




















Our Ref 76-24174

Hon Amber-Jade Sanderson MLA
Minister for Health; Mental Health

Ms Danae Witherow

Dear Ms Witherow

Thank you for your email of 15 May 2023 to the Minister for Health requesting access
to your medical records under the Freedom of Information Act The Minister has asked
that I respond to you on her behalf

I recognise how important this information is to you and acknowledge how challenging
it can be to navigate the process of accessing medical records

I have queried the Freedom of Information application process at King Edward
Memorial Hospital (KEMH) and I have been advised that patients wishing to access
their medical record are required to submit an Information Request Form, along with a
copy of photo identification, to the KEMH Freedom of Information department If you
are requesting records on behalf of someone else, you are also required to provide
identifying documentation and/or written authorisation permitting you to access the
information

In line with lived experience, the Women and Newborn Health Service (WNHS) is
reviewing the Freedom of Information process for people who were adopted and
individuals who have been separated from a child by adoption to ensure visible,
accessible and compassionate support is provided to access relevant records.

I have been advised that WNHS would welcome the opportunity to meet with you to
discuss your records and answer any questions you may have. WNHS will also be
best placed to discuss the pathways for screening if required. To arrange a meeting,
please contact the KEMH Medical Records team on (08) 6458 1312 or via email at
FOI.KEMH@health.wa.gov au For further information on the application process, the
Information Request Form and specific requirements, please visit the KEMH website
(https.//www wnhs health.wa gov au/Patients-and-Visitors/FOl)

Thank you for bringing this matter to the Minister s attention

Kind regards

13 JUN 2023
Level 5, Dumas House, 2 Havelock Street WEST PERTH WA 6005 Telephone +61 8 6552 5900

Ema|l Minister Sanderson@dpc wa gov au
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You have recently been informed that you may have been exposed to DES  
(di-ethyl-stilboestrol or stilboestrol); that is, your mother was prescribed  
DES when she was pregnant with you. 

Most women will experience a range of 
emotions when they are given this news. You 
might be feeling confused or frightened. You 
may also feel angry or powerless which is 
totally understandable.     

DES exposure is an issue the community is still 
coming to terms with. It has received very little 
publicity and there are still only a limited 
number of health professionals who can provide 
up-to-date information. 

Over the years a great deal has been revealed 
about DES exposure however there is still the 
possibility that long-term effects will emerge in 
years to come. 

This means DES daughters require ongoing 
monitoring for the rest of their lives. 

Nobody likes to be at risk, but with up-to-
date information and adequate support you 
can put these risks into perspective and not 
let them dominate your life. 

Many DES daughters have found that being 
informed and taking an active role in their health 
care lessens their sense of powerlessness. 
Some women cope by talking with other women 
while others feel more comfortable with a 
professional counsellor. 

What medical treatment will I require? 
You will need to have regular examinations 
throughout your life. As this is a specialised 
area it is important that follow-up examinations 
are done by professionals who are experienced 
in the management of DES exposed women. 

Never accept any medical intervention, no 
matter how minor, without being sure that it’s 
absolutely necessary. If in doubt get a second 
opinion. 

What does the DES examination 
involve? 
The recommended annual pelvic examination 
for DES daughters involves the following: 

• a careful visual inspection and palpation 
(feeling) of the entire vagina 

• separate smear tests taken from the cervix 
and from the surfaces of the upper vagina 

• an internal pelvic examination 
• a breast examination. 

The examination may also include: 

A Colposcopy 
This is an examination that uses a special 
optical device called a colposcope to magnify 
the view of the cervix. This examination is non-
invasive, as no part of the colposcope will touch 
you. Staining the vagina and cervix with an 
iodine solution (brown liquid) may occasionally 
be necessary. 

DES EXPOSURE 
 



 

DISCLAIMER This factsheet provides general information only. For specific advice about your healthcare needs, you should seek advice from your health professional. The Royal 
Women’s Hospital does not accept any responsibility for loss or damage arising from your reliance on this factsheet instead of seeing a health professional. If you require urgent 
medical attention, please contact your nearest emergency department. © The Royal Women’s Hospital 2013– 2018 
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A Biopsy 
If, on examination, it is found that changes have 
occurred in the vagina or the cervix and your 
doctor believes that further examination is 
required, a biopsy will be taken from the 
affected area. This involves taking a sample of 
tissue from the cervix or the vaginal wall. The 
procedure may be slightly uncomfortable and 
there may be some slight bleeding afterwards. 

Mammograms 
Research is limited on the risks of developing 
breast cancer for DES daughters, but a 2006 
study found a slightly higher risk in DES 
daughters aged 40 and over. A special DES 
check-up every year, along with annual clinical 
breast examination and mammography, once 
you have reached 40 years of age, is 
recommended. 

 
 

 

 
 
 
 
 
 

  

Where to get more information 
The DES Follow Up Clinic 
Suite C, Frances Perry Consulting Suites  
2nd Floor, Royal Women’s Hospital 
Cnr Grattan St & Flemington Rd  
Parkville VIC 3052 
T: (03) 9344 5077 for an appointment. 
 
All patients of the DES Clinic require a medical 
referral from a general practitioner and their 
Medicare card. 

Women’s Welcome Centre (Victoria only) 
The Royal Women’s Hospital 
T: (03) 8345 3037 or 1800 442 007 (rural callers) 
Email: wwcadmin@thewomens.org.au 

DES Action, Australia 
P.O. Box 282 Camberwell, VIC, 3124 
www.desaction.org.au 
 
DES Action is a non-profit, voluntary 
organisation which operates as a self-help 
group for DES mothers and daughters. DES 
Action offers information, support and lobbying 
for health issues that affect women. 

Related fact sheets on the Women’s website 
• DES daughters, sons and mothers 
• Gynaecological changes in DES exposed 

daughters 
• The later years – for women exposed to DES 
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The late discovery of adoptive status
Helen J. Riley

There is emerging evidence of a range of ethical implications lasting many years when a person finds 
out about their adoptive status as an adult, and that this information about their genetic origins was 
intentionally concealed from them. The research contributing to this article has been undertaken from 
within an applied ethics framework, and is cross-disciplinary in nature.

Introduction

This article comes in response to a recent contribution to Family Relationships Quarterly by Passmore, Feeney 
and Foulstone (2007).1 This excellent paper concluded that adoptees who have experienced secrecy, lies 
or misinformation within their adoptive families may require help in dealing with issues of trust and betrayal. 

Further, the authors stated that these issues of trust and betrayal often transfer into other adult relationships.

Passmore et al. (2007) also noted that what is important for wellbeing is the extent to which adoptive parents are 
open with their children, rather than whether the adoption took place in a “closed” or “open” system. Significant 
numbers of those who were adopted under “closed” systems have subsequently been affected by the late disclosure 
of their adoptive status. Preliminary evidence is emerging that many of these late discoverers feel that they have not 
received acknowledgment of the particularity of their experience, the long-term effects of this discovery (involving 
personal losses and disrupted relationships), or recognition that an injustice may have been done to them.

The current research project focuses on those who have found out about their adoptive status as adults (disclosure 
must have occurred no earlier than 18 years of age). While this research is ongoing, some preliminary findings may 
be of interest to those working or researching within the area of family relationships.

The late discovery of adoptive status
Although mention is sometimes made of the traumatic nature of late disclosure (Grotevant, Dunbar, Kohler, & Lash 
Esau, 2000; Passmore et al., 2007), apart from Perl and Markham’s (1999) qualitative study initiated by the Post 
Adoption Resource Centre (PARC) in New South Wales,2 little research has been carried out in this area to date. The 
findings of the Perl and Markham study concluded that a majority of late discoverers were continuing to struggle 
with issues arising from disclosure. This report estimated that up to 9% of the more than 200,000 children adopted 
in Australia from the 1920s until the mid-1970s could be late discoverers.

Although it is impossible to calculate an accurate figure, even a conservative estimate of 5% exposes the possibility 
that significant numbers of late discoverers may be affected. As there have been negligible, if any, previous attempts 
to delineate the parameters of the late-discovery experience, the author’s current research project aims to define, 
understand and facilitate responsiveness to the complexity of personal, relational and social dimensions involved.

Method
Aims

The first aim of the current research was to privilege the voices of late discoverers themselves—to give recognition. 
The second aim was to delineate the conceptual attributes of the late-discovery experience, and thirdly, to understand 
what is needed in order for reparation and repair to occur. This need for reparation and repair was first identified 
by Perl and Markham (1999) and Passmore et al, (2006, 2007), who found that many late discoverers continue to 
struggle with issues of trust and betrayal, often many years after disclosure has occurred.

1	 www.aifs.gov.au/afrc/pubs/newsletter/n5pdf/n5b.pdf
2	 Of the 99 persons who have contacted PARC about late discovery since July 1995, 40 (34 females and 6 males) agreed to 

participate in the study. Of these, 82.5% were late-discovery adoptees. They were interviewed by telephone or in person 
using a questionnaire. The average age of discovery was 38 years, although 30% discovered they were adopted between 
the ages of 40 and 50. Major conclusions of the study include: 41% were told of their adoption by someone other than 
the adoptive family, relatives or birth family; 62% never suspected they were adopted, but many felt that it made sense of 
their family relationships, or that they always felt different; 62% went on to have contact with their birth family; the majority 
responded with shock at the time of disclosure; and 75% did not require ongoing counselling.

http://www.aifs.gov.au/afrc/pubs/newsletter/n5pdf/n5b.pdf
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Participants
Participants in the current research were sourced through Jigsaw Queensland Post Adoption Resource Centre, an 
online discussion group (in Australia and the United States), media (Queensland only) and a website.3 It should be 
noted that stories have also been gathered from late-discovery donor-conceived offspring as part of this current 
research project, although preliminary findings are not included in this paper. It can be noted, however, that late-
discovery donor offspring stories express similar themes involving betrayal, loss of trust and difficulty forgiving.

Participants were invited to send their stories in written form, although two stories were obtained through taped 
personal conversation. Twenty-two stories were received. Of the fifteen female participants, twelve were Australian, 
and one each were from the US, Canada and the UK. Of the seven male participants, four were Australian and 
three were from the US. Their current ages range from the early 40s through to early 70s. The length of time since 
disclosure ranged from 1–10 years ago (n = 12), 11–20 years ago (n = 6), 21–30 years ago (n = 3), and 41–50 years 
ago (n = 1).

Limitations and assumptions
This research is focused on the nature of the late-discovery experience for study participants. It is not concerned 
with verifying what has occurred, highlighting differences, or attempting to assess to what extent or to what degree 
a late discoverer may have been affected. Rather, the focus is on the features, characteristics and attributes of the 
experience. A further limitation of the study is that participants were recruited via non-random methods. Therefore, 
bias due to self-selection is an issue and the generalisability of the findings is limited.

In any research, it is acknowledged that the researcher brings prior understandings to the project. In this case, the 
researcher is also a late-discovery adopted person. While this may inevitably bring particular understandings of the 
late-discovery experience to this research, it can also provide a richer, more nuanced approach.

Late-discovery stories
The current research supports and extends the major themes outlined in Perl and Markham (1999), as well as 
the more recent research by Passmore et al. (2006, 2007). What emerges through situating these stories within 
an ethical framework, however, is the depth and significance of the feelings of betrayal, loss of trust and difficulty 
forgiving. These feelings are often still being experienced, despite many years or even decades having passed since 
disclosure.

Late discovery stories clearly evidence the depth and significance of these feelings.

Karla4 (aged 40, 5 years since disclosure) discovered her origins as the result of a family health crisis. “I felt profoundly 
betrayed”, she said, “the brunt of a 40-year joke”. She described being “obsessed with the unfairness of state-
sanctioned laws that prevented me from access to my original birth certificate”. She acknowledged that this was a 
life altering event for her, likening it to the “hero’s journey” in mythology. “I am forever changed”, she said. She is “less 
mad [now] about being lied to, although this event still colours everything about my identity and my relation[ship] to 
my family”.

Feelings of betrayal can occur from having had a “false” cultural identity imposed. “I had fair skin and didn’t know I 
was of Aboriginal descent” said Markus (aged 47, 19 years since disclosure). He now feels disconnected from both 
of his worlds. “I am rejected by a society that doesn’t understand me because my skin colour is an enigma to both 
races. A black man with a fair skin creates its own oddities between cultures.”

Brenda (aged 66, 11 years since disclosure) had the secret revealed by accident by an elderly cousin. She described 
feeling “absolute disbelief, let down, lied to … I had been mistrusted by not being told the truth and had spent my life 
living a lie”. Cameron (aged 45, 14 years since disclosure) found out accidentally upon the death of both his parents. 
He wrote that he spent hours staring at himself in the mirror, thinking “my whole life was a lie”. He talks about how he 
internalised the “wrong” and made it about himself. “I have done a lot of personal growth work [since late discovery] 
and everyone says I have changed a lot”, he commented.

Sally (aged 57, 8 years since disclosure) finds it hard to forgive her adoptive mother. “Not that she adopted me, but 
the way she handled it and continues to handle it is unforgiveable”, while Peter (aged 50, 10 years since disclosure) 

3	 It may be argued that those who have responded in this current research might be more likely than others to (a) join a support 
group and/or (b) tell their story. Those that join support groups or are able to tell their story in some other way would be better 
regarded as fortunate in locating such support and information, given the lack of knowledge and understanding about late 
discovery in the community (this includes the broad adoption community as well). Many who contacted the author as a result 
of media stories commented that they had never spoken to another late discoverer or known of any information or support 
groups that were available.

4	 Names have been changed to preserve anonymity.
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revealed that he has spent the last ten years in shock and anger. He has “severed all ties with that part of [his] 
family”.

Discussion
Brison (1997, 2002), Bracken and Thomas (2005) and Walker (2006) have asserted that talking about a “traumatic” 
event, and being heard and acknowledged, are pivotal features for achieving repair and recovery.5 Brison (1997) 
commented that there can be enormous difficulty “regaining one’s voice, one’s subjectivity, after one has been 
reduced to silence, to the status of an object, or worse, made into someone else’s speech, an instrument of 
another’s agency” (p. 23). This sense of disrupted or subverted agency is a core feature that emerges in late-
discovery stories.

The preliminary findings of the current research project, when 
combined with the previous findings of the PARC report in 
1999, demonstrate that, while the majority of late discoverers 
appear to have been relatively successful in dealing with 
their experiences and continue to live productive lives, 
they continue to express feelings of betrayal, loss of trust 
and difficulty forgiving. They experience an ongoing sense 
of distance from others (aloneness), feelings of rejection, 
bitterness and frustration, and regret for lost opportunities 
and relationships (“if only!” or “what if?” questions). Many 
make demands for rights with respect to knowledge of 
genetic origins or to not have a “wrongful” identity imposed.

It seems clear that part of resolving these feelings and demands should involve recognition from others (individuals, 
their communities and institutions) that the late discovery of adoptive status is a legitimate matter of interest and 
concern. This should also include acknowledgment that an injustice was done to the adoptees, even in cases where 
the decision to conceal genetic origins was taken with the best of intentions. Until such recognition is offered, and 
agency is restored, many late discoverers are likely to continue to have difficulty regaining self-respect, trusting 
again, feeling hope, feeling safe or forgiving. Bracken and Thomas (2005) refer to this as a powerful moral quest for 
justice.
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While the majority of late discoverers 
appear to have been relatively successful 
in dealing with their experiences and 
continue to live productive lives, they 
continue to express feelings of betrayal, 
loss of trust and difficulty forgiving.
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