancy outcomes in DES
treated and control (not DES
treated) women have established
as scientific fact that DES was
ineffective, and actually had a
negative effect in pregnancy
outcomes in mothers who took
DES.

Just because your mother had
many miscarriages, then a
successful birth when DES was
taken, is not proof of DES effec-
tiveness—it is simply anecdotal.
Your pregnancy would have
been successful whether or not
your mother was taking DES at
that time. It simply means that
whatever factors were causing
the miscarriages were not in play
during that pregnancy. I had five
miscarriages prior to a live birth,

V O 1 C E

News from the Net

“We recognize
that most of you do
not have the Internet, so
from time to time we
will bring it to you
by printing some

rory

of the ‘postings’.

and since then have had three
miscarriages. I have not inherited
any infertility factor from my
mother—DES was prescribed to
her for headaches.

It is likely that hormonal,
structural or immune causes of
your mother’s prior miscarriages
were simply not present in the
successful pregnancies which
resulted in the birth of you or
your siblings.”

Here is a cheerful posting from the
Internet:

I just wanted to post some
good news. I don’t deny [ am a
proud mom, but for those of you
out there contemplating chil-
dren, or worried about your own
premature baby’s future, it is not
always filled with ADD, learning
disabilities, and other academic
learning challenges that you read
about so often.

My only surviving child (out

of six pregnancies) was born
after PROM at 26 weeks, at 2 1bs.
6 oz. (Amazingly, despite his
prematurity, he had an Apgar
score of 10 at birth!) He spent
over two months in the neonatal
intensive care unit, and scared
me to death the whole time he
was in there. He came home at 4
Ibs., 15 oz.

I have a lot of the classic DES
problems (Mom started taking it
when six weeks pregnant with
me), and I will never bear an-
other child. Well, here’s the good
news: my son Denny (6 1/2
years old) is a bright, wonderful,
happy, humorous child who I
would not trade for the world!
He is in the first grade, and
earlier this year, got the Fine
Arts Award for his class (first
quarter), for his art and music
abilities, Now, last week for the
third quarter awards, he re-
ceived the Academic Achieve-
ment Award for his class for
being the best all-round student
in his class. His teacher had
wonderful things to say about
Denny at the school assembly.

So, despite all the challenges
we DES daughters face, please
keep in mind that not every
child we have will necessarily
have problems. Please keep your

hope. v

Confidentiality Assured

As a courtesy to our members,
it is our policy that we never sell or rent your
names and addresses to any other
organization.
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#9 letters to the editor

Dear Editor,

I have some interesting news
to report. You might remember
me calling about spotting be-
tween periods for over 3 years
with various procedures and
tests done and progesterone
given. I finally went to a special-
ist who says he’s seen many DES
daughters form “polyp-like”
tissue inside the uterus around
my age (41) and once he thor-
oughly removed all of it (noncan-
cerous) I stopped bleeding, with
normal periods, and no need for
progesterone. I did not have to be
on it. Great news to me and
thought I'd share it if others call
about light but frequent spotting
between periods—that it may be
this condition diagnosed by a
hysteroscopy and easily removed
this way, too.

The reason I'm happy is
another gynecologist gave up
and thought I'd need a hysterec-
tomy to stop the spotting.

Los Angeles reader

Dear Editor,

Anyone else out there who is a
DES daughter or son who now
has non-Hodgkin’s lymphoma
(NHL)? I am 46 years old and
was diagnosed with low-grade
NHL in February of 1996 and am
currently in treatment. NHL is a
life-threatening, immune-system
disorder type of cancer. There are
no known genetic or hereditary
links, although there are some
suspected environmental links,
such as exposure to pesticides.
However, [ had none of the risk
factors for NHL. I have an identi-
cal twin sister who, although she
and I both had reproductive
system effects of DES, does not
have NHL. In fact, she will be my

donor if I have to have a bone
marrow transplant.

T am curious to know if there is
anyone else out there with this
problem. Most often causes are
unknown, and I can live with
this. It really doesn’t make any
difference in treatment.

Joan,

e-mail address:

jdramos@accessone.com

Dear Editor,

I'm another DES daughter
with eye problems. Recently I
was diagnosed with normal
tension glaucoma. A booklet
prepared by the Glaucoma
Research Foundation describes
this as “a rare, puzzling form of
the disease that is sometimes
referred to as low-tension glau-
coma. The optic nerve is dam-
aged, even though the intraocu-
lar pressure is not unusually
high. Doctors do not know why
some people’s optic nerves are
damaged despite relatively
normal (between 12-22 mm. GH)
pressure levels.”

Texas reader

Dear Editor,

I am 43 years old and have
suffered terribly for the last ten
years or more with hormonal
swings and ovarian cysts. At
present I am being treated for
perimenopause by a wonderful
neuropsychiatrist. She has been
able to balance my hormones so
that life is more livable.

In the last four years I have been
under a considerable amount of
stress which has only added to the
worsening of my condition.
During this period my symptoms
have been hair loss (which was
once very thick), hives, dry skin,

depression, extreme tiredness (I
would fall asleep ten times per
day), itching under my skin,
frequent yeast infections, ‘that’
dreaded migraine, continual viral
infections (pneumonia three times
in five years), intense muscle
aches which for some people are
often diagnosed as fibromyalgia,
neurological problems and more.

My doctor has a unique
method of treatment (that to
date my newest gyn has not
been able to duplicate)....she has
explained to me that even
though my mother took DES for
only one week, it was probably
at the time my brain was being
formed. As a result my brain
transmits the wrong messages to
my body and vice versa. Until
the last few years testing has
shown all blood levels as nor-
mal—my brain just never read
my body properly.

Prior to finding this doctor, I
has seen all the top doctors in
this field—NONE were able to
help me help me as she has. [
have read about the pros and
cons of what a DES daughter
should not take in the way of
hormones. The facts stand...no
one really knows. We are the
generation that will educate the
other generations to come. I do
take birth control pills with an
estrogen supplement and use
testosterone cream. ALL are in
small doses and natural. I cannot
tell you what is right or wrong
for us to take as DES daughters,
but at 43 I look for the quality of
life we live. Without these
hormones, I know that I would
be non-functioning or worse. If
any reader wants to contact me,
write to me in care of The Voice.

Arizona daughter
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Notes fromn Nora

O

Urgent Legislative Alert!
Help defeat product liability “deform” legislation!

nce again, Congress is
O considering legislation

that would replace state
product liability law with a
national law written by and for
manufacturers. This legislation,
known as Senate bill 5, would
drastically weaken the rights of
consumers to obtain compensa-
tion for injuries caused by defec-
tive and dangerous products. We
urge you to write your Senators
and Representative about S. 5.
(You can obtain the names and
addresses of your members of
Congress from your local li-
brary.)

Among the most dangerous
provisions under consideration
by Congress are:

Limits on punitive damages

Punitive damages are designed

MAMMOGRAMS from page 2...
ten women out of 10,000 given
mammograms in their forties
would have their lives prolonged,
but not saved. No controversy
exists over mammography
screening’s value to women over
the age of 50, for whom studies
show a 30% reduction in deaths
from breast cancer....

“As mammography techniques
continue to improve and patholo-
gists begin to catch up with the
improvements, research may one
day show a major reduction in
deaths, one that clearly out-
weighs the risks of screening. But
as it stands now, the woman
who waits until age 50 to start
having regular mammograms
would be making a reasonable
choice.” (my emphasis) L

to punish corporations found
guilty of wrongdoing, to serve as
a deterrent against future mis-
conduct. If arbitrary caps on
punitive damages are imposed,
reckless or malicious defendants
could find it more cost effective
to continue their dangerous
behavior and risk paying rela-
tively small or predictable puni-
tive damages awards.
Immunity for Older Defective
Products (Statute of Repose)

Under a statute of repose,
injured consumers could recover
no compensation (not even for
health costs or lost wages) from
the manufacturers of defective
products that are over a certain
number of years old. Prior bills
have suggested a statute of
repose of 15 years. In the case of
DES, most injuries did not even
appear until more than 15 years
past the date the product was
used!

Other harmful provisions
include restrictions on Joint and
Several Liability and Immunity
for Biomaterial Suppliers.

The House of Representatives
Judiciary Committee invited DES
daughter Stephanie Kanarek to
testify about this bill on April
10th. Here is an excerpt of her
testimony:

“My daughter Amy, who is 12
years old, is severely disabled,
unable to care for herself at all.
Amy is this way because of an
FDA approved drug. My mother,
wanting to have a baby, followed
the advice given to her by her ob-
gyn, and ingested an FDA ap-
proved drug known as DES.

“Let me emphasize—I have a

handicapped daughter because
the pharmaceutical companies
ignored evidence that told them
not to market this chemical for
use in pregnancy.

“Why would you protect the
wrongdoer at my expense?
Nothing will ever compensate
me for what I've lost. However,
those who have caused my pain
must be held accountable for
their actions. They realized the
profits from the sale of DES; they
must also bear the responsibil-
ity.... The manufacturer must be
sent a loud, strong message that,
as a society, we will not tolerate
such a callous disregard for the
health of our mothers, wives,
and daughters.”

Please take a moment today
(this can not be put off—the bill
is before Congress now) to write
a letter to your representatives in
Congress. Your own story will be
the most effective, but the essen-
tial elements of a letter include:

I urge you to vote no on S. 5.

Consumers should retain the
right to seek compensation for
their losses. The provisions in S.
5 would unfairly restrict con-
sumer access to the courts and
will lead to more unsafe prod-
ucts.

DES is an FDA-approved drug
that should never have been
given to pregnant women. This
cancer-causing drug was not
fully tested and laboratory tests
indicating its toxicity were
ignored. The story of DES is a
classic story of profits before
people; you, as the people’s
representative, must help us
prevent another DES. (4
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Dr. Susan Love’s Hormone Book:
Making Informed Choices about
Menopause. Susan M. Love, M.D.
with Karen Lindsey. Random
House, 1997. 362 pp. $25.00.

14 N ow we're approach-
ing menopause, and
we want to decide

for ourselves how we'll experi-

ence this process as well. But how
do we do that? We're faced with
all kinds of options, and with
them all kinds of questions...Is
there anything I could be doing?

Is there anything I should be

doing?

I've been hearing variants of
these questions over and over for
the past few years...That is why
I've written this book.”

To give you an overview of Dr.
Love’s work, her longest chapters
are these two: “From flashes to
fuzzy thinking: what you can do
right now,” and, “For prevention:
Just look to your lifestyle!” The
14 other chapters cover: What is
menopause. The medicalization
of menopause. What does it feel
like? Prevention and risk: under-
standing research. Osteoporosis:
Are we all going to crumble?
Heart disease: What's your real
risk? Breast cancer: Every
woman'’s fear? Endometrial
cancer: The first problem with
estrogen. For better or worse:
Hormone therapy and other
diseases. What are my options
for feeling better right now?
Alternatives: acupuncture to
herbs. Drugs: Other means of
prevention. Hormones: The
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menu of options. Decisions: What
should I do?

Dr. Love, who is famous as a
breast surgeon, added six appen-
dices to her book: How to find a
Practitioner; How to find rem-
edies: drugs, mail order; Books,
videos, pamphlets and the
internet; Newsletters and journals;
Organizations; Women's health
initiative research centers.

Dr. Love does not discuss the
question many of you would like
answered: is menopause going to
be different for DES daughters?
Are there additional risks for DES-
exposed women to take hormone
treatment? She could not have
discussed them, since no research
has been published on these
topics. That said, her book is a
useful guide through this life &
event.
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