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urinary tract infections and sexual 
problems. 

A mild case of hypospadias 
might mean the urethral opening 
is on the tip but further down than 
it should be, maybe almost on the 
underside of the penis. In a more 
severe case of hypospadias, the 
urethral opening is somewhere 
else along the shaft of the penis. 
It could be on the top or the 
underside, but it could be in the 
middle of the penis or even further 
back.

Researchers have been looking 
at whether prenatal DES exposure 
is linked to defects in the male 
reproductive tract since the mid-
1970s. A study in Science in 1975 
identified several conditions that 
occur more often in males exposed 
to DES, including hypospadias. 
Additional studies after that one 
similarly found a higher incidence 
of hypospadias in both DES Sons 
and DES Grandsons than in the 
general population. 

The three most common 
developmental problems occurring 
in DES Sons are undescended 
testicles, hypospadias and a 
microphallus (smaller than usual 
penis). These problems only occur 
in about 5% to 8% of the general 
population, but they occur in DES 
Sons about 15% to 32% of the 
time, according to a 2013 study 
in Birth Defects Res C Embryo 
Today (doi:10.1002/bdrc.21035). 
Another study in 2008 found that 
DES Sons were 3.7 times more 
likely to have hypospadias than 
males not exposed to DES.

It’s still not clear how much 
greater the risk is of hypospadias 
in DES Grandsons, but the total 
number of DES Grandsons 
affected is small.

Verdict: The evidence 
is clear: DES can cause 
hypospadias in both DES 
Sons and DES Grandsons.

Does DES Cause 
Fibromyalgia?

Fibromyalgia is a medically 
mysterious and complex 
condition, an autoimmune 
disease that causes chronic pain 
throughout the body. It affects 
approximately 2–3% of the 
population, and few therapies 
treat it effectively. 

No studies to date have 
specifically looked at fibromyalgia 
and DES exposure, though a 2010 
study based on the DES Follow-up 
Study found no increased risk of 
autoimmune diseases in general 
among those exposed to DES. In 
addition, several ongoing DES 
Daughter and Son studies collect 
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data on all medical conditions 
and health problems that DES 
Daughters experience. Comparing 
the rates of DES Daughters’ 
conditions to those of the general 
population shows researchers 
which conditions occur more 
often in those exposed to DES. 
If fibromyalgia occurred more 
often among DES Daughters or 
Sons, the data would have revealed 
an association by now. Yet no 
studies have shown a link between 
fibromyalgia and DES exposure.

Verdict: The evidence 
suggests fibromyalgia and 
prenatal DES exposure are 
not related.
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moderate or small increased risk 
for different cancers.

 
The Study Protocol

Of the 7,439 daughters in the 
original continuing cohort study of 
the DES Follow-up Study, 6,905 
participated in this study, including 
4,822 exposed prenatally to DES and 
2,083 not exposed. The women not 
included in the study had declined 
participation, could not be located, 
died or developed cancer before the 
follow-up data collection began.

The study population was made 
up of two groups, one beginning 
in 1978 and the other beginning in 
the early 1990s. The first group had 
been tracked for approximately 34 
years, and the second group had been 
tracked for approximately 17 years.

After the first questionnaire 
in 1994, the participants filled 
out questionnaires every 5 years 
through 2011. Cancer diagnoses 
reported by the women were 
confirmed, when possible, through 
pathology reports and tissue slides, 
but all cases of cancer reported 
by the women were included in 
the analysis. The researchers did, 
however, exclude cases of skin 
cancer and non-CCA cervical 
cancer because of inconsistent data 
on them in past studies.

During the follow-up period, 
335 DES-exposed women and 
159 unexposed women developed 
their first-ever invasive cancer (but 
remember that this follow-up study 
included 4,822 exposed prenatally 
to DES and 2,083 not exposed).
The rate of cancer cases was nearly 
the same in the DES-exposed and 
unexposed groups, and similar to 
the number of cases in the general 
population.

The researchers then adjusted 
their calculations to take into 
account differences among the 
women in educational level, 
smoking, alcohol consumption, 

number of pregnancies, number of 
live births, menopausal status, use 
of hormone replacement therapy, 
body mass index (BMI, a measure 
of weight), and a history of cancer 
in their parents or siblings.

However, the overall cancer 
rate remained similar between the 
exposed and unexposed groups 
and showed no increased risk for 
DES Daughters when looking 
at all cancers together. Then the 
researchers looked more closely at 
individual cancer types.

 
Specific Cancer Findings

The most common cancer across 
all the study participants was breast 
cancer. Before taking into account 
differences among the women, the 
researchers found an approximately 
17% increased risk of breast cancer 
among DES Daughters of all ages 
combined, compared to unexposed 
women. For women ages 40–49, 
that risk increased to 33% greater. 

However, when the researchers 
adjusted for the women’s ages 
and the other factors listed above 
(education, smoking, etc.), the risk 
of breast cancer in DES Daughters 
was no longer higher than the risk 
in unexposed women. 

What does that difference mean? 
It means that the overall increased 
risk seen before any adjustments 
(17%) is likely due to some of those 
other characteristics, such as age, 
weight or other health conditions. 
It’s possible, the authors suggested, 
that DES is worsening one or more 
other risk factors, thereby leading 
indirectly to a slightly increased risk 
of breast cancer.

DES Daughters developed clear 
cell adenocarcinoma over 27 times 
more often than unexposed women. 
However, these cases occurred at 
older ages than previously seen, 
including one case at age 39. The 
researchers also found four cases 
of vulvar cancer and two cases of 
vaginal cancer (non-CCA), but it’s 
not clear if there’s an increased risk 
for these cancers.

Meanwhile, pancreatic cancer 
occurred about twice as often 
among DES Daughters than 
among unexposed women in one 
of the two comparison calculations 
made. In the other comparison, 
the findings were not statistically 
significant. Most of the pancreatic 
cancer cases occurred in women 
over 50 years old, and doubled risk is 
based on only a handful of cases. It’s 
therefore considered a preliminary 
finding that requires more study. 

There are no officially 
recommended screening tests for 
pancreatic cancer, and there are 
usually no symptoms until the 
cancer has advanced to other organs. 
Then the symptoms will depend on 
where the cancer has spread.

If you are a DES Daughter, you 
should speak with your doctor 
about whether to get screened 
for pancreatic cancer and when. 
You should bring in this article or 
the original study to show your 
doctor. However, keep in mind that 
your doctor may not recommend 
screening since the increased risk 
is low, the finding is preliminary, 
and there are no guidelines for 
standardized or routine pancreatic 
cancer screening. If your doctor is 
uncertain of what to recommend, 
contact the nearest large academic 
medical center for more information.

Other cancer types analyzed, 
based on those reported by the 
women, included ovarian cancer, 
non-Hodgkin’s lymphoma, 
colorectal cancer and leukemia. 
When the researchers looked at the 
dosages DES women were exposed 
to, they did not find any differences 
in cancer risk based on a lower or 
higher dose.

DES Daughters had no greater 
risk of death from cancer or any 
other cause than unexposed 
women. The overall similar cancer 
risk between DES-exposed and 
unexposed women is similar to 
findings in a different 2010 study 
in the Netherlands, the authors 
explained.

Increased Risk of Breast, Pancreatic 
Cancer in DES Daughters

continued from page 1
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DES Action’s 40th Anniversary! Celebrate With Us!

®
40 T H A N NIVERSARYVOICE

2018 marks the fourth decade 
since DES Action USA became 
a reality: 40 years of identifying, 
educating, empowering and 
advocating for those affected by 
DES exposure. 

In the Spring and Fall VOICE 
newsletters, ​we will have short 
profiles of the early women 
and men of DES Action USA. 
Many women have already been 
nominated, but we want to hear 
from you, too. If you want to be 
included or recommend someone, 
please email Karen Calechman at 
Karen@DESAction.org. 

Join Us on Facebook Live
See us live on the DES Action 

USA Facebook page! Each month 
we will hold a Facebook Live 
event where you can participate 
with questions and revisit the 

video later. Already in January Su 
Robotti interviewed David Fuehrer 
of Stupid Cancer. Check out the 
video of this Facebook Live on our 
homepage. 

Upcoming topics for Facebook 
Live include new research on the 
effects of DES on DES Daughters, 
Sons and Grandchildren, which 
mammograms are best for dense 
breasts and learn about the 
experiences of the third generation. 

February 27, 7 pm ET 
Documentarian Judith 

Helfand will talk about her life 
as a DES Daughter, including 
surviving cervical cancer and 
eventually becoming an adoptive 
mother. Helfand’s 1997 Peabody 
Award-winning film, A Healthy 
Baby Girl, explores mother-
daughter love, family renewal, 

survival, political awakening and 
community activism.

March 21, 6 pm ET 
Susan E. Bell, Ph.D., noted 

author of DES Daughters: Embodied 
Knowledge and the Transformation 
of Women’s Health Politics, will talk 
about her research and writing 
about DES Daughters who 
developed cancer, had concerns 
about fertility and motherhood, 
and suffered other medical and/or 
reproductive difficulties. Dr. Bell is 
the Department Head and Professor 
of Sociology at Drexel University. 

We have much more in 
store, and we will promote each 
Facebook Live on Facebook, 
Twitter, on our DES Daughters 
Yahoo Group, on our website and 
in our DES Action eMail Alerts. 
We hope you’ll join us! 


