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Anolther Safe Hormone?

By Kari Christianson, President DES Action USA

rom time to time DES Action hears of health

and pharmaceutical issues in addition to DES

which warrant our interest and attention. The
subject of Bovine Growth Hormone is one such com-
plex issue.

Bovine Growth Hormone (BGH) — also known as
Bovine Somatotropin (BST) — is a hormone which,
the pharmaceutical industry claims, will increase
dairy cows' milk production by 10% to 40%. The
hormone must be administered by a daily injection.

In the United States today there is a surplus of
.milk and dairy products — too much milk at too low
a price, driving many dairy farmers out of business.
Furthermore, the proposed use of Bovine Growth
Hormone raises concerns both for the health of the
cows being "treated"” and that of the consumers
being exposed to the milk products resulting from
BGH use.

In order to take a close look at these farm and con-
sumer issues, the Wisconsin Family Farm Defense
Fund sponsored a national conference in Madison
Wisconsin on October 11, 1986, entitled, "Economic
and Ethical Impact of Biotechnology on Agriculture
in Wisconsin.” As DES Action USA's President, I at-
tended and spoke at a workshop on the questions
the DES story raises for this new technological in-
tervention.

The conference brought together outspoken critics
of biotechnology, including a keynote address by
Jeremy Rifkin; scientists and students of biotech-
nology from the University of Wisconsin; and
farmers and consumers. This “mixed bag" of par-
ticipants at the conference made for lively discus-
sion groups and for some unusual alliances.

Farmers who may have used DES as a growth
stimulant in animals were siding with a consumer
who questioned all hormone use in humans and
animals. Animal rights activists, who oppose all

animal experimentation, were offering moral sup-
port to a DES daughter who believes that there is
much to be learned about DES exposure by forcing
such exposure on laboratory mice. Scientists, some
of whom were offended and personally affronted
that anyone would question their ethics or decision-
making standards, were confronted by people who
feel it is both right and necessary that those who
are to use — to be exposed — to a pharmaceutical
product be involved in the questioning and evalua-
tion of its use.

There were four workshops at the conference: The
Economic Impact of Biotechnology; The Regulation
of Biotechnology; The Relationship between the
University Research Effort and the Chemical In-
dustry; and Human Health, Animal Health, and En-
vironmental Issues Surrounding Biotechnology. The
following is a portion of my presentation at the
workshop on the human health topic:

"I am here today representing the voice of the con-
sumer and a voice with specific experience with a
previous growth hormone — DES, diethylstilbestrol
— a synthetic estrogen. As a recipient of what was
the hormone technology of a generation ago, I know
firsthand the dangers of assuming that a hormone
is safe — until years down the road when the truth
and the deadly health consequences become known.
DES is a pharmaceutical tragedy of unequalled pro-
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Get Into the Action

DES Action USA could not have originated and grown without the dedicated
efforts of volunteers. Today, we proudly boast the activities of over forty DES
Action groups around the country and around the world. The foundation of each
group was created and nurtured by volunteers. We still need you.

Write your group today. Offer your services for a few hours a week. Become
a part of the action with DES Action.
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Keeping Your
Own Records

Consumers have trouble getting
their own medical records. Doctors
and hospitals frequently are reluctant
to share that information with the con-
sumer, the person most deserving
to know, claiming that she/he won't
understand the technical language, or
will be scared away from so-called
needed procedures by the record's
contents. That's why the People’'s Med-
ical Society has just published Your
Medical Record, a bulletin showing the
consumer how to keep her/his medical
history in her/his own words.

Your Medical Record has eight pages
of charts and instructions, with spe-
cial sections including space to record
every physician visit, diagnosis and
treatment; lab tests and x-rays, dental
and eye exams, family medical history,
and emergency phone numbers. There
is also room to list all prescription and
non-prescription drugs, and a “Condi-
tion Profile Checklist" for creating an
individual medical profile. Your Med-
ical Record is available for $3 from Peo-
ple’s Medical Society, 14 East Minor
St., Emmaus, Pa. 180409. H
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Medical Abstracts:
More Hints About Possible Effects of DES

R. Kaufman, E. Adam, K. Noller et al,
Upper genital tract changes and infertility
in diethylstilbestrol-exposed women.
American Journal of Obstetrics &
Gynecology, vol. 154 (June, 1986) 1312-8

tudies wusing uterine =x-rays
S (Hysterosalpingograms or HSGs)

have demonstrated abnormal-
ities in size and shape of the uterus in
approximately 40% of DES daughters.
Women with these abnormalities are
more likely to have difficulty carrying
a pregnancy to term than DES daugh-
ters with “normal” HSG results. The
present study asked whether DES-
daughters with an abnormal HSG
have greater difficulty conceiving than
do women with normal findings.

The study found that an abnormal
x-ray, in general, was not associated
with infertility (defined as one year
or more of unsuccessfully attempting
pregnancy). A similar number of
women with normal and abnormal x-
rays had difficulty conceiving, and
women who did conceive were as like-
ly to have an abnormal as a normal
x-ray. In other words, you could not
predict infertility on the basis of a nor-
mal vs. abnormal x-ray.

However, when the abnormal hys-
terosalpingogram group was broken
down into specific uterine alterations,
those with "constriction" of the upper
uterine cavity did have a greater like-
lihood of infertility — 2.26 times the
likelihood, compared to those with-
out constriction. Constriction and a T-
shaped uterus increased the chance of
infertility a little more, although the T
shape alone was not associated with
difficulty conceiving. Within the "ab-
normal’’ x-ray group, then, the two
specific types of uterine anomaly ac-
counted for the greatest amount of
infertility.

Studies of infertility are notori-
ously difficult to design and evaluate,
due to problems of definition, follow-
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By Judy Turiel, Ed.D.

up of patients, and bias in selection
of the sample chosen. While the
authors note such problems, their
report does suggest that certain uterine
anomalies may lower the fertility of
DES-daughters. However, there is no
recommended treatment for the con-
ditions described in this study, nor is
routine hysterosalpingogram recom-
mended for DES-daughters. If such a
procedure is done as part of a total in-
fertility workup, information on an in-
dividual's specific uterine abnormality
may help determine her chances for
successfully conceiving a pregnancy.
This study demonstrates the impor-
tance of considering sub-groups within
the overall DES-exposed population
who — for reasons as yet unknown —
may experience health effects in
greater number and/or intensity. Only
then can we gain a thorough under-
standing of the range of health conse-
quences related to DES-exposure.

A.E Haney, R. Newbold, B. Fetter, and
J. McLachlan, Paraovarian cysts with
prenatal diethylstilbestrol exposure —
Comparison of the human with a mouse
model. American Journal of Pathology,
vol. 124 (Sept. 1986) 405-11

esearch on longterm effects of
Rprenatal DES-exposure takes a
variety of forms. Some studies

look directly at DES-daughters and
sons. Often, the number of individuals
studied is small, and can provide only
hints, suggesting possible pieces of
the DES puzzle which need further
study in larger, well-controlled sam-
ples. Hints about DES-effects come
also from studies using laboratory
animals in experiments designed to
parallel human exposure. An ongoing
question in animal studies is whether
an observed DES-effect will or will not
also be seen in exposed humans.
continued on page 4

First DES Lawsuit Abroad

daughters in the Netherlands who
have had cancer have filed suit
against ten drug companies. This is
only the second product liability suit
ever filed in that country for a phar-
maceutical product. The basis for
liability is the theory of group liabil-
ity, but under Netherlands law, other
issues such as negligence, foreseeabil-
ity and causation will be raised.
The Dutch system differs markedly
from the U.S. legal system. There is no
jury; the statute of limitations is 30
years, starting at age 21; punitive dam-
ages are unknown and damages for
pain and suffering usually do not ex-
ceed 100,000 guilders — $45,000 —
{medical costs are covered by national
health insurance|; and there are no
contingency fees: state-financed legal
aid is available.
DES Aktiegroep of the Netherlands

In a landmark action, six DES

sees this suit as a way to raise public
awareness about DES and about the
issue of drug safety and effectiveness.
For the daughters who sue, according
to DES Aktiegroep, "it is very impor-
tant to be able to do something, to act
instead of just ‘being the victim,’"”
One of the women stated this very
clearly by saying, "It gives me such a
good feeling to read all the headlines
in the newspaper about us suing the
industry. We turned from victims into
the attackers.”

The awareness goal was realized
immediately — Hundreds of women
contacted DES Aktiegroep for infor-
mation. "Most of them just now found
out that they were exposed as well.
Among them there were five DES
daughters who have had cancer
and are interested in joining the
lawsuit."”



Hormones continued . . .

portions in this country. But I rec-
ognize that there are lessons to be
learned from the tragic legacy of DES
use that can be applied to BGH
development.

I am not convinced by the argument
that BGH is safe and does not affect
cows or humans because it is a hor-
mone that occurs naturally in dairy
cows. Estrogen is a hormone which oc-
curs naturally in women, but we now
know the consequences of admin-
istering additional synthetic hormone
to pregnant women. Substitute the
word ‘biotechnology’ for ‘synthetic’ —
what you have is giving more hormone
to the animal than is naturally pro-
duced by that body.

In the case of DES as an animal
growth stimulant, the hormone was
allowed on the market and on the
table without sensitive residue testing
being available. If we cannot find hor-
mone residue, does that mean that it
does not exist? Is there a 'safe’ ex-
posure limit to a known carcinogen,
a cancer-causing agent, such as DES
is? Is this DES situation one that we
want or can afford to have repeated
with other hormone residues?

I am not suggesting that BGH is a
potential carcinogen, but I am sug-
gesting — demanding — that we
evaluate the health impact and poten-
tial consequences before we allow this
product of biotechnology to reach our
food supply. Do tests exist that can
trace residues of BGH in milk? And
who sets the standard for safe limits
of residues? Will we'let the phar-
maceutical industry, those with a
financial stake, dictate levels of safe-
ty? Federal and state regulations are ig-
nored or non-existent in dealing with
the issues of testing and sale. In the
case of BGH we must look at who will
be particularly vulnerable to any res-
idues in milk and dairy products. At
the very least, we must demand that
the health impact be determined for
pregnant women, for the developing
fetus, and for children.

The irony of this situation, of course,
is that we, the consumers, do not want
BGH in our food supply, nor do we
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want the increased dairy product
which results from BGH use. But if we
are to be dragged kicking and scream-
ing into the age of biotechnology in
food and the use of BGH, then let us
demand all the answers. It is ap-
propriate that we ask these questions
about human health and safety. And
it should be mandatory that answers
are provided before any mew' hor-
mone residues are introduced into the
human food supply.”

In the discussion which followed,
my questions were dismissed (nicely)
by the scientists as being naive and
unanswerable. My response was that
their inability or lack of desire to ad-
dress these questions in research was
itself an answer — albeit an unsatis-
factory one. In a final conversation,
a University of Wisconsin scientist,
whose sister and two nieces are DES
exposed, tried to convince me of the
safety of BGH because it is naturally
occurring in the cow and, therefore,
is in milk already. My response: "And
estrogen occurs naturally in women
but. ... "

For more information about Bovine
Growth Hormone write:

Wisconsin Family Farm

Defense Fund

Rt. 1, Box 49

Cazenovia, WI 53924

Abstracts continued . . .

While much of the animal research
aims at defining how DES does what
it does (the "mechanisms"), this re-
search can provide direction for the
development of human studies, which
may, in turn, eventually contribute to
health care applications.

A recent report in a pathologists’
journal presents a fascinating com-
bination of these two approaches.
Paraovarian cysts (fluid-filled or solid
sac located between the ovary and
fallopian tube) in six DES-daughters
were compared to similar cysts in ex-

perimental mice. The study represents
an unusual collaboration between a
clinician (Dr. Haney) and basic scien-
tists at the National Institute of En-
vironmental Health Sciences, all of
whom have longstanding research in-
terests in DES-exposure.

In four of the six DES-daughters
who were found to have paraovarian
cysts, the tissue examined was dif-
ferent in structure, or "histology,"
from cysts seen commonly in the same
location among non-exposed women;
the cysts were similar to those seen in
DES-exposed mice. These cysts are of
scientific interest because they are
thought to arise from a different em-
bryologic tissue than that usually as-
sociated with DES effects in humans.
The findings demonstrate the need to
monitor potential health consequences
beyond those already identified in DES
sons and daughters, since effects of
prenatal exposure may be broader
than is currently known.

The authors are careful to point out
that 'no clinical problems attribut-
able to paraovarian cysts in the DES-
exposed population have been noted.”
(p.- 409) Rather, they are describing
unusual tissue changes in the DES-
exposed women which correspond to
changes seen in the mouse model. The
correspondence bolsters the value of
each line of research to the other in
learning more about DES-exposure.

In this small sample of women un-
dergoing surgery for infertility, there
was an increased frequency of para-
ovarian cysts in exposed women com-
pared to the non-exposed, a finding
also consistent with the mouse model.
The authors speculate that the pres-
ence of paraovarian cysts could pos-
sibly contribute to infertility if, for
example, the location of the cyst (near
the feathery end of the fallopian tube)
interferes with retrieval of the egg
after ovulation. However, they point
out that no one knows the frequency
of paraovarian cysts in fertile women.

None of the cysts showed any sug-
gestion of malignancy; still, the au-
thors do recommend close surveil-
lance of DES-daughters found to have
such cysts, as for any unusual tissue
change associated with DES-exposure.
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Letters to The Editor

Reproductive Technology:
A Physician Responds

Dear Editor:

Regarding the article by Anita Dir-
ecks, on Reproductive Technology
(Voice #28, Spring, 1986) here are my
comments.

I think I need to begin with a fun-
damental question: what are our pres-
ent alternatives? We have no data on
the long-term consequences. It is im-
possible to acquire these data at pres-
ent, because there are no long-term
results: the oldest child is 8 years old.
However, acknowledging this ignor-
ance is not meant to be a cavalier ac-
ceptance of the safety of these inter-
ventions. Rather, we are very inter-
ested in working with you and others
to pursue these questions in mean-
ingful ways. As you must be aware,
the children born from IVF techinol-
ogy tend to be followed more closely
throughout both pregnancy and
follow-up; data is being obtained by
the use of registers of IVF babies.
The medical profession is committed
to obtaining the kinds of data that will
allow us to make conclusions about
long-term safety. The short-term data
are certainly reassuring, but I have not
tried to project from these studies that
long-term consequences might not ap-
pear. I know of no way to obtain these
data without persevering and offering
IVF as a therapy for the present.

I would strongly argue against the
statement that IVF developments are
similar to the story of DES. There are
no data that support the efficacy of
DES for maintaining pregnancies. On
the other hand, in vitro fertilization
is demonstrably successful for many
women who have no other options.
The other statement by Anita Direcks,

that hardly any questions are being
raised about the danger of this tech-
nology for the woman, is belied by
this correspondence and by the fact
that we're not alone in asking these
questions.

The statement that no serious atten-
tion is being paid to the possible long-
term effects of IVF on mother and
child is not warranted. It is true that
there are no data, but that doesn't
mean that they aren't being diligently
sought. It is impossible, as I said, to
have any long-term effects known,
when there are no long-term children.
If we stopped IVF in order to acquire
this data, we wouldn't have enough
children to examine. If we could ad-
vise all of our patients to wait ten to
twenty years for this information, then
certainly we would do so. But this is
obviously not a realistic choice for
many of these infertile couples.

There may indeed be an action
group for test-tube children within fif-
teen to twenty years. I sincerely hope
not, but unlike DES exposed children,
IVF children will in most cases owe
their existence to this technology. I
sincerely believe that.

I am trying to state my point as
strongly as possible for two reasons.
One, I think that there is a great deal
more sympathy and concern than is
apparently being perceived by some of
your organization. The second reason
why I want to state an opposing view
is that I think it very important that
individuals who have such an impor-
tant perspective not antagonize the in-
dividuals that they want to educate
and cooperate with. If statements that
aren't founded in fact are made in a
manner that might be perceived to be
antagonistic, then any hope of mobiliz-
ing all of the physicians involved in
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IVF to develop a high level of concern
and vigilance will be lost because they
will consider the statements as lack-
ing in credibility. I think this*will be
a misfortune.

Mary C. Martin, M.D.

Assistant Professor

Dept. of Ob/Gyn and

Reproductive Sciences

University of California

at San Francisco

Endometriosis Support
Groups Encouraged

Dear Editor,

I am a DES daughter with endo-
metriosis. I am recuperating from a
hysterectomy at age 30 after a long
history of surgery and hormone treat-
ments. I was fortunate enough to have
a child and also to keep a quarter of
one ovary, however, at this point I
am still frustrated by the entire
experience.

Having endometriosis alone is bad
enough. Coupling it with being a DES
daughter just increases the worries,
unbearably at times. I chanced keepng
part of an ovary and having a recur-
rence of endometriosis because I
didn't want to go on estrogen replace-
ment therapy since I am DES-exposed.

I know there are more of you going
through my experience. I'm going to
work locally to form a support group
in Connecticut for DES daughters with
endometriosis as well as for those with
endometriosis alone.

I urge you to encourage your local
DES chapter to help you do the same.
If you are in Connecticut, write:

Laura Minor

88 Anderson Ave.
Forestville, CT 06010

or call 203-523-5275 (days)

Another resource is the Endome-
triosis Assn., PO. Box 92187, Milwau-
kee, WI 53202

Sincerely,

Laura S. Minor



Personal Story

Some Lessons to Learn
About Cervical Cerclage

by Connie Peabody

am a DES daughter with a history
of medical disorders, ranging from
ectopic pregnancy to three miscar-
riages attributed to cervical incom-
petency. All but one took place in the
2nd trimester. Due to my incompetent
cervix I must have a “cervical cer-
clage” performed to bring a preg-
nancy to term. I have carried one baby
full term, live birth with this pro-
cedure. She is now five years old. My
most recent miscarriage at 20 weeks
was brought on by an infection in-
troduced by the cerclage — a pro-
cedure that was performed to prevent
miscarriage. I have since learned that
such an infection can be prevented by
the use of antibiotic vaginal creams
and/or the prescription of low dose an-
tibiotics throughout pregnancy.
DES Daughters need to be aware of
the risks involved with the "cervical
cerclage' procedure.

Risk #1: infection — can be introduced
via the sutures used in the cerclage.
Some physicians recommend the use
of an antibiotic vaginal cream. Others
recommend the use of low dosage
antibiotics taken orally throughout
the pregnancy. The effect of long term
antibiotics on the fetus, as one might
expect, is unknown at this time.
(Sound familiar?) The antibiotic vagi-
nal cream appears to me to be the least
harmful of these two preventatives
against possible infection in the cer-
vical area.

Risk #2: With the cervical cerclage (as
evidenced from my experience) is the
potential to go into active labor with
the stitches still intact. If these are not
clipped in time, irreparable cervical
tearing could occur.

Hopefully, voicing my tragic circum-
stances will spare some others the loss
I experienced, due to improper medi-
cal supervision.

Be cautious, be assertive, be selective
in choosing your personal physician
and health plan!

I hope my experience will be of
some help to someone else. =

“Cervical Cerclage”

his procedure is made

I available to female pa-
tients with a diagnosed in-
competent cervix, that is preg-
nancy cannot be carried full
term, without the cervix thin-
ning & eventually dilating prior
to an optimum gestation period.
The cervix is literally stitched
up, much like the strings on a
purse, around the cervix. Hence
the name "purse string’’ pro-
cedure, but also "cervical sling,”
"McDonald Procedure' and
more commonly known as ''cer-
vical cerclage.” This procedure is
usually done at about 14-16

weeks.
— C.P

How Cost-Benefit
~ Analysis Works
i I n 1977, a gfonp of ﬁorkefs .

| sterile whlle manufactunng the

| chemical DBCP for Occidental
. Petroleum Co. in central Califor-
‘.'ma A 1awsu1t f11ed by those,'

_ which describes how they cal-
. culate costs and beneflts The,
i document Wntten by the Direc-

. vironment suggested that Occi-
dental take the followmg steps:

. ®assume that a normal pro-

' cludes, 'Should this p_roduct still |
. show an adequate profit meeting
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. project should be con51dered .
' further ! !

| (Thanks to S:hccm Valley Tbx:cs Ne\»s) L

learned they had become

‘j"-a 1978 mtemal company memo

tor of Health, Safety and the En-

. e calcu.late how many people .
would be exposed to DBCP

portlon of them would be-
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and that half of those would
sue |

° then ﬂgure how much the |

| company would have to pay' o
i Judgments, settlements:‘
and legal fees :

‘ The memorandum then con-

i rony the San jose Mercury"'
November 20, 1985
. San Jose, Cal:forma.'

A Sad Note

DES Action notes with
sadness the passing of Aimee
Edelman, leader of DES
Action, Cleveland. Aimee was
a lively and committed
volunteer, who accomplished a
great deal on behalf of DES
exposed people in Ohio. Our
sympathy goes to Aimee’s
family and friends.
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DES Screening Center
Breast Screening Program

Shortly after the 1984 New England
Journal report of an increased breast
cancer risk in DES exposed mothers,
the staff of LIJ's DES Screening Center
began work on a program that would
address their needs.

A needs assessment survey was
sent to every client on our mailing list.
The impressive response by DES ex-
posed mothers confirmed our suspi-
cions that many women were unsure
about the thoroughness of their breast
exams, had not had medically advised
mammography and did not practice
Breast Self Examination regularly. The
mothers told us that they wanted a
center where expert breast exami-
nation and mammography would be
available, and where individualized
counseling about and teaching of BSE
by nurse practitioners would sup-
port their practice of this lifesaving
technique.

The New York State Department of
Health graciously agreed to fund a
pilot program. Qur first clinic ses-
sion was held in October 1986; nearly
twenty women were screened in that
one night.

Mothers are referred for mammog-

By Paula DiStabile, R.N.

raphy, if indicated, prior to their ap-
pointment. They come in with the
report and/or mammogram films. Af-
ter taking a brief health history the
nurse practitioner introduces the pa-

' he DES Screemng Cen—f'.‘.‘
| ter's. Breast Screemngl‘:‘-_ﬂ
. M Clinic at Long Island Jew-
| \ish| Medlcal Center is currently
fbemg held once a month, but
| more | sess1ons ‘may be added' \
_ when necessary. All local DES
.exposed mothers are welcome.
. Fees are charged on a sliding
scale bams d_etermmed by 1n-‘,'j"

| ass1sted 1n obta.lmng rennburse- i
‘.'3*rnent Medicaid and Medlcare \ .
.are accepted No client will be
turned away for 111ab111ty to pay. |
For appomtments or more infor-
matmn, contact the DES Screen-

i f Queens Nassau
i and Suffolk C' untles, 410 Lake-..l_‘_“
_ ville Road, Room 105, New
,‘Hyde Park, New York 11042,

JOIN DES ACTION

tient to one of the two breast spe-
cialists on staff. A thorough breast
exam is done with the nurse practi-
tioner present, so that she can use the
physician's findings in tailoring her
breast self examination teaching to the
woman's particular breast tissue pat-
terns. Mammography results are re-
viewed, and the physician, nurse
practitioner and client formulate a
follow-up plan.

Breast self exam is then taught to the
woman and/or a partner of her choice.
Teaching is tailored to the individual's
need. For our high risk clientele, the
center emphasizes the additional ben-
efits of examination by an expert in
breast care. "I've never had an exam
like that before!"” is the usual comment
by our clients. Mammography, when
indicated, close follow-up, and nursing
support are also essential components
of the service. O

Editor's Note: This is a wonderful
example of an important service hos-
pitals, in conjunction with their state
health departments, can provide DES
mothers. Check with your hospital to
urge them to undertake such a program.
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hio's Dept. of Health has a DES Program featuring
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