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Less Cerclage Needed

“Conservative management and
pregnancy outcome in diethyl-
stilbestrol-exposed women with
and without gross genital tract
abnormalities”

Richard U. Levine M.D. and
Kathleen M. Berkowitz M.D.,
American Journal of Obstetrics
and Gynecology, 169, 5, p.1125-
1129, November 1993.

hese doctors wanted to
I find out if conservative

pregnancy management
and limited use of cerclage for
DES daughters with structural
changes in their reproductive
systems would cause a different
pregnancy outcome than for DES
daughters with adenosis but
without these other changes in
their systems.

Over the years 1979-1989 the
authors kept records on 50 DES
daughters to whom they gave
pregnancy care from the first
trimester forward. 34 of these
women, Group A, had obvious

lower tract anomalies such as
cervical hoods or collars. 11 of
these 34 were also given a
hysterosalpingogram (x-ray of
the uterus and tubes) and 10 of
these 11 showed an abnormally
shaped uterus, including the T-
shape.

Group B had no abnormahhes
beyond adenosis.

Group A had a total of 89
pregnancies (2.6 per patient) and
the other 16 daughters, Group B,
had a total of 31 pregnancies (1.9
per patient). Losses in Group A
were greater during the first 16
weeks, as the table shows. They
also had a greater loss in weeks
16-25, and more preterm births.
Accordingly, less than half of
the pregnancies in Group A led

to a term birth, while 67.8% of
Group B had term births.

The authors conclude that
since most of the losses occurred
in the first trimester and that
cervical incompetence as a cause
of second trimester loss was
uncommon, cerclage should not
be a routine matter. Only 2.5% of
pregnancies in this study needed
cerclage. Drs. Levine and
Berkowitz make these arguments
against placing a cerclage before
there is a demonstrated need:
¥ There are no data showing that
the fetal benefit outweighs the
risks to the mother from this
surgery.
® Cerclage will not affect

preterm labor caused by genetic
continued on page 2
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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.

REPORT from page 1...
or other factors.
® Ultrasound now permits
earlier identification of patients
with early cervical incompetence.
The researchers end their
report with the statement that
“...successful management can
be achieved in DES-exposed
women with a conservative
program of frequent cervical
examinations and bed rest,
regardless of the presence of
uterine or cevical abnormalities.
Labor stage lengths do not seem
to be affected by the presence of
genital tract anomalies, although
DES-exposed women do seem to
have an increased risk for post-
partum hemorrhage and extreme
thinning of the lower uterine
segment during labor. Last, the
recent advent of transvaginal
ultrasonography for cervical
surveillance holds promise in
improving selection of patients
who could benefit from cerclage
or bed rest.” (]
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members, it is our policy
that we never sell or rent
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to any other organization.

Next time you decide to
honor someone with a gift
or memorial tribute, think

of DES Action. Our

Tribute Gift
program allows you to
donate in someone’s honor
or memory.
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Perspective on Breast Cancer Risk

e read the statistic of 1

in 9 or, lately, some-

times 1 in 8 as the risk
women have of developing
breast cancer. The media com-
pares this to a risk during the
60’s of 1 in 20 and leads us to
believe that we are in a near-
epidemic condition. Reporters do
not make it clear that researchers
are now calculating a lifetime
risk, not a present risk for a
woman regardless of her age.
Two articles in the Journal of the
National Cancer Institute help
clarify this.*

The Feuer article explains that:
“Increases in the lifetime risks of
breast cancer are better under-
stood in light of two factors
associated with this increase:
First, women are living longer
and dying less often of other
causes, factors that tend to
increase the lifetime risk of breast

by Pat Cody
Age of a Risk of
healihy, breast
cancer-free cancer
woman
20 1in 2,600
30 1in 233
40 1in 63
50 1in 41
60 1in 28
70 1in24
80 1in16
95 1in8
Table from People’s Medical Soclety newsletter,
October 1993,

cancer. Secondly, increases in
screening have led to cases being
detected earlier, which (if treated
properly) results in improved
survival.”

This second point about in-
creases in screening is empha-
sized in the Swanson report. The
author states that
“...These risk estimates provide a
framework in which it can be
demonstrated that current, age-

H/‘] I_Ibook note

specific screening guidelines for
breast cancer are essential, since
women must obtain clinical
examinations and mammo-
grams to attain the low risk of
death due to breast cancer
projected when these preven-
tion techniques are practiced.”
Regrettably, the studies for the
table above did not screen for
DES exposure. We have been
trying, without success, to get
questions about DES on the
patient intake forms for breast
cancer surgeons. We do know,
from studies reported in 1984 and
in 1993, that DES mothers have a
greater risk. Studies now going on
of DES daughters may tell us if
they too have a higher risk. (]

* G. Marie Swanson, “Breast cancer
risk estimation,” and Feuer et al,
“Lifetime risk of developing breast
cancer, “ both articles in the Journal of
the National Cancer Institute, June 2,
1993.

Without Estrogen: Natural Rem-
edies for Menopause and Beyond, by
Dee Ito. Crown Publishers, 201
East 50th St., New York NY
10022. 1994. $20.

Here is a thorough survey for
the woman who does not want to
take hormone replacement
drugs. As the author points out,

“And even though every
woman'’s body responds differ-
ently to hormone loss, hormone
replacement therapy is generally
prescribed in a standard dose—
regardless of age—for all
women.... But many women
question whether they want to be
medicated for the rest of their

lives to prevent this condition
(osteoporosis). They also know
that the pharmaceutical
industry’s track record for devel-
oping safe hormone substitutes
for long-term use by women is
not reassuring...Can we grow
older and stay healthy with our
hearts and bones strong, our-
energy vital—without estrogen? |
believe we can.”

After a discussion of natural
menopause and the place of
traditional medicine, Ms Ito has
over 100 pages of interviews with
practitioners of 12 alternative
therapies: the Naturopathic
approach; Chiropractic; Applied

Kinesiology; Homeopathy;
Chinese Herbal Medicine and
Acupuncture; Exercise Therapy;
Reflexology and Pilates;
Alexander Technique and
Feldenkrais Method; Affirmative
Self-Hypnosis; Aromatherapy;
Diet and Nutrition; and Healers.
This section is followed by
interviews with 11 women who
are managing their menopause
naturally using some of these
programs on a daily basis. The
final pages provide information
on herbs, vitamins and minerals,
miscellaneous remedies, and a
list of resources. (]



Our Day

e won! Once again the
W moving personal
stories of DES-exposed

people in hundreds of letters to
Senators helped turn the tide in a
close battle against anti-con-
sumer product liability reform
legislation.

The opposite page shows a full
page appeal printed on June 20 in
the Roll Call, a daily paper deliv-
ered to all Congressional offices.

This was just one part of a
consumer campaign to stop
passage of 5.687, a Senate bill
that would have replaced state
product liability laws with one
sweeping Federal law. The
Congressional Caucus for
Women'’s Issues newsletter, in its
June issue, reports that

“S. 687 would have provided a
uniform federal standard for
proving liability, thus pre-
empting various state laws and
limiting consumers” ability to
seek damages to two years after
discovering an injury or illness.
Supporters of product liability
legislation argue that it is neces-
sary to allow American busi-
nesses to be more competitive
internationally by reducing
companies’ vulnerability to
lawsuits and to promote product
research and development by
freeing up money now spent
litigating liability cases.

The bill would also have
protected manufacturers of
defective drugs and medical
devices from liability for punitive
damages if the products received
pre-market approval from the

for Now

N Summer 1994 #61 -

llBy

eliminating

punitive damages
in certain cases, we are
increasing the
vulnerability of
women to dangerous
products.”

Food and Drug Administration
(FDA) except in cases of fraud.
Although the bill’s sponsors
offered to drop this provision to
win additional support for the
bill, it was not enough to allow
debate on the bill to proceed.

Opponents of the bill con-
tended it would hurt consumers,
especially women. Punitive
damages have been used as a
deterrent for manufacturers of
potentially dangerous products,
leading either to product im-
provement or to their restriction
or removal from the market, as in
the cases of silicone-gel breast
implants, high estrogen contra-
ceptives, and IUDs. During floor
debate, Sen. Barbara Boxer
asserted,

‘By eliminating punitive
damages in certain cases, we are
increasing the vulnerability of
women to dangerous products.’

The legislation would have
also limited liability for non-
economic damages such as loss
of fertility, extreme pain and
suffering, permanent disfigure-

in Court Preserved—

ment, and mental anguish.
Under the current system, if a
non-economic injury is caused by
the misconduct of several com-
panies, the person can receive
full compensation from any one
of the parties if the others are
financially unable. However, the
proposed legislation would have
reduced the compensation of a
victim injured by more than one
party by requiring any solvent
firm to pay only its share.”

As we wrote in our Spring
issue, most of us will never file a
DES lawsuit, but we do have an
interest in keeping the courtroom
doors open for those who do
want to sue. The possibility of
manufacturers being brought to
account for untested or defective
products helps keep the market-
place safe for us and our chil-
dren. We have been working on
this issue since 1980, and if
manufacturers bring it to Con-
gress again next year, we will
again bring our side of the story
to the Senate and House. L
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Dear Senator:

Amy Smith was born in 1985. She is acutely handicapped and cannot
understand most of what happens around her. Her mother, Stephanie, gave
birth to Amy eight weeks prematurely because she had been exposed to the
drug DES in-utero. “DES was prescribed to my mother during pregnancy --
and it turned me into an obstetrical disaster,” Stephanie says. “Three gener-
ations of my family have been tragically affected.”

Despite evidence about DES dangers dating to 1937, the FDA did not advise
against its use during pregnancy until 1971. By then, 10 million mothers,
sons and daughters had been exposed.

Today, DES mothers suffer more from breast cancer. DES daughters face
higher risk of vaginal cancer. And both DES daughters and sons face
significantly higher risk of infertility and other serious reproductive
problems.

Women and their children should not have to
suffer tragedy caused by defective drugs and
medical devices. When they do, those responsible
must be held accountable.

Women'’s very lives and the lives of those they most love have too often been
devastated by toxic drugs and hazardous devices. DES, the Dalkon Shield,
L-tryptophan, Copper-7, silicone implants, and other products marketed as
“safe” have killed, maimed and caused lifelong harm to women and their
children.

It is astonishing that the U.S. Senate may now take
action that would weaken incentives for manufacturers ‘

to market safe products — and make it even harder for
DALKON SHIELD INFORMATION negligently injured women and their families to hold |
NETWORK these manufacturers accountable. The product liability I

bill pending in the U.S. Senate, S. 687, should actually ( ‘
FEDERALLY EMPLOYED WOMEN, be called the “Defective Drug and Device Bail-Out”
INC. because it would virtually immunize from punishment

those companies that engage in the worst conduct I
DES ACTION 34 GENERATION resulting in the most harm to women. A company’s \
NETWORK most egregious behavior could go unpunished as long ‘|

as its product was government-approved.

DES CANCER NETWORK Your vote cannot undo harm already done. But please don’t victimize

DES ACTION USA women twice — and severely diminish safety for future generations—by
allowing this bill to move forward.

NATIONAL BREAST IMPLANT

COALITION Please oppose cloture on S. 687.

Nola Stenerson (ND) e Susan Boone (OH) @ Anne Simmons-Benton (VA) @ Sheryl Phillips (MN) @ Shan Larsen (UT) @ Mary Claire Fitzgerald (SC) @ Jeanne Wells
Cook (MS) e Barbara Herzog, R.N. (PA) ® Gail Armstrong, B.S., B.S., R.N. (TX) @ Sharon Lynn (OK) e Carol Carnes (AL) ® Monica Ennen (SD) @ Cynthia Laitman
(W1) @ Marie Margot (LA) @ Amanda Sherman (NY) @ Donna Mae Douglas (AK) @ Elaine Blakely (NV) @ Paula Kaye (AZ) @ Susan Koolsbergen (MA) @ Linda Hilton
(MI) @ Reba Coleman (AR) @ Nora Cody (CA) @ Ouida Bartley (CO) @ Caren Glickson (CT) @ Nancy Hagood (AL) @ Eleanor Charles (DE) @ Terri Davis (FL) @ Lynn
Lynch (GA) @ Karen Fernandes (TX) @ Pat Cody (CA) @ Nadine Onodera (HI) @ Charlene Bowerman (ID) @ Debra Hyman (C1) ® Judy Ford (AZ) ® Linda Thompsen
(CA) ® Rhonda Garmen (IL) ® Ann Keil (AR) @ Irene Frunces Harger (WY) ® Zel Lakritz, R.N., B.A. (NJ) @ P.J. Brent (GA) @ Lisa Taylor (IN) @ Adelina Arroyo (DE)
@ Colleen Chilla (AZ) @ Sharon Anderson (WA) @ Andria Baird (NM) @ Mary Howe (KS) ® Ryann Lauclle, Ph.D. (M1) @ Lynda Roth (CO) @ Denise Tomezak (NCJ @
Linda Thomas (KS) @ Carrie Lee (AZ) @ Nina Flinn (FL) @ Sheila Hardin (KY) @ Diane Caulfield, R.N. (CT) @ Betty Perry (ID) @ Nan Cole (LA) @ Melody Mellow (CA)
© Vicki Dahlstrom (IL) @ Julia Riley (VA) @ Barbara Gough (ME) @ Lucille Bodtke (MD) @ Carin Newman (CT) @ Karen Albanese (LA) @ Joan Rice (VMD) @ Andrea
Goldstein (MA) @ Georgia Murakami (HI) @ Pamela S. Vander Bee (MI) @ Eileen O dorf (MN) @ Stephanie Kanarek (NY) @ Maria Elaine Carney (KS) @ Kristin
Evenson Hirst (IA) @ Linda Siegfried (MO) @ Eleanor Bowen (MT) @ Bev Stokebrand (NE) @ Betty Jensen (NV) @ Nancy Ferer (NJ) @ Lisa Drogue (NH) @ Betty Boles
(NM) @ Gloria Levine (MD) @ Sally Esposito (CT) @ Shelli Rosenthal (PA) @ Mary Jane Shipley, R.N. (UT) @ Debra Genninger (NY) @ Jeannie Kelly (TX) @ Georgia
Babish (OR) @ Pam Burell, R.N. (FL) ® Nancy Lyon (GA) @ Barbara Peterson (IL) ® Audrey Elfering (SD) @ Brendu Caldwell (IN} @ Cecelia Volk (NY) @ Pat Edwards
(NC) @ Julie Leas (MN) @ Cindy Haux (ND) @ Martha Stafford (NM) @ Becky Fyffe (LA) ® Merry Marrelli (CT) @ Sue Brown (TX) @ Kathy Brouhard (MO) @ Marilyn
Sapp (TX) @ Hope Ellen Kaplan (OH) @ Karen Renick (NY) ® Annika McCann (NM) @ Debra Davis (OK) @ Ann Brown (LA) @ Leslie Dehoust (NJ) @ Cherry Amabisca
(OR) @ Kari Christianson (MN) @ Nancy Pate (NC) @ Holly Larsen (OR) @ Karen Bolea (PA) @ Marylin Zlotnik (NY) @ Roberta Schneider (RI) ® JoAnn Heath (5C) ®
Barb Riddle (SD) ® Nanette Ford (TN) @ Jayne Reed, C.R.N.A. (OK) @ Isabel Baca (NM) @ Alice Eve Cohen (NY) @ Susan Yensen, R.N. (TX) ® Elizabeth Wandelmaier
(NJ) ® Betty Jensen (UT) @ Janie Cruise (CA) @ Jody Senf (MO) @ Martha Herbert Izzi (VT) @ Marilyn Schnoor (IA) @ Geraldine Arias (VA) @ Sura B. Taylor (AL) @
Betty Goodwin (WA) @ Annie Robertson (MT) @ Jill Wood (ID) @ Lois Brewer (WV) @ Heather Castellanos (HI) @ Brenda Glenn (AR) @ Pauline Nygaard (ND) @ Vicky
Nunley (NM) @ Linda Hammer (WV) @ Gloria Gould (CA) @ Susan Isaacson (FL) @ Toni Butts (LA) @ Hea!hn-r Fambrough (MO) @ El Requa (NV} @ Barb Johnston (NY) @
Judy Friedman (OH) @ Jean Golomb (PA) @ Renee Self (TX) @ Karen Lang (WA) @ Karen Hicks (PA) @ Nicole DeMarini (NY) @ Judy Smith (CA) @ Martha Drum (MA) I
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A Message for Sons

Michael Freilick has been elected to
the Board of Directors of DES Action.
Here is his message for DES sons.
leven years ago, in 1983, 1
E found out that I was a DES
son. I had just learned that
I had testicular cancer. My
mother came to me and told me
that when she was pregnant with
me in 1953, she started to stain.
Her doctor prescribed DES as the
“cure” to help her maintain a
normal, full-term pregnancy.
However, I was born six weeks
premature anyway and I also had
a heart murmur. I was very sickly
as an infant and at one time
weighed only two pounds.

After I recovered from my
cancer in the early 1980’s, I began
to look into my DES exposure. I
found out that there were over
two million DES sons like myself
in the United States. Most of
these men had no idea that they
were DES sons.

At this particular time in my
life I was a very introverted
person. However, I realized that
it was important to tell DES sons

abut the possible medical prob-
lems they may face. In 1984, 1
went to a DES Action meeting in
Massachusetts. To my surprise
there were about 80 women who
attended the meeting, but only
three men. All three of us had
some kind of medical problem
related to our sexual organs. I got
a lot of support from these men
in dealing with my past illness.
Also, it was helpful just to talk
with other DES sons.

Slowly I overcame my shyness
in talking about my testicular
cancer that I had recovered from.
I saw the need for DES sons to
group together and talk about
their possible medical problems.
In 1985, together with one of the
sons I had met at the meeting,
Fran Lawler, we started the DES
Sons Network as an affiliate of
DES Action. Slowly men began to
contact us for information on
DES. Actually, more wives,
girlfriends, and mothers of the
sons called or wrote us. It is still
very hard for most men to talk
about these sexually related

tion about your county.

Use Donor Option at United Way

If you give to the United Way at your place of work, you can
specify that your pledge should go to DES Action. DES Action and
its local affiliates are not United Way agencies, but, as a health
organization, we are able to participate in this Donor Option Plan.
Simply find the line or the card marked “Donor Option” and write
DES Action. If there is no line, or a card has been omitted from
your packet, write in Donor Option—DES Action.

Not every county has a donor option plan. Contact your local
United Way or ask your United Way representative for informa-

Another way to help us with our work is to give a Tribute Gift.
You can honor a friend or relative on any important occasion by
giving to DES Action in your honoree’s name. We have Tribute
Gift cards for this purpose that we can send to you.

_A

Michael Freilick and his wife Carol.

issues, as we feel that our “man-
hood” is threatened.

With the help of the media,
more and more DES sons have
contacted us in the last few
years. It has been a slow process,
but as my wife Carol, whom I
married two years ago, says, “If
you save one man’s life, it is
worth it.”

Perhaps the most exciting
thing for me with the media was
appearing on “Good Morning
America” in January of 1993 and
talking about my past illness and
DES exposure. I received many
letters and phone calls from men
seeking help and information
about DES.

Today I am a member of the
Board of DES Action and con-
tinue to run the DES Sons Net-
work. I do interviews with the
media in the hope more DES
sons will contact me. DES sons
must continue to group together
and not be afraid to ask for
information. If we do this we can
only help ourselves and possibly
save lives. If you feel that you or
someone you know may be a
DES son, please feel free to
contact me at the address below.

Michael Freilick

104 Sleepy Hollow Place

Cherry Hill NJ 08003

(609) 795-1658
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Notes from Nora

irst I want to say a big
F thank you to all of our

members who wrote to
their Senators about the “Product
Liability Fairness Act,” which
was voted down in the Senate at
the end of June. This is a great
victory for DES-exposed people
and all consumers!

E A

I've tried to keep you up-to-
date in this column about the
progress in the National DES
Education Program, sponsored
by the National Cancer Institute.
This summer we're hard at work
on the production of eight brand
new brochures and booklets. This
collection of booklets will address
all the health concerns of DES
mothers, women who took DES
(but may not be mothers), DES
daughters and DES sons.

As part of the groundwork for
the writing of these new print
materials, I conducted several
“focus groups” with non-DES-
exposed women and men. Focus
groups are small (8-10, usually)
groups of people who meet to

discuss a product, a campaign, or
an idea. They are commonly
used by marketers and political
campaigns to help develop
products and campaign themes.

We asked non-exposed indi-
viduals to our focus groups
because we are interested in
using our new booklets to reach
out to the many thousands of
people who may never have
heard of DES, yet may be DES-
exposed—or may have a relative,
friend, or neighbor who is ex-
posed to DES. How do you reach
out to someone in the midst of
their busy lives; how do we
compete with all the other adver-
tisements, public health mes-
sages, and so on?

Here is a sampling of some of
the things we learned:
¥ That “Ask Your Mother” is no
longer a very useful slogan and
may confuse people. Many
mothers are no longer around to
ask, and without knowing a lot
about DES, this slogan didn’t
mean anything.
¢ The concept of exposure is

very powerful to people, and a
familiar concept given all of the
environmental exposures we
hear about every day.

¥ Most of the women had heard
of DES, and were interested in
sharing information with friends
even though they themselves
were not DES-exposed.

¢ In the men’s group, as ex-
pected, fewer had heard of DES.
Even for men who had watched
women close to them cope with
DES-related pregnancy problems,
it had never occurred to them to
find out if they were DES-ex-
posed. DES was seen as only a
“women’s health” problem.

# Once informed about DES,
however, the men were inter-
ested in its potential effects on
them and eager to share informa-
tion with the women in their
lives as well.

We were encouraged that our
goal of reaching a wide audience
is possible: people are interested
in DES and willing to help
spread the word. ¥

_______________________________________
‘® Join DES Action! ‘@€

Yes - Iwant to get the answers about DES. Enclosed is my membership.

(1 Benefactor: $1000 and above [ Supporter: $100

[ Friend: $75

[ Subscriber: $60-$30 (sliding scale)
1 Low income: $10

[d T am enclosing my annual payment of $

[ Sustainer: $500
[ Associate: $200

All members receive The DES Action Voice
quarterly. Those at the $100 level and above
receive additional annual reports on DES
Action’s work and progress.

QT would like to donate through the Pledge Program with D quarterly or [J semi-annual payments totalling $

Q Check enclosed (please make payable to: DES Action).

DES Action USA

1615 Broadway, Suite 510

Oakland, CA 94612

[ama: [ DESDaughter QO DESSon [ DES Mother of ald Daughter Son [ Other
name

address

city state zip phone (

(510) 465-4011  #61
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How many of us are there?

e are often asked by the
W print and electronic
media how many

people are DES-exposed. It
makes a big difference in our
education and legislative con-
cerns for the public to under-
stand that we are not an “orphan

disease” with a few isolated
cases.

We estimate that there are well
over nine million of us just in the
United States: 4,796,500 mothers,
2,398,250 daughters and 2,
398,250 sons. DES was marketed
in most countries of the world so
there are millions more exposed,
with much exposure after 1971.
That was the year the FDA sent
out a warning about DES use
during pregnancy. For example,
it was used in the Netherlands

until 1975 and in France until
1977.

Where do we get our estimates
of the 9.6 million?

Cancer, ajournal, 1973: The
Boston Collaborative Drug
Surveillance Program (Boston
University Medical Center)
consulted with two pharmaceuti-
cal market research firms and
arrived at the following national
figure: An average of 2.5 million
prescriptions for DES were
written each year between 1960
and 1970, of which 100,000 each
year were for pregnant women.
That would be a total of 1 million
prescriptions for pregnant
women during the last decade of
approved use of DES, when use
was reportedly declining.

Request for Proposal from the

DES Action USA

National Office
1615 Broadway, Suite 510
Oakland, CA 94612

Forwarding Postage Guaranteed

Address Correction Requested

Moving? Please let us know. . .

National Cancer Institute, estab-
lishing the DESAD Project
(December 1, 1973): “...among 62
million births during the poten-
tial exposure time (1943-1959),
there would be 31 million fe-
males, of whom 2.8 million have
been exposed to estrogen in
utero, and 1.9 million to synthetic
estrogens.”

This is the estimate used by
the DESAD project. It assumes
1.9 million females, therefore
there would also be 1.9 million
males during those years for a
total of 3.8 million children. Add
to that the 1 million prescriptions
from 1960-1970 and the total is
4.8 million children plus the
same number of mothers, for a
total of 9.6 million people ex-
posed. (]
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