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DES Action Turns 30 This Year

We’ve Come A Long Way With Lots To Celebrate

By Pat Cody,
DES Action Co-Founder

Who knew? When we began, we
had no five-year plan, not even a one-
year plan. Our goal was to get the
word out to millions of DES-exposed
people who probably had no inkling
about their health risks. We were cau-
tioned when speaking to physicians
that we should wait until the medical

world was trained in the DES exam.
But who better to drive that training
than the DES Daughters needing the
exam? In 1975, when some DES
Mothers and Daughters took the first
steps, we had learned from the
women’s health movement getting
underway that we had to be the ones
making the changes we wanted to see
for active participation in health care,
as in other parts of our lives.

Screenplay About DES
Gets Rave Reviews

By Caitlin McCarthy

It really couldn’t have been any
better. The feature film screenplay I
drafted about DES was astonish-
ingly well received at a live staged
reading of several scenes during the
15" Annual Hamptons International
Film Festival. Now I'm hopeful
Wonder Drug will be made into a
movie.

Inspired by real events, Wonder
Drug is a scientific drama of how
DES harms the lives of a Big
Pharma executive, a feminist doctor
and a thirtysomething newlywed,
with their stories interwoven across
different decades.

Last spring my first draft was se-
lected for the 2007 Hamptons

Screenwriters Lab as the Alfred P
Sloan Foundation script. (The Lab is
co-sponsored by the Festival and the
Alfred P. Sloan Foundation). Tom
Gilroy (Spring Forward) and Joshua
Marston (Maria Full of Grace) were
assigned as my mentors. They pro-
vided invaluable guidance, insight
and support and our sessions took
my screenwriting to a whole new
level.

It was quite an honor for the re-
written draft of Wonder Drug to be
selected as the only script given a live
staged reading at the Festival. Steve
Guttenberg (Three Men and a Baby)
and Alysia Reiner (Sideways) starred
in the presentation, along with actors

from stage, screen and TV.
continued on page 3

These were the days before the
Internet and before copy centers.
Telephones and mimeograph ma-
chines were our tools for action. But
the media, especially the print media,

What spurred us on all these years?
How could we not keep moving
forward! Thousands of letters
flooded the office and thousands
more frightened DES-exposed
women and men called our toll
free phone number. ..

even then were powerful; we used let-
ters to the editor for outreach and
talked to reporters, got feature stories
and appeared on TV talk shows for
interviews. We went to our state legis-
latures for bills mandating public and
provider education on DES, and in
many states, we got them.

Here in California, our legislation
provided funds for us to design and
carry out that education. The materi-
als we created included pamphlets,
TV and radio public service an-
nouncements and - long before
PowerPoint, videos, CDs or DVDs -
we created slide shows with Nancy
Adess and me as “actors” (we could
not afford professionals). We sent
these materials to the local chapters
set up by volunteers in many states
and they all were widely used.

continued on page 3
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Yes!—1 want to join DES Action to stay informed and support a cause | believe in.
All members receive The DES Action Voice quarterly. Those at the $100 level and above receive
an annual report on DES Action’s work and progress. All contributions are tax deductible.
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Join OnLine Support Group for DES Daughters

Want to be in touch, via e-mail, with other DES Daughters? As a benefit of being a
DES Action member you can join the DES Action Daughters On Line Support Group.
That way you can ask questions and share experiences common only to those of us

who are DES exposed.

To join the DES Action On Line Support Group simply send a blank e-mail to:
DESactionDaughters-subscribe@yahoogroups.com

You'll receive an e-mail back from Yahoo! Groups confirming your request to join. It
offers two registration options and the easiest is Option 2. Click "Reply” so the note is

sent back.

Once we've checked to be sure you are a current DES Action member, you'll receive
a welcome to the group letter explaining how to send messages. Then you can partici-
pate in the e-mail conversations, or just quietly read and enjoy the learning experience.
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DES Action
USA National Office
158 South Stanwood Road
Columbus, OH 43209
desaction @columbus.rr.com
www.desaction.org
800-337-9288
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DES Action Massachusetts
14 Canterbury Dr.
Canton, MA 02021
aegSct@verizon.net
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DES Action Los Angeles
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DES Action International

Australia
DES Action Australia, Inc.
PO Box 282
Camberwell 3124 Vic. Australia
info @desaction.org.au
www.desaction.org.au

DES Action Australia - NSW
14 Edmundson Close
Thornleigh NSW
2120 Australia
C devine@bigpond.net.au

DES Action Canada
5890 Monkland Avenue
Suite 15
Montreal, QC H4A 1G2
(514) 482-3204
1-800-482-1-DES
desact@web.net
www.web.net/~desact
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England
DES Action UK
Box 128, Blaydon LDO, NE40 3YQ
England
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www.des-action.org.uk

France
Reseau DES France
12 rue Martinon
40000 Mont de Marsan
France
reseaudesfrance @ wanadoo.fr

DES Action Ireland
Carmichael House
North Brunswick St.
Dublin 7 Ireland
info @desaction.ie
www.desaction.ie
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DES Centrum
Wilhilminapark 25
3581 NE Utrecht
The Netherlands
des@descentrum.nl
www.descentrum.nl
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DES Action Turns 30 from page 1

We shared our experiences here
and throughout the country at annual
meetings, usually on either coast
(cheaper air fares). As women in
other countries heard about us, we be-
gan to mentor grass roots groups in
Australia, the Netherlands, Canada,
then England, France, and Ireland.

Daughters who had developed
clear cell cancer formed the DES Can-
cer Network. One of their founders,
Margaret Lee Braun, initiated federal
legislation by asking her Congressional
Representative, Louise Slaughter (D-
New York), for a law to fund research
and education on DES and its effects.
The long-term study of effects of DES
on women and men, which had been
in place for fifteen years (known as the
DESAD Project), was about to be dis-
continued. We mounted a major cam-
paign and enlisted the sponsorship of
Senator Tom Harkin (D-Iowa). The
DES Research and Education Bill be-
came law in 1992, funding the Na-
tional Cancer Institute DES
Follow-up Study, widespread public
and professional education which are
often featured in this newsletter.

What spurred us on all these years?
How could we not keep moving for-
ward! Thousands of letters flooded the
office and thousands more frightened
DES-exposed women and men called
our toll free phone number needing
help when they heard about DES. Fear
turned into action when they learned
from us about what had happened and
what they needed to do regarding
medical care. DES Action now has a
strikingly loyal membership base; to-
gether our collective voice helps keep
DES in the public arena and keeps re-
searchers interested in our issues.

No five-year plan, and look what
we have done. Our persistence with
research, beyond its benefits to us, has
kept the serious problem of “endo-
crine disruption” in the public and sci-
entific focus, as shown in the Faroes
Statement (see page 6). This will ben-
efit us—and future generations. We
have made the world a better place
than we found it. B VOICE
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Screenplay from page 1

I was careful to get
my facts right regard-
ing DES. Sir Ralph
Dodds, son of DES
creator Sir Charles
Dodds, served as a
consultant. In addi-
tion, biochemist P.
Harry Jellinck was the
scientific mentor on
Wonder Drug. As a
medical student,
Jellinck worked di-
rectly under Sir
Charles Dodds at the
Courtauld Institute of
Biochemistry,
Middlesex Hospital, London.

The script reading, and subsequent
panel discussion — specifically about
the screenplay and generally about
DES — had an enormous impact. Fes-
tival organizers told me it was the
highlight of the day. Several people
mentioned how moved they were by
what they saw, and some were brought
to tears, which is almost unheard of
for a script reading.

Well into the night, festival-goers
still wanted to talk about what they’d
seen and heard that afternoon. It was

Wonder Drug screenwriter Caitlin McCarthy, center, with
acclaimed independent director Tom Gilroy, left, and actor
Steve Guttenberg (Three Men and a Baby). Guttenberg is
holding the Wonder Drug script.

12:30 am and people continued to stop
me, even in the parking lot after the
filmmakers party, in order to learn
more about DES. The buzz was in-
credible. I was touched by the sincer-
ity of their comments and I will always
treasure my memories of what hap-
pened that weekend.

Since then, I have stayed in touch
with many of the industry leaders I
met and now I'm quite hopeful that
Wonder Drug will eventually be made
into a movie.

Stay tuned.... EHVOICE
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DES ACTIC

Even before co-founding DES Ac-
tion in 1978, PAT CODY was leg-
end. She and her
husband Fred
started Cody’s
Books in Berkeley,
nurturing a genera-
tion of activists and
authors within the
walls and culture of
their famous inde-
pendent bookstore. In the early 1970s
Pat first heard about the harm caused
by DES, the drug that she had been
given during the pregnancy with her
oldest daughter Martha. An econo-
mist and writer by profession, Pat de-
veloped the style of communication,
research and advocacy that defines
DES Action. Most of all, Pat is our
heart and soul; she is the DES Mother
who is the Mother of DES Action.

Kari Christianson

DES Action Program Director

NANCY ADESS — without

whom we would not be here, for she
i | had the skills to get

I us up and running.
Nancy has a degree
in Public Health
Administration and
moved from an early
volunteer to our first
paid position as ex-
ecutive director. During her eight
years on the staff, she wrote the grants
that financed us, directed our work on
California DES legislation, and to-
gether we carried out a state-wide
campaign on DES education for pro-
viders and the public. At the same
time she led the growth of DES Ac-
tion into a national group, organized
annual meetings, designed materials
for media campaigns, and taught me
how to be an effective advocate.

Pat Cody

DES Action Co-Founder

As the lead author of the landmark
April 22, 1971 article “Adenocarci-
noma of the Vagina: Association of
Maternal Stilbestrol
Therapy with Tu-
mor Appearance in
Young Women” in
the New England
Journal of Medicine,
ARTHUR L.
HERBST, M.D.,
was the first medical
voice alerting the public and the
health care community to the conse-
quences of prenatal DES exposure. A
gynecologic oncologist, he established
the DES Cancer Registry, more for-
mally known as the Registry for Re-
search on Hormonal Transplacental
Carcinogenesis, also in 1971, origi-
nally at Massachusetts General Hospi-
tal. A distinguished medical practice,
teaching and research career at the
University of Chicago followed. He
continues to be active in DES re-
search as a Principal Investigator for
the National Cancer Institute DES
Follow-up Study.

Kari Christianson

DES Action Program Director

When JOYCE BICHLER first
introduced herself at a DES Action
annual meeting in
1981, a buzz went
around the room, fol-
. lowed by applause.

- Joyce was the first
DES Daughter to sue
a drug company, and
win, for the vaginal cancer she had
suffered. Her book, DES Daughter,
published in 1981, told a harrowing
and touching story of her fight for the
recognition of the drug companies’
involvement in her disease. Joyce be-
came an active and indispensable
member of DES Action, and co-
founded the DES Cancer Network in
1982. She appeared on many radio
and TV interviews (one during a San

DES ACTION VOICE

These are special people. As we cel
we take time to recognize some of
along the way.

In this, and the next three issues of |
30 people who have had a significal
nity. You have probably heard of m;
working quietly behind the scenes, ¢

It was not easy winnowing down th
activists who have shared their spec
We owe a debt of gratitude to all.

We hope you enjoy reading the sho
justice in explaining the contributio
throughout 30 years of activism reg

Francisco earthquake!) and started
DES Action groups in several cities as
she and her husband Mike moved to
schools and jobs around the country,
Joyce now works with Gilda’s Club, a
support agency for cancer patients.

Pat Cody

DES Action Co-Founder

HOWARD BERN, PH.D., Pro-

fessor of Integrative Biology, Univer-
- sity of California,

Berkeley, is among
the earliest investi-
gators of DES in the
mouse model. As he
so eloquently wrote
in Endocrine News,
“An experiment to
repeat in a second
species what had been established in a
first led to the discoveryof the pro-
found developmental effect of estro-
gen, which has implications for
present concerns with environmental
agents.” Howard’s outstanding work,
including over 650 scientific papers,
led to his appointment as a Member
of the National Academy of Sciences.
Of special importance to us was his
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N HEROES

brate DES Action’s 30" Anniversary,
he individuals who have helped us

the Voice, we will reintroduce you to
1t impact within the DES commu-
any of them, while others have been
0 their names may be new to you.

e long list of friends, supporters and
ial talents and energy for our cause.

rt profiles, which can't begin to do
1s these individuals have made
arding DES.

editing, together with Arthur Herbst,
of Developmental Effects of Diethylstil-
bestrol (DES) in Pregnancy, a 1981 col-
lection of 15 monographs that are
essential for understanding the impli-
cations of DES exposure.

Pat Cody

DES Action Co-Founder

AARON LEVINE, ESQ.,, is a
pioneer in representing DES Daugh-
W £ ters in lawsuits.

i His tenacity in
holding the drug
companies liable
has led to settle-
ments totaling $62
million in 342 cases,
most of them
against Eli Lilly,
whom he has shown had 94% of the
market for DES. Aaron’s work in
defining when the statute of limita-
tions starts to run, in presumption
that Lilly failed to warn physicians,
and in linking injuries of DES
Grandchildren to their mothers’
DES exposure, demonstrate his skills
as an attorney and a researcher.
Aaron is like a pit bull when going
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after drug makers on behalf of those
hurt by DES.

Pat Cody

DES Action Co-Founder

I met FRAN FISHBANE in 1976
when I contacted her after seeing her
name in a Letter to
the Editor of a local
newspaper. Fran, a
DES Mother and
the first President of
DES Action Na-
tional, started work-
ing on DES issues
from her basement
office. She hounded the media con-
stantly to get attention for the DES
issue. Her efforts were recognized
when she was named as a member of
the newly created DES Task Force in
Washington, D.C. Fran was solely re-
sponsible for getting Long Island Jew-
ish Hospital to donate office space for
the fledgling organization. She was
also a driving force in getting the New
York Legislature to pass a DES bill,
which established DES Screening
Centers in the state of New York.
Fran counseled hundreds of DES
Mothers, Daughters and Sons, and is
remembered for her efforts on behalf
of all DES-exposed individuals.

Libby Saks

Co-Founder of DES Action

and longtime Board member.

SIDNEY WOLFE, M.D., Direc-
tor, Health Research Group at Public
Citizen, whose work
on DES dates back
over 25 years with
Congressional testi-
mony on removing
DES from animal
feed, and warning
against its prescrip-
tion for humans. Sidney accompa-
nied Fran Fishbane, from DES
Action, and writer Barbara Seaman to
visit HEW Secretary Joseph Califano

DES ACTION VOICE

in 1978. That meeting led to the es-
tablishment of the Federal DES Task
Force. After several months the Task
Force published its 68-page report.
As part of this federal campaign, the
Surgeon General of the U.S., Julius
Richmond, sent a six-page Physicians’
Advisory on DES to every doctor in
the nation. Sid, recipient of a
MacArthur “genius” award in 1990,
has testified in Congress 159 times on
various drugs, written 31 books and
128 articles on unsafe drugs and pro-
cedures, and continues to keep a
watchful eye on pharmaceutical prod-
ucts.

Pat Cody

DES Action Co-Founder

An accomplished attorney, dedi-
cated to advocating for safe and effec-
tive healthcare for
women, SYBIL
SHAINWALD,
ESQ., pioneered
DES litigation and
was co-counsel in
the nation’s first
“DES Daughter”
legal victory. She
litigated thousands of cases involving
drugs and medical devices that in-
jured women and their children, was
one of the lawyers representing 2,000
women in the Dalkon Shield class ac-
tion suit, co-founded U.S. Health Ac-
tion International and served as Chair
of the National Women’s Health Net-
work. She received the 2007 New
York Law School President’s Medal, is
a philanthropist and mother. Most of
all, Sybil is passionate about DES is-
sues and cares, really cares, about the
DES exposed — she has changed the
course of our lives and our movement.

Joyce Bichler

Co-Founder of DES Cancer Network,
author of “DES Daughter” and the first
DES Daughter to successfully file DES
litigation (her legal team included Sybil
Shainwald) PEVOICE




The Faroes Statement and DES

By Kari Christianson

With the 30™ anniversary of
DES Action in mind, consider-
ation of how DES research in-
forms current understanding of
estrogens in the environment is
timely. Last May an esteemed
group of scientists and research-
ers from around the world met
to share “new insights into the
effects of prenatal and early
postnatal exposure to chemical
agents, and their sustained ef-
fects on the individual through-
out the lifespan.” Following the
conference, participants drafted
a consensus statement gleaned
from the comments of attendees
and issued The Faroes Statement:
Human Health Effects of Develop-
mental Exposure to Chemicals in
Our Environment.

It’s important for our com-
munity of DES-exposed indi-
viduals and those who care
about DES exposure to know
that scientists always name di-
ethylstilbestrol (DES) first in
any list of endocrine-disrupting
chemicals. Those researchers
attending the international con-
ference on the Faroe Islands are
no exception.

Quoting from the Research
State of the Art section of the
statement: “Chemical expo-
sures during prenatal and early
postnatal life can bring about
important effects on gene ex-
pression, which determines nor-
mal development and also
predisposes to disease risks dur-
ing adolescence and adult life....
These epigenetic changes can

cause lasting functional changes
in specific organs and tissues
and increased susceptibility to
disease that may even affect suc-
cessive generations.”

Later paragraphs include spe-
cific comments about DES:
“Prenatal exposure to diethyl-
stilbestrol, an estrogenic drug

It's important for our
community of DES-exposed
individuals and those who
care about DES exposure to
know that scientists always
name diethylstilbestrol (DES)
first in any list of endocrine-
disrupting chemicals.

no longer used on pregnant
women, causes an increased risk
of vaginal, uterine, and breast
cancer. . . . Functioning of the
human reproductive system is
highly vulnerable to changes in
the intrauterine hormonal envi-
ronment. In men, increasing
occurrence of testicular cancer,
poor semen quality, and cryp-
torchidism have all been linked
to developmental exposures to
maternal smoking and endo-
crine disrupting chemicals, such
as diethylstilbestrol.”

The statement concludes
with these thoughts: “Given the
ubiquitous exposure to many
environmental toxicants, there
needs to be renewed effort to
prevent harm. Such prevention
should not await detailed evi-

dence on individual hazards to
be produced, because the delays
in decision-making would then
lead to propagation of toxic ex-
posures and their long-term
consequences. Current proce-
dures therefore need to be re-
vised to address the need to
protect the most vulnerable life
stages through greater use of
precautionary approaches to ex-
posure reduction.” (A precau-
tionary approach considers all
potential positive and negative
effects of any action involving
human health or the environ-
ment, evaluating for even pres-
ently unforeseeable harm.)

These scientists recognize
the complexity of exposures
throughout a lifetime as a com-
plicating factor in specific iden-
tification of harmful effects.
But the complexity of the prob-
lem does not relieve any gov-
ernment, industry or individual
of the responsibility for what we
already know about endocrine
disruption, as witnessed in re-
search of the DES-exposed
population, and working to pre-
vent future harm.

So, how can and should we,
already-affected by DES expo-
sure and concerned consumers,
respond? We can use the oppor-
tunities that we all have to pro-
tect the environment and future
generations. For more informa-
tion on environmentally respon-
sible living, products and action,
please visit http:/
www.womenshealthand
environment.org which is listed
on the DES Action web site. ESVOICE

DES

ACTION VOICE

WINTER 2008 #115




LETTER TO THE EDITOR

DES Action Australia-NSW re-
cently recognized the possibility of
clear cell adenocarcinoma (CCA)
of the vagina/cervix being diag-
nosed without the DES Daughter
being made aware of her cancer
type. In the past, our group has
found instances of failure to report
DES-associated cancers to the Aus-
tralian Adverse Drug Reactions
Unit (ADRU). The ADRU’s list of
DES-associated cancer is the only
reliable source to estimate the size
of the Australian DES exposure
situation. There are presently 15
reported cases held in the ADRU
database.

One DES Daughter reported to
us that she had been diagnosed with
cervical cancer without being told
the type. Upon enquiry some years
later, she learned her diagnosis was
indeed CCA, the DES-linked cancer
type. In spite of having informed her
doctor that she was a DES Daugh-
ter, her DES exposure was not re-
corded in the medical file and her
case was not reported to the ADRU.
We supplied her with what she
needed to self-report her case both
to the ADRU, and to the DES Can-
cer Registry at the University of
Chicago.

I realize that treatment and re-

covery are a priority after a cancer
diagnosis. But please take a mo-
ment to inquire about the type of
tumor involved. If it is CCA of the
vagina or cervix, please report it.
This small effort can help research-
ers as they study cancer risks for
DES Daughters.

Respectfully,

Carol Devine

Coordinator

DES Action Australia-NSW

EDITOR’S NOTE: See the related
article below about the DES Can-
cer Registry. PEVOICE

Reported CCA Cases Drop,
But Some May Go Unreported

DES Cancer Registry An Important Resource for DES Daughters with Cancer Questions

It has a long title, The Registry
for Research on Hormonal Transpla-
cental Carcinogenesis, but is simply
called — DES Cancer Registry.
Started by Dr. Arthur Herbst in
1971 it is now located at the Uni-
versity of Chicago.

The Registry collects informa-
tion on cases of clear cell adeno-
carcinoma (CCA) of the vagina
and cervix, which is a cancer
linked to DES exposure. Cur-
rently there are approximately 760

women with CCA in the database.

They are not all DES-exposed,
however, the majority are.

In recent years, says Program
Coordinator Diane Anderson, the
number of CCA cases reported to
the Registry has dropped. While
that may sound like good news,
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Anderson is concerned.

“We don’t know if the decline
is because there really are fewer
cases of CCA developing as DES
Daughters age, or if it is due to
new government privacy regula-
tions. In the past, doctors and pa-
tients were able to report cases to
the CCA Registry, but under
HIPPA rules, only the patient can
do so.” Anderson acknowledges
that most women don’t know of
the Registry, and if they learn
about it at the time of diagnosis,
they are understandably concen-
trating energies on treatment,
with little left in reserve to report
their cancers.

She says it is easy to register.
With one phone call, or email, a
consent form will be sent. Once

DES ACTION

VOICE

signed, the Registry can contact
the doctor to obtain pertinent
medical records.

But you do not need a diag-
nosis of CCA to get in touch
with the Registry.

According to Anderson, if you
have concerns about a reproduc-
tive cancer of any kind, you can
turn to the Registry for assistance.
She says Dr. Herbst, and other
knowledgeable experts, stand
ready to help with second opinion
information, and guidance, when
questions arise during diagnosis
and treatment.

Diane Anderson can be
reached by phone at: 773-702-
6671 or by email:
dandersol @babies.bsd.uchicago.edu.

EAVOICE
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Attention: NGI DES Follow-up Study Participants

“It’s not too late,” say DES re-
searchers to participants in the NCI
DES Follow-up Study who have
not returned their completed ques-
tionnaires. The forms were mailed
in 2006, but some have not been
sent back yet. Participants are
urged either to mail the question-
naire or contact their research cen-
ter for online access.

More than 90% of the forms
were returned from the 2001 mail-
ing, which is considered a remark-
ably high response rate. But the
number has dropped slightly this
time, so researchers want to en-
courage all the DES Daughters,
Sons and controls who have partici-

pated in the Study for the past 30
years to respond.

DES-exposed individuals are
compared with a matched unex-
posed control group. By assessing
data from the survey, researchers
can identify new health risks and
make informed recommendations
for DES health screenings and care.

For most of us it’s difficult imag-
ining why participants might not
complete a questionnaire. But many
of the questions are repetitive,
which is necessary to follow a
person’s health over time, addresses
change and obviously life situations
evolve. If that is your situation, you
still can reconnect with the Study.

As a “closed” study, no new
people are allowed to join. That’s
why researchers want to stay in
touch with all participants. Also, if
you, or a family member, have been
involved with the study but for
some reason did not receive the
2006 questionnaire, you are urged
to visit the web site to find infor-
mation to contact your study cen-
ter. The web address is:
www.desfollowupstudy.org

You can be assured that you
have the sincerest thanks from the
researchers — and from those of us
in the DES community who count
on this study for answers about
DES exposure. BEVOICE
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