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DES Action:
A Subversive Group !?

Well life is never dull living in Victoria.
Little did we imagine there were
subversive groups in the community that
the Victorian police felt ‘they had to keep
an eye on - and that we were one of
them! R

Like many other Victorians we read with
interest the investigative reports in

The Age newspaper (October 6-9) on the
undercover activities of the Operations
Intelligence Unit of the Victorian Police.
We chuckled at Ron Tanberg's cartoons
and visualised the undercover
"operatives” wading through Lake
Buloke to save woinded du-ks, whi'e
others presented programs on 3CR
community radio.

When The Age published a list of groups
that the police had a file on, we were
amazed to find DES Action listed.

On reflection we figure we are in good
company and, in fact, would have been
rather miffed to be overlooked!

We have included some of the headlines
and snippets of stories in this issue of
DESPATCH (page 3-5).

Also included in this issue is a report by
DES Action member Deidre Harrison of
the recent DES Action Symposium held in
Boston, USA. Deidre attended the one
day conference and was rather

“overwhelmed by the amount of

information and issues covered.

She was thrilled to attend and found it
empowering to be with so many other
DES daughters and to share experiences.

Her report is a general overview of the
Symposium. It is anticipated that a
comprehensive Proceedings of the
Symposium will be published next year
and we will report further on it then.
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DES AcTiON SYmMPOSIUM - REPORT

The 1997 DES Action
Symposium(USA) was held in
Andover, Massachusetts on 18th
October and by sheer co-incidence my
husband and I were holidaying in the
USA at the same time. The
symposium was entitled “Pills and
Potions:Reproductive Technoiogies,
Menopause and our Future’. DES
Action, Australia has not been able to
attend these symposiums in the past,
so it was with great anticipation and
excitement that I booked my
registration for the symposium. The
evening before the symposium I
attended a dinner with the Board of
Directors, which included a nurse
who works at the New York DES
Screening Clinic.and also a DES son.
[ was warmly welcomed by Nora
Cody (Executive Director) and Pat
Cody (Program Director).

The symposium commenced at 9am
with four guest speakers. The first
speaker was Judith Turiel, who is a
health educator and editor of
‘Preventing Preterm Birth. A Parents
Guide’. She is ar: expert in the field
of fertility treatments and has recently
completed a book on reproductive
technologies and their consequences
(to be published by University of
California Press) Ms Turiel was born
in 1948 - at the forefront of women
and men who were exposed to DES.
She is a DES daughter who has
herself experienced high-risk
pregnancy and preterm labor. Topics
included in her speech were: world-
wide exposure to oestrogens and
chemicals, reproductive technologies
and choosing a doctor.

by Deidre Harrison

Deidre (centre), with Nora Cody (left) and Pat Cody (right)

Ms Turiel believed that any DES
daughter planning a pregnancy and
consulting a doctor should ask the
following questions: ‘Do I have
lowered fertility? What are my
chances of conceiving naturally?.
Conceiving is a matter of chance.
Does treatment involve invasive
procedures?’Other advice included:
‘Do not assume that diagnosis and
treatment is the same for the general
population as the DES-exposed
population. Don’t assume the worst -
the goal is to identify what will help
you as an individual. It is important
to determine the amount and type of
risk you are prepared to take’.

DES daughters also need to be aware
that: fertility declines with age. DES
daughters have lower pregnancy rates
than the normal population.
Achieving fertilisation does not
necessarily mean a successful
pregnancy, particularly for DES
daughters. Ms Turiel went on to talk
about the pros and cons of IVF and
the need for individuals to decide
whether to use a certain medical
treatment. There is a great need for
preventive techniques and prenatal

care. Remember each .pregnancy is
considered “‘high risk”. In relation to
choosing a doctor:'Find a doctor who
has had experience of DES exposed
women, who is caring and
straightforward and avoids over-
aggressive treatment’. In conclusion
Ms Turiel emphasised that DES-
exposed patients have a special role to
play in their own health care - to
weigh the risks and benefits.

The second speaker for the day was
Janine O’Leary Cobb, editor of the
menopause newsletter.’A Friend
Indeed’ and authior of *Understanding
Menopause’. Ms Cobb explained that
menopause was seen within the
biomedical model as a ‘deficiency’
condition but, on the other hand,
should be seen as a natural life
transition. We need to close the gap
between these two poles. Polarisation
exists because women are under such
pressure to use Hormone Replacement
Therapy (HRT). However Ms Cobb
believes there are benefits for some
women taking HRT.

Continued on page 7
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By GARY HUGHES
and GERARD RYLE,
investigative reporters

Personal dctails on more
than 1200 Victorians were
contained in a secret clec-
tronic databasc kept by a
covert arm of the Victoria
Police and scen by The Age.

The databasc shows that
events “assessed” by the Oper-
ations Intelligence Unitinclud-
ed an October 1989 teddy
bears’ picnic in the Fitzroy Gar-
dens, organised by the Vic-
rorian Childcare Action Group
to highlight a shortage of child-
care facilities.

Prominent politicians, envi-
ronmentalists, feminists, gay
activists, students, ethnic com-
munity leaders and ordinary
individuals are among the hun-
dreds of names and file num-
bers obtained by The Age.

Also listed are hundreds of

community groups and radio -

and television stations, includ-
ing radio 31J), the ABC and the

Handicapped Peoples Collec-

tive Action Group.

Records were kept on people
ranging from Midnight Oil
singer and environmentalist
Peter Garrett to the vice-presi-
dent of the Older Persons
Action Centre, Ms Edith Mor-
gan, and Ms Margaret Berry-
man, who campaigned to pro-
tect the long-billed corella.

WHAT WERE THE LITTLE
PIGGIES DOING AT A
TEDDY BEARS' PiCNIC?

Angry community organisa-
tions yesterday united to
demand a full judicial inquiry
into the activities of the O1U
and what they.believed were
other abuses of police power.

“It is our view that many of
the activities that were engaged
in were clearly unlawful . . . and
ongs which the Victoria Police,
as upholders of that law, need
to be brought to account for,”
said the, executive director of

Liberty Victoria, Mr Joseph.’

O'Reilly. )

The call followed revelations
in The Age that the unit had
infiltrated community organi-
sations, including community
radio station 3CR, and bugged
civil liberty groups campaign-
ing for an independent inquiry
into the force.
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— which asked one undercover fa(/o” "’emb an Sug cd on
officer to bring a cake to a meet-  of ,qpt?"’ed
ing — the East Gippsland Coali- mgy
tion, Rainforest Action Group
and Greenhouse Action Group.
Secret dossiers were also kept From The Age
on Greenpeace and individual ;
members. 6th-9th October, 1997
. . People For Nuclear Disarmament 0.106 Combined Pensioners Association 9001 g;
: Radio 3EA 0.277  Vielnamese Community, Melbourne  0.2!
Pe a.ce 5 terrorlst groups Sh are llSt Police Watch Action Group 0.297 Wilderness Action Group 0.458
. . People Opposing Military Expansion  0.457  Wilderness Society 0.458
By GERARD RYLgs Orthodox Church, Fusion Chris- Ploughshares (Baptist Social Justice Wildlile Protection Agency 0.375
and GARY HUGH tian Movement and Christian Pro-  Group) 0.339  Women Against Compulsory Motherhood
Fo . H o The Powerline Action Group 0.440 0.284
Religious, environment am_i peace family “’lmmh;' I d Vi Prisoners Action Group 0.142  Women Against Rape 0.92
groups were ranked alongside ter- Both the Melbourne and Vic- =080 (=00 Society 900647  Women Against Violence and Exploitation

rorist and extremist organisations,
including the Nazi Party, on a
sccret ‘ictoria Police database.
Amnug the details of more than
350 organlsations and file numbers
obtained by The Age were such
mainstream community groups as
the Australian Conservation Foun-
dation, Aboriginal Housing Board,
Amnesty International, Australian
Women Against Incest and the
Handicapped People’s Collective.
Religlous groups on the database
included the Baptist Church-based
Housc of the Gentle Bunyip, Greek

torian branches of the Coalition for
Gun Control had file numbers.

The database was compiled from
hard files in 1990 by the Operations
Intelligence Unit and regularly
updated.

Details obtained by The Age
show some of the database as it was
in 1992. The list obtaincd by The
Age is.not comprehensive.

An edited list appears below. A
full list of the names and organisa-
tions oblained by The Age can be
found on tire Internct at www.thea-
ge.com.au

Monash Association for the Reform of

Marijuana Laws 0.63
Monash Association of Students 0.329
Moral Ra-armament 0.403
Motor Cyclq Riders Assocation 0.448
Movemaut Against Uranium Mining  0.268
Movemeni for Democracy in Fiji 0.377

0.293

Musiciana Against Apartheid
National anti-nuclear coordinaling group
0.1

Nalional Caalition of Abofiginal

Organisniions 0.349A
National He¥mel Law Reform Organisation
0.448
Nationai Dyerseas Student Service  0.120
National Unlon of Students 0.3698
National Manguard Revolutionary
Commiig 0.97
Native | ;‘MS Action Council 0.104

Nazi Panty 0.311
New Left Party 0.294
New Peoples Army 0.368
Nicaragua Suppont Group 0.138
Nuclear Free Australia Party 0313
Otway Action Group 0222
Palestine Arab Solidarity Movemenl  0.304
Sparticist League 900614
Paper Action Group 0.328
Parenis Without Rights 0.83
Pax Christi 0.106
Pay The Rent Council 0.349

Peace and Nuclear Disarmament Action

0.106
Peace Education Network (Ballaral)  0.433
Pensioners For Peace 900128
People Against Communism 0.292
People Against identity Numbers 0387
People For Greater Purlic Housing 0.320

Public Transport Workers Association 385

Radical Women

Railway Tenant Action Commiltee
Rainbow Alliance

Rainforest Actiun Group
Community Aid Abroad
Australian East Timor Association
Right 1o Choose Coalition

Right to Lile

Right to Work

Scarlet Women Collective
Shiddha Yoga Sect

Socialist Action

Socialist Fight

Socialist Workers Party

Sporting Shooting Association of
Australia

Squatters Union

Stop The Racists Committee
Students Union of Vicloria
Synanon

Tenants Union of Victoria

Theatrical and Amusement Employees

Union
The Drop The Charges Cornmitiee
Timoresa Youth Association of Al

Trade Union Unemployment Cenire

Turkish Solidanty Committee
Turkish Womens Association of Victo
Unemployed Workers Union
Unification Bookstore

Victorian Action for Intellectually
Disabled

Victorian Association for Care and
Resetilement of Olfenders
Victorian Coalition of Aboriginal
Organisations

Victonian Coaliion Against Poverty
and Unemployment

422  Women's Coalition Against Family
0.52  Violence 0.399
0.452  Women's Fairlea Action 0.142
0.438  Women’s Libaraticn Newslelter L.144A
890190 . Women's Research and Resource Centre
0.116 0.384
0.123  Women With Disabilities Feminist
0.123  Collective 0.29
0.245  World Vision of Australia 0.107
0.415  Young Socialist P.Jgs8
0.110  Intemalional Socialists 0.244
0.294  National Action 0.299
0.242  Building Workers Induslrial Union 900289
0.294  Bread Not Circuses 900291
Southern Africa Support Group 890027
0.393  Swinburne Students Union 890032
0.348  Australian Arab Libya Friendship
0.252  Society 890049
0.369  Australian Tramways and Motor Omnibus
0.125  Empioyees Association 890151
0.320  South Easlern Anterial Noise Action
Group 890066
0.441 - si@Qish Elderty 890075
e Ueal Services RWgvork , 890075
0.21  DES Action - 890075
g Down 10 Eart ', 890075
0.443 o @ ASsociation 830075
ria 0.326  Older Persons Action Centre 890075
0.78  Polish Community Council 890075
065 JJFM 900874
World Wildlife Fund 890075
355  Injured Workers Aclion Coalition 890078
Police Powers Group 890092
0.143 Koori Information Cantre 890095
Auslralian Broadcasling Commission 890117
394A Friends ol the ABC 890117
Reclaim the Night 890119
0.8  Lots Wile 890129
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The "Tall Girl' group requested a copy
of the departmental review so they could
SJormally reply to it.  This was refused
and ihey had to resori to an FOI
(freedom of information) request.

They finally saw the review on
December 9 and, to quote Janet Cregan
-Wood, ..."The report was quite
shameful. It was evident whoever wrote
it had not attempted to inform
themselves of 20 years of research
literature - little wonder that no-one
claimed authorship of it."”

The Age, 13/10/97

from Marian Vickers,
DES Action member

So a departmental review has re-
assured Dr Wooldridge that the
experimental use of stilboestrol
(DES) to inhibit height in young
girls poses no threat to their
‘health, (The Age, 10/10). Well,
surprise, surprise! ... How could
we expect anything else from a
-departmental review?

That the review found “no
scientific evidence” of adverse
effects is hardly surprising as
there has been no scientific re-
“search carried out — so there is
no evidence either way.

This dismissive and patronis-
ing response from medical and
health authorities is depressingly
familiar to members of DES
Action. We belong to an earlier
experiment involving DES when it
was (erroneously) prescribed as a
pregnancy maintenance therapy.
As subjects of this earlier experi-
ment we have been left with a
lasting and ever-widening legacy
of health problems including can-
cer, infertility, pregnancy difficul-

. ties and immune problems.

One scientific finding of rele-
vance to the Tall Girls group is

that DES mothers have a statisti-
cally significant increased rate of
breast cancer 20-25 years after
having been prescribed DES. An
immediate side effect of adminis-
tration of DES to young girls is
early on-set of puberty. Given that
early menarche is a known risk
factor for breast cancer, it appears
the Tall Girls have the double
whammy of two known risk fac-
tors — early menarche and expo-
sure to DES. Surely this is reason
for concern and underlines the
need for ongoing research and
follow-up.

Obviously research into the use
of DES in Australia is long over-
due. We urgently need a national
DES register to monitor and facili-
tate research of the DES popula-
tion — DES mothers, daughters
and sons, and DES “tall girls”.

Incidentally, DES Action mem-
bers are rather chuffed at being
included in the Victorian police
secret data base of “subversive”
groups (The Age, 8/10). We can
only assume that the word
“Action” in our name alerted the
police to possible “activists”!

Marian Vickers,
Burwood.
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DES SYMPOSIUM con

Ms Cobb noted that there is an
inherent power relationship between
doctors and women when doctors
offer HRT and that women are led to
believe that they need HRT. In the
1960’s Robert Wilson’s book
‘Feminine Forever’ (which was paid
for by drug companies) described
menopause as a ‘hormone deficiency’,
‘ovarian under-function’ and ‘senile
vagina’. There is an enormous range
of women'’s experiences when starting
menopause. - many women do not go
to a doctor at all.

Ms Cobb believes that the “best
medicine” is regular exercise, as this
optimises the likelihood of a healthy
body weight, a good night’s sleep and
avoiding depression. She also
mentioned alternative approaches
such as Chinese herbal medicine,
acupuncture and naturopathy.

Dr Burton Krumholz, Director of
New York’s DES Screening Clinic
presented new findings from a survey
of DES daughters.The youngest
presentation of the clear-cell
adenocarcinoma of the vagina is 7
vears of age. There have been several
cases of women in their early forties,
with the oldest presentation being 46
years of age. Dr Krumholz
emphasized that “we need to
continue to be alert.” The increase
of low-grade lesions of the cervix (eg.
dysplasia) in all young women has led
to an increase of treatment to the
cervix. This can be of major
significance to the DES-exposed
population because of their increased
risk of injury to the cervix.

Regarding DES exposure and
pregnancy, Dr Krumholz made the
following recommendations: there is
no indication for ‘routine’ cerclage,
or for ‘routine’ hysterogram. Use
tocolytic agents only for proven
preterm labor.

The most notable finding is that DES
daughters have a significantly higher
rate of ectopic pregnancy surgery
compared to the non-exposed control
group. Other issues under study are
age at onset of menopause and use of
HRT.

The final keynote speaker was Dianne
Dumanoski, a reporter on the Boston
Globe and co-author of ‘Our Stolen
Future’. She gave a brilliant talk on
the wider meaning of DES and the
important lessons to be learnt by the
larger society. *“The DES story is
not over, it continues to unfold as we
age In the larger world, the lessons
of DES have a continuing relevance.
The hazards of hormone exposure is
present in the environment.
Persistant organic pollutants cause
edocrine disorders. The DES tragedy
has played an important part in
synthesizing literature re. ‘hormone
havoc’. The DES experience was
absolutely essential for further
research. Without the DES historical
experience. our scientific argument
would not be perceived cs valid.

She spoke of the lessons of warnings
ignored, especially animal research.
For example the 1930s studies of DES
in rats. The other important
(ignored) warning was the 1950s
research on DDT.

Dianne Dumanoski described the
DES experience as: ‘the common fate
of Mice and Men...an unfortunate and
inadvertent experiment’. She thinks
the effects of DES exposure may not
have been discovered without the
emergence of clear cell cancer of the
vagina/cervix. Before DES, it was
very hard for doctors to believe that
pre-natal hormone/chemical exposure
caused developmental abnormalities.

She concluded by saying that there is
an "...unfolding story of endocrine
disruption. We do not at this time
know the magnitude and breadth of
the problem’.

During lunch there were several short
talks given. The speakers included
two lawyers and DES Action
representatives from the Netherlands,
Canada and Australia. - I spoke on
behalf of the ‘Tall Girls’ and
delivered a moving speech written by
Janet Cregan-Wood (President of the
Tall Girls) The afternoon session
consisted of five workshops on the
topics of: DES Sons. adoption,
menopause, infertility and
reproductive technologies and general
medical questions about DES.

The 1997 DES Symposium was a
great opportunity to meet with other
DES-exposed mothers. daughters and
sons as well as the expert speakers;
and I felt very privileged to be able to
attend. The transcript of the
proceedings is not available as yet,
but anyone who is interested shoild
write to DES Action. Australia or
contact DES Action. USA directly via
Fax 0015.1.510.465.4815 or by email
desact@well.com.

Post - Symposium NEWS

Deidre’s presentation of the DES Tall Girl issue created a great deal of interest in the USA.
Janet Cregan-Wood reports that the Tall Girl Group has been contacted (via the Internet)
by both Dianne Dumanoski and Theo Colburn, co-authors of 'Our Stolen Future'.
The group has also been in contact with Dr Shanna Swan, member of the US National
Academy of Sciences , who indicated that the 'Tall Girls' experience has until now been overlooked
and is of great interest to researchers at the international level.
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DES Action Affiliates

DES Action/USA
1615 Broadway, Suite 510
Oakland, California 94612

DES Sons Network (USA)

DES Action/Britain
c/- Women's Health
52 Featherstone Street
London EC1 Y 8RT

Michael Freilick DES Action/France
104 Sleepy Hollow Place Info DES/France
Cherry Hill, New Jersey 08003 C.CPS

DES 3rd Generation Network
10731 Brookley Road

51, rue de la Mairie-B.P. 9

Glen Allen, VA 23060 Reseau DES France
DES Action/Canada 44, rue Popincourt
5890 Monkland, Suite 203 75011 Paris

Montreal, Quebec H4A 1G2
DES Action/Belgium
DES Informatiecentrum
Kolkensvijverstraat 18
3201 Langdorp, Belgium

DES Action/Ireland
Lower Ground Floor,
16/20 Cumberland St South,
Dublin 2

45801 St. Jean-de-Braye Cedex

DES Action's Health Survey

Thank-you to those who took the time to fill in and
return our questionnaire (some in great detail).

We will start collating and analysing them in the
New Year. REMEMBER it is not too late to return
the questionnaire - we need a good return rate to
make the survey worthwhile.

Subscriptions to DESPATCH

Also a big thank-you to all who subscribed to
DESPATCH - our bank balance is looking a little
healthier! PLEASE support us by subscribing as
it is our only way of staying in touch.

DES Action/Netherlands
DES Centrum
Wilhelminapark 25
3581 NE Utrecht

DES Action/Australia
P O Box 282
Camberwell, Victoria 3124

Contact:

Robyn Blaxland - (03) 5427 0610
Deidre Harrison - (03) 9645 3778
Marian Vickers - (03) 9889 4842

June Werrett - (03) 9383 i446

DES Support NSW
14 Edmundson Close
Thornieigh, NSW 2120
Contact:
Carol Devine - (02) 9875 4820

New Zealand
Marie Cameron 07 -575 8619

Prof. Charlotte Paul,
Preventive & Social Medicine,
Otago Medical School,
Box 913, Dunedin
New Zealand

DES Tall Girls Group
PO.Box 7,
Carnegie,
 Victoria 3163

Season's Greetings

& Best Wishes for a
Happy and Healthy 1998
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