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(21) DES Daughters: Infertility & Pregnancy Outcomes

From DESPATCH - #44 February 2002

DES Daughters: Update on Infertility & Pregnancy Outcomes

Reviewed by Pat Cody

(Reprinted from VOICE, newsletter of DES Action USA - #90 Fall 2001)

"Infertility among women exposed prenatally to diethylstilbestrol" by J.R. Palmer et al, American Journal of Epidemiology", vol. 154 # 4, 2001

This study collected data in 1994 on the fertility status of 1,753 DES daughters and 1,050 unexposed women. The median age of the women was 42 at that time. 24% of the exposed and 18% of the unexposed had never become pregnant. The researchers found that infertility in the DES daughters was most often linked to uterine or tubal factors. The interesting finding was that for the DES group, those exposed before 9 weeks of pregnancy had a never-pregnant rate of 30.2% and those first exposed later than 13 weeks of pregnancy had the lowest rate among this group, 20.5%.

"Prenatal DES exposure: the continuing effects" by A.F. Haney, OBG Management, October 2001

With his many years experience with DES daughters, Dr Haney reminds other physicians that "exposure to DES in utero may cause higher rates of spontaneous abortion, premature labour, and ectopic pregnancy. And since many exposed women are still of reproductive age, continued vigilance of these women is essential."

He points out that the uterine lining of a T uterus appears normal "which suggests that the fundamental change is in the underlying structural, i.e. fibromuscular,  development of the uterus."

Writing about prematurity, Dr Haney  notes that the rate of premature delivery ranges from 2.6 to 4.7 times higher for DES daughters. Those with a normally shaped uterus still have a greater risk for premature delivery. He cautions about using cerclage on every DES daughter to prevent early delivery, reporting that the vast majority of DES can deliver viable infants. He informs readers that "Some second-trimester losses may occur in DES-exposed women because of incompetent cervices, while others are the result of premature labour. This is an important distinction, since the therapies employed in these conditions are very different, i.e. cerclage versus pharmacological suppression of labour."

Ectopic (tubal) pregnancy rates for DES daughter "range from 3.7 to 8.6 times higher than that in unexposed women... and are not associated with a history of pelvic inflammatory disease (PID)."

As for first-trimester pregnancy loss, he writes that "it has been observed repeatedly in women exposed prenatally to DES, with a  relative risk in the range of 1.3 to 4.4."

Dr Haney concludes his review with this statement: "Prenatal DES exposure can affect virtually the entire reproductive tract, including the vagina, cervix, uterus, fallopian tubes, ovaries, and mesonephric remnants. DES-related anomalies can affect multiple reproductive functions causing higher rates of spontaneous abortion, premature labour, and ectopic pregnancy. A conservative approach is recommended when treating gynecologic and obstetric problems in this population, since the tissue response to conventional therapy  may be different in these women."

(22)  'Anonymous Expert' is ill-informed

Letter to the Editor

Good Weekend, 6 February 2002

I was surprised to read in "The Way You Make Me Feel" (January 26) that, according to an anonymous expert, "there are also doubts about the apparently high level of cancer in women whose mothers took synthetic oestrogens in pregnancy."

Synthetic oestrogens are proven carcinogens in humans and this link has been known for over 30 years, since the landmark medical article that clearly linked in-utero exposure to DES with clear cell cancer of the vagina/cervix in young women.

Since then, medical research has revealed an ever increasing range of long-term effects of oestrogen exposure: DES mothers have higher rates of breast cancer; DES daughters and DES sons have higher rates of infertility and reproductive problems; and current research is investigating a reported higher incidence of autoimmune disease, chronic fatigue and depression in the DES population. 

Maybe the "anonymous expert" should move forward 30 years and focus on recent research and current issues.

Marian Vickers

member of DES Action

(23)  The Dangers of 'Wonder Drugs'

Letter to the Editor

The Age, 15 July 2002

The latest findings on combined hormone therapy come as no surprise. Drug companies have long been trying to push synthetic hormones onto women, with disastrous results.

I am a DES daughter, one whose mother was prescribed synthetic oestrogen (di ethyl stilboestrol) during her pregnancy with me in 1950. I am the earliest example of DES wrongly prescribed, and the tragic outcome of this synthetic hormone use is only too personal and too real.

First synthesised in the late 1930s, this new "wonder drug" was prescribed in the mistaken belief that it would prevent miscarriage and produce "healthier" babies. 

It was used experimentally to stunt the growth of tall girls, and for the treatment of acne. One of its other uses was for drying up breast milk. It has been known for some time that DES mothers have an increased risk of breast cancer: hence it was mixed with progesterone to prevent that risk.

What makes me angry is that the history of DES use in Australia has been hidden and largely denied; this has lead to a lot of unnecessary suffering.

With HRT, something could have been learnt from the DES experience, an experience that is continuing to unravel new health problems and to raise concern for both future generations and for the wider population.

June Werrett, 

member of DES Action.

(24)  DES Daughters and Breast Cancer

From DESPATCH - #45 March 2003

DES Daughters: Higher Risk of Breast Cancer

By Nora Cody

(Reprinted from VOICE, newsletter of DES Action USA - # 94 Fall 2002)

Researchers at the National Cancer Institute have found that the millions of women whose mothers took DES while pregnant with them may have a significantly increased risk of developing breast cancer after the age of 40. The study, published in the October issue of Cancer Causes and Control, compared 3,916  DES daughters with 1,746 unexposed women. The study found that DES daughters over 40 years of age were 2.5 times more likely to develop breast cancer. 

An estimated 2.4 million DES daughters in the  United States were exposed during the  years 1938-1971. Most of them were born in the "baby boom" years of the 1950s and 1960s, so the majority of  DES daughters are over the age of 40. The study found that there was no significant association between DES exposure and breast cancer for women under 40 years of age.

The lead author, Julie Palmer, also reports that virtually all of the DES daughters with breast cancer were diagnosed with oestrogen receptor-positive tumours...

A standard treatment for women with oestrogen receptor-positive tumours is treatment with the drug tamoxifen. Tamoxifen, like DES, is a SERM (selective oestrogen receptor modulator), and is sometimes given to healthy women to reduce their risk of developing breast cancer. It is not known if exposure to tamoxifen carries risks for DES daughters that are greater than those for non-exposed women. 

Barbara Brenner, Executive Director of Breast Cancer Action, called for extreme caution in using tamoxifen to treat DES exposed women with breast cancer or to reduce their risk of the disease. She notes that "The DES experiment with women's lives should not be compounded by exposing women to another SERM in connection with breast cancer. We need to know whether doing so is safe before we start down this road."

There is no uniform approach to medical care for DES daughters. Indeed, many health care providers do not even screen for DES exposure on medical intake forms. We have called on the government to use all possible means to urge all health care providers to screen for DES exposure and to set up a new research project to develop the best treatment protocol for DES daughters with breast cancer. We must make sure that these cancers are properly tracked, appropriately treated, and that DES exposure is identified in each case. 

The cancer reporting system is not currently equipped to identify DES exposure in breast cancer cases. This must be changed. We also want Congress to increase funding to the Centres of Disease Control and Prevention for their DES Update, a public education program directed at health care providers and the public.

(25)  CDC's DES Update Campaign

From DESPATCH - #39 September 2000 

(US) National DES Education Program Funded

Great News from the USA!  In June it was announced that the (US) Centres of Disease Control and Prevention have received full funding from the National Cancer Institute to carry out the breakthrough National DES Education Campaign. This is an exciting breakthrough for DES Action USA and the campaign itself provides an innovative and progressive model for other countries (hopefully Australia !?!) to adopt when undertaking a DES education campaign on a national level.

Nora Cody, Executive Director of DES Action USA ,writes: 

"We are thrilled to announce news that marks a true milestone... At long last, the program we have worked towards for nearly 10 years (and truly, since DES Action USA started in 1978) will begin. As with many important events, this announcement concludes one journey only to begin another. During the next three years, a team of health care providers, consumer advocates, and public relations experts will work to design and carry out a national program to educate health care providers and the public about DES. We have been meeting in a working group since August 1999 to determine the fundamentals of this campaign. Now, with funding assured, we can move on to fine tune and implement our program...

We have been consistently impressed with the professionalism, dedication, and openness of the CDC staff and their sincere efforts to fully corroborate with the exposed population. Their approach has revived our hope that a government agency could carry out a useful DES education program.

As we now begin the real work of the education campaign, we want to thank all of our members for your role in bringing us to this point. Your letters to Washington, your financial support, and your words of encouragement, have been invaluable. This is truly a victory for all those who care about the DES-exposed community."

From DESPATCH - #45 March 2003  

CDC's DES Update Campaign

Last year Nora Cody, Executive Director of DES Action/USA reported:

"At long last the CDC is ready to launch this program, now titled CDC's DES Update. This title, like everything else in the program, was developed based on the results of focus group research and interviews with many  DES-exposed people and their health care providers. The CDC found that many health care providers dismiss DES as an old issue, and hope the words 'DES Update' will alert them to the fact that there is new information they need to know. Use of 'CDC' reflects the high credibility given to this public health agency."

From DESPATCH - #46 December 2003 - 

Launch of the CDC's DES Update Campaign

March 2003 saw the launch of the long-awaited Centres of Disease Control (CDC) DES Update. The CDC's Marsha Vanderford appeared on (US) CNN TV to announce the launch. This was followed by lengthy articles appearing in USA Today and The Boston Globe newspapers. 

The CDC's DES Update website is: www.cdc.gov/DES

Another innovative and interactive component of the CDC's DES Update has been an on-ongoing series of teleconferences on DES-related topics. The teleconferences, which are free and open to the public, feature DES experts who present their research findings and then answer questions. The transcripts of these teleconferences are available at the CDC website.
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