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the point where you have the most chance of connecting them to the relevant services and to
letting them know that there are supports and particular interventions available.

This was a very common story round the table from all 30 parents. As a result of that, |
contacted the lllawarra Division of General Practice to get them to have alook at the issue of
providing better service support to our GPs so that when they get a diagnosis back—and |
cannot imagine they have too many in their professional career—they can connect with the
division of GPs and say: ‘| have the diagnosis back; | have the parents coming in. What do |
need to be telling them? What is the best way to handle this? The following most common
story is their frustration with knowing that early intervention is critically important and can
make a world of difference and then finding access to that early intervention. In some ways it
is almost worse than thinking that there is nothing there, to know that there is something and
you cannot access it for your child.

That iswhy | think many of the initiatives under the Helping Children with Autism pack-
age are profoundly important for these families—in particular, the Department of Health and
Ageing's contribution to that package for helping children with autism, to increase and pro-
vide Medicare items. | just want to acknowledge these because they are important to these
parents. Medicare items for consultant physicians to diagnose and develop a treatment plan
for children aged under 13 on referral from the GP; psychologists, speech pathologists and
occupational therapists to provide up to four services per child to collaborate with the psy-
chiatrist or paediatrician on the assessment where required, so they are not left alone to do
that; and psychologists, speech pathol ogists and occupational therapists to provide early inter-
vention treatment following diagnoses of up to 20 services per child. It is a significant in-
crease. | know, for those parents in my electorate, it isareally important initiative which will
assist them.

The DEPUTY SPEAKER (Hon. DS Vale)—Order! The time allotted for this debate has
now expired. The debate is adjourned and the resumption of the debate will be made an order
of the day for the next sitting.

Hor mone Treatments

Debate resumed, on motion by Fran Bailey:

That the House;

(1) recognises the unapproved recipients of hormone treatments, including young men and boys who
received human growth hormone, between 1960 and the mid 1980s;

(2) acknowledges that the report it commissioned in 1993, known as the Allars Inquiry, found that
approved female patients receiving the same treatment for infertility suffered negative effects and
asaresult of that report, received compensation from the Commonwealth; and

(3) recognises the male recipients—both approved and unapproved—who received the same hormone
treatment for growth purposes and provides similar compensation.

FRAN BAILEY (McEwen) (8.01 pm)—I rise to speak to the motion listed in my name.
On 1 November 1971, the Melbourne Herald ran a story that reported on scientific work be-
ing conducted at Prince Henry Hospital that was a breakthrough in the treatment of abnormal
growth in children. A means of measuring children’s growth hormone produced in their pitui-
tary glands enabled doctors to ascertain the height stature of children. The treatment devel-
oped to correct predicted stature abnormalities was to administer a human growth hormone
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known as HGH that was extracted and collected from cadavers. This program was known as
the Australian Human Pituitary Hormones Program, known as AHPHP.

The human growth hormone administered to these children was in fact the same hormone,
human pituitary gonadotropin, known as hPG, that was administered to over 1,500 women
and an estimated 60 men for infertility. Thanks to the member for Higgins, the tragic issue of
the connection between hPG and the fatal disease of Creutzfeldt-Jakob disease has been rec-
ognised as a public health issue.

As well as being treated with hPG, unknown numbers of prepubertal and adolescent boys
with a prediction of short stature were treated with synthetic androgens or steroids to acceler-
ate their growth after being primed with hPG. This caused hypogonadism, including prostate
disease, in unknown numbers of boys. This meant that these boys devel oped a permanent de-
fective reproductive system resulting from a lack of function of the testes often accompanied
by lack of sexual development and premature menopause. Those treated with hPG fell into
two categories: those who were treated as ‘approved’ patients as part of an official program,
and unrecorded numbers who were treated in the same way, using the same hPG, by medical
practitioners who did not officially record details of patients they treated. These are referred to
as ‘unapproved .

The Allars inquiry established by this House to investigate the operation of the Australian
Human Pituitary Hormones Program, conducted by Associate Professor of Law, Margaret
Allars, is to be commended for its investigative work in relation to establishing the link be-
tween hPG and Creutzfeldt-Jakob disease and its recommendations to assist recipients, in-
cluding compensation.

However, as the Allars inquiry states, the departmental database records 188 unapproved
recipients, but only 28 per cent of those were able to be traced. The reality is that there is a
high probability that there are many hundreds more than the recorded 188 unapproved recipi-
ents. Aswas stated in evidence in the Allarsinquiry:

Some doctors have come clean and told the department, others haven’t. This is why there are bound to
bealot of unofficial people out there that doctors have treated like this.

| am raising this issue tonight because Mr Michael O’ Meara, a constituent of mine, came to
me seeking assistance in relation to hPG treatment he received as a boy. His treatment was
unapproved, and as a result it has taken many years to access any information about this
treatment. His search for information was reiterated by Professor Allars when she stated in her
submission: ‘When recipients were asked at interview what they wanted from the govern-
ment, the vast majority said they wanted factual information.” They, like my constituent, need
that vital information in order to understand why today, some 30 years after the initial treat-
ment, they experience debilitating side effects that cause hardship in daily living and real
anxiety about future prognosis. Thaose concerns go to the heart of this motion and underpin the
reason | have brought these issues to the attention of the House.

We need to recognise that the many hundreds of unapproved male recipients like my con-
stituent received the same treatment as those who were approved in receiving hPG treatment,
that they suffer the same, if not worse, risks and side effects because they have been denied
access to medical records and because they have been part of this hidden or non-existent list
of unapproved recipients. They have never been included in any considerations, whether they
be in counsdlling, appropriate treatment or financial compensation. Further, in spite of the
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Allars inquiry making a recommendation on further actions which government might take to
identify people in Australia who received the pituitary derived hormones and to provide coun-
selling and support to them, this has not happened.

| want to emphasise further that, following the Allars inquiry, the Senate community affairs
committee reported on the CJD settlement offer that resulted from Allars. While the compen-
sation is to be commended, neither the Allars inquiry nor the Senate committee acknowledged
the other side effects of hPG treatment, which have resulted in castration, delayed puberty,
induced puberty due to high doses of testosterone or hypogonadism. The government ac-
cepted the Senate recommendati on stating:
That onceit is established that a person did receive hPG or hGH from the AHPHP, the recipient’s status
should be of no difference to that of approved recipients.
| strongly commend that Senate committee for making that recommendation to government
and government for accepting it. But the point is that, in accepting this recommendation in
relation to alink to CJD with hPG recipients, this acceptance should also be extended to other
life-debilitating and life-threatening side effects of hPG treatment.

Let me give the House an actual example that my constituent has given me permission to
speak of. My constituent was treated with hPG as a boy of 10 years of age. This resulted ini-
tially in a spontaneous onset of full-blown puberty. As treatment doses and frequency were
varied, he was effectively castrated, with his testes so damaged that puberty was then delayed
to such an extent that he was treated with anabolic steroids to induce puberty. This experimen-
tal nature of hPG treatment was exposed by Dr Wes Whitten, reproductive physiologist and
former assistant director of the then National Biological Standards Laboratory. When giving
evidence to the Allarsinquiry, he said,

It was a shocking product, | can't believe this had ever been marketed.

As aresult of hPG treatment my constituent, as an adult, some 30 years later suffers from hy-
pogonadism and requires three operations per year to keep him alive and reduce these ex-
tremely debilitating side effects. Every four months he has to undergo testosterone i mplants
because, without these, his hormone level replicates that of a man over the age of 100. Mr
O'Mearais just one of many hundreds treated with hPG who officially do not exist on any
health department list and who suffer in silence.

I commend Mr O’ Meara for his courage in being prepared to come forward and to provide
me with very personal detailsin order to highlight the plight of so many others like him who
justly, | believe, must be included in any government response to the ongoing needs of those
whether approved or unapproved for treatment.

In the same way that approved recipients who were treated with hPG became victims of
CJD and were recognised as being in need of counselling and compensation in some in-
stances, so too do all the unapproved recipients need recognition of the treatment they re-
ceived. This means that the spirit of Allars and the Senate committee must not just be adhered
to; they must be implemented. There is simply no discrimination in the suffering experienced
by both the men and women who were subjected to this treatment, and certainly no discrimi-
nation and suffering between those men and women who were approved under specific pro-
grams or those who were not approved. All who received hPG treatment and have suffered as
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aresult of that treatment need to be recognised and supported. | commend this maotion to the
House and | thank my colleagues who have agreed to speak to this motion.

Ms SAFFIN (Page) (8.11 pm)—I rise to support the statement of the honourable member
for McEwen. For the record, | am speaking about hormone treatment that was derived from
pituitary glands taken from people who had died and the people who were subsequently af-
fected by that treatment. Over 2,100 Australians between 1960 and 1985—and some reports
say 1967 because that was when the official program started but it was actually between 1960
and 1985—were treated with such for infertility in women and short stature in children, par-
ticularly boys and young men, the particular focus of the member for McEwen's statement.

| did have a chance today to have alook at the 800-page Allas inquiry report, which | could
only look at very briefly, and | know if | was able to read it | would be much better informed
on this. Also | did have a look at some other documents in the Senate inquiry to which the
honourable member for McEwen referred. What happened was an absolute blight on our
medical history. What happened to individuals in the community and to families and people
who are still fegling the impact of that today was the result of systemic failure.

In speaking in support of the spirit of the statement and from the research that | have done,
and when | looked at the Senate committee report that was looking at the CJD, the
Creutzfel dt-Jakob disease settlement offer where it outlined all of the findings, it is obvious
that there was an absolute systemic failure on the part of all agencies, groups and everybody
dse involved with it who had some oversight. These are the agencies that we the public, the
community, look to for trust and we were badly let down during this period. The Senate in-
quiry report also said that it started some 30 years ago—but 30 years ago we still had knowl-
edge of things like this. Also, what | have read |eads me to believe that there was knowledge
about the hormone growth treatment that should have led us to different conclusions and dif-
ferent oversight.

| should also state here that the Allas inquiry terms of reference were not concerned di-
rectly with the young men and the boys who received that hormone treatment. They were not
the main targets. The inquiry really came out of the four cases of the women who we thought
had the Creutzfel dt-Jakob disease. That prompted the inquiry. The report, however, speaks of
those young Australians who received the growth hormones via the Australian Human Pitui-
tary Hormone Program, because that was the program under which they received it, whether
they were approved or unapproved, official or unofficial. In that sense, understanding the Al-
las inquiry and then the Senate report is apt and it is not analogous to use it as the primary
response for this debate.

There are a number of key findings and conclusions that | found to be very alarming and
they were repeated in the Senate inquiry. It concluded that the history of the listing of the
hormones was one of circumvention of the PBAC and direct dealings between various agen-
cies, the Director-General of Health and the minister. It said the testing by the NBSL itself
was of great concern, and on the guiddinesit said:

The distribution of hormones under s.100 of the National Health Act appears to have been regarded by
PBAC as avehicle for delegating to the expert committees its normal function.

That was something that really should not have been delegated on. On the use of section 100
it said:
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... it was sought to create a role for the expert committees which would be responsible for approving
patients for treatment.

Those patients were let down. It went on to say:

It was an improper purpose and the Minister’s decision to list the hormones was an abuse of the power
under s.100.

The last finding in this particular section talks about the role of the government decision mak-
ers and outlines a litany of tragedy of the medical history at that time. The Allars inquiry in-
vestigation, looking particularly at the Human Pituitary Advisory Committee and its subcom-
mittees, exposed many issues of concern. The concerns were grouped under headings, and in
some ways the headings themsel ves are sui generis.

The heading ‘research alocations' talks about how some research allocations were allo-
cated without the proper scrutiny and processes in place. Then it talks about ethical considera-
tions and how various subcommittees failed to have regard to ethical considerations in a num-
ber of matters including the approval of the use of out of date hPG for ovarian stimulation
testsin spite of disclaimersfrom CSL of their responsibility and failure to adequately sanction
practitioners who failed to forward treatment sheets or failed to return hormones when their
participation in the program was suspended. Then it talks about conflict of interest, which is
another heading that is self-evident. Under the heading ‘ knowledge of CJD’ it says that HPAC
failed to respond appropriately to the knowledge of the risk and then it talks about exclusions
in the regulatory role and the failures there. In the Senate inquiry report at 7.108 it says:

The Committee considers that there is evidence to suggest that treatment under the AHPHP was of a

more experimental nature than has previously been suggested.
That isvery alarming in itself because, before we can actually know the impact some medical
treatment is going to have, there has to be a period where it is used. From my reading of it—
and | am not an expert in it—it was being used as a treatment to correct some medical prob-
lems but we were not told it was experimental. Everything | have read to date |eads me to the
conclusion that it clearly was experimental. | found that very worrying when | read it.

The other matter is unapproved recipients. | have come to the conclusion that the unap-
proved reci pients seem to be harder to trace than the approved recipients for a whole range of
reasons, as the honourable member for McEwen has already outlined to the chamber. But that
should not stop them being traced. If something is the right thing to do, the fact that it is hard
to do need not stop us from doing it. They do have to be traced.

In conclusion, it was particularly young men and boys—not exclusively so; there were
some girls—who received some of this treatment. In our society, short stature might not be
seen as a medical condition but it is seen as not being quite acceptable. As a person who is
what | consider to be short—I am about 150 centimetres—I know what it is like to be little
but | am awoman and | was always the little girl at school. Boys were treated very differently.
Often in our society, with girls and slimming, there are a whole range of cosmetic things that
impact on us psychologically where it is recommended to us that we treat these conditions
medically. We have to change how we respond to people in our society with different sorts of
looks. So it seems even sadder that some of those drugs were given to people, particularly to
young men and boys, and some girls, just because they were short. Listening to what the hon-
ourable member was saying about the impact that has had on constituents in her area causes
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me some distress because, yes, | have read about it, but she is obviously interacting with peo-
ple who have been affected. | give my support to the resolution. (Time expired)

Dr WASHER (Moore) (8.21 pm)—I thank the member for McEwen for drawing the
House's attention to the male recipients of growth hormone between 1960 and the mid-1980s.
In the mid-1950s scientists learnt how to extract human growth hormone from the pituitary
glands of cadavers. This hormone was injected into children of short stature, increasing their
height. Professor Allars's inquiry demonstrated, unfortunately, a failure to adequately protect
public safety in relation to the Australian Human Pituitary Hormone Program, AHPHP. There
was evidence of failures in the production of product, including the collection of pituitary
glands; failures in supervision of the product and programs by government agencies, includ-
ing the health department, the National Biological Standards Laboratory and the Human Pitui-
tary Advisory Committee, or HPAC; and failures of appropriate action undertaken by the de-
partment following suspension of the program in 1985. There were inadequacies in tracing the
recipients, the information provided, the epidemiological studies, and blood and organ dona-
tion.

Around 2,100 Australians were treated with human pituitary hormone under AHPHR,
which ran in Australia from 1967 until 1985. This program treated approximately 1,570
women and about 60 men for infertility with human pituitary gonadotrophin and approxi-
mately 660 children for short stature with human growth hormone. Five Australians have de-
veloped and died from Creutzfeldt-Jakob disease, or CJD, as a result of receiving human pi-
tuitary hormones. The program was suspended in 1985. Twenty-two years ago, genetically
modified growth hormone became available and side effects with this hormone are rare. There
iscertainly no risk of CJD.

CJD is one of the transmissible spongiform encephal opathies. CID was first described as a
disease in 1920 and knowledge of CJD grew from the late 1960s as research was conducted
into other spongiform encephalopathies including kuru, an encephal opathy associated with
ritual endocannibolism of the Fore tribe in the remote highlands of New Guinea.

In 1968, transmissibility of CJD by inoculation of chimpanzee brains was reported. The
first iatrogenic person-to-person transmission by corneal transplant was reported in 1974. In
the same year, warnings appeared in the literature regarding the need for special precautions
beyond routine sterilisation procedures. In 1976, UK scientist Dr A Dickinson expressed con-
cerns about the possibility of CID contamination of growth hormone produced in the UK.

Human-to-human transmission of CJD and other spongiform encephalopathies is now lim-
ited to cases of accidental transplantation of an organ from a diseased person or in parenteral
exposure to CJID tissues through contaminated instruments, and in variant CJD transmission
may be possible by blood transfusion. Bovine spongiform encephalopathy, BSE, or mad cow
disease, was probably caused by dietary supplementation of cattle with processed organs from
sheep with scrapie. People eating infected cattle can become infected themselves. In all
spongiform encephal opathies there is the presence of a protease-resistant pathogenic form as
an endogenous protein or prion in the brains of all infected species. Deformed prions corrupt
other brain proteins that aggregate and expand, recruiting more proteins forming insoluble
deposits that injure neurons and neuroglia. Neuroglia is the glue or supporting tissue for the
neurons and when lost causes the holes of spongiform encephal opathy.
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The disease has a long incubation period of typically many months to years. When it mani-
festsitsdlf, the dementia however progresses rapidly, unlike Alzheimer’s, which is slower. No
single test other than brain biopsy can confirm CJD and thisis not easy, so examination of the
cerebral spinal fluid along with electroencephal ography and MRI help confirm the diagnosis.
We have no proven anti-prion drug or vaccine so our males deserve the same compensation as
our females.

Mr CRAIG THOM SON (Dobell) (8.26 pm)—I start my speech by saying that while lis-
tening to the member for McEwen one could not be other than moved by hearing the personal
story that came from one of her constituents. Such personal stories put faces to these sorts of
problems and make debates more than just talking about facts and figures. | commend the
member for bringing this motion on hormone treatment before us this evening.

This motion recalls a very unfortunate period in Australia’s medical history. Between 1960
and 1985 several thousand Australians receive hormones derived from pituitary glands taken
from people who had passed away. The hormones were used to treat children with growth
problems and to assist in treating infertile women. In 1985 a link between cardaveric derived
hormones and CJD was recognised, and the use of cardaveric derived hormones was stopped.
Synthetic human growth hormone, which was developed in the early 1980s, and follicle-
stimulating hormones derived in other ways then came into widespread use. A number of Aus-
tralian recipients of pituitary hormones died from CJD in the late 1980s and early 1990s. The
last recipient to die from CJD did soin 1991.

In May 1993, the then government asked Professor Margaret Allars from the University of
Sydney to carry out an independent inquiry into the use of human pituitary derived hormones
in Australiaand CJD. In responding to the findings of the inquiry, the government, in Noverm-
ber 1994, announced a number of programs including funding for ongoing counselling and
support services for human pituitary hormone recipients and their families, funding for the
medical and other care needs of human pituitary hormone recipients who had contracted CJD,
funding for commissioned research in Australia to assist in developing a diagnostic test and
treatment for the disease and for further epidemiology research, and funding for continued
information activities including a free 1800 number, medical advice and HPH Newsletter.

The government subseguently made a settlement offer to recipients which included com-
pensation for any psychiatric shock suffered by the recipients, as they were told that they were
at increased risk of contracting CJD. The settlement offer was examined by a Senate commit-
tee of inquiry which reported in late 1997. One of the Senate committee’s recommendations
was:

... the Department all ocate resources to tracing unapproved recipients of human-derived pituitary hor-
mones.

In response, the government, in March 1998, noted that the then Department of Health and
Family Services was investigating strategies to identify unapproved recipients of the hor-
mones and to trace the remaining recipients. The government noted that information about
unapproved recipients was only available in the records of doctors who had been providing
treatment under the program and that the department would need to contact each surviving
treating doctor, requesting their further assistance in identifying unapproved recipients. | un-
derstand that this work was carried and that, as far as the department has been able to deter-
mine, 96 per cent of those patients have been traced. All patients, both approved and unap-
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proved, were given an information package about the compensation available and were in-
vited to apply for compensation for psychiatric shock if they believed they met the criteria.
Two hundred and sixty-five recipients applied and $3 million was distributed to them. There
was no distinction between male and femal e reci pients and between unapproved and approved
recipients in the compensation that had been made available—and that is a good thing.

The pituitary hormone trust account established in 1994 remains with a balance of almost
$4 million. While the counselling services funded from the account were wound down in
2005, two years later than recommended by Professor Allars, pituitary hormone recipients can
still access funding by contacting the Department of Health and Ageing, and that is something
they should ook at.

| think perhaps the saddest aspect is that this treatment went on for 25 years. Often | think
with medical science we rush for the miracle cure too quickly; we do not spend the time and
the research that are required to make sure that these products, these new methods, are safe. It
is absolutely vital that in the future we do not go down this same path again and have the
same sorts of very sad speeches being made in this place and around the country because we
have rushed to a cure that turns out not to be a cure but an absolute curse. | commend the mo-
tion.

The DEPUTY SPEAKER (MsAE Burke)—Order! The time allotted for this debate has
expired. The debate is adjourned and the resumption of the debate will be made an order of
the day for the next sitting.

GRIEVANCE DEBATE
Question proposed:
That grievances be noted.
Australian Broadcasting Cor por ation

Mr RANDALL (Canning) (8.31 pm)—The accusations of ABC bias which have been
outed in the media over recent weeks during Senate estimates have come as no surprise to me.
In September of last year | brought to the attention of this House a report on The 7.30 Report,
aired in June 2007, which has been proven to be bogus. | will go to this shortly.

Thisbiasisentrenched. It is no secret that the ABC is anincubator for AL P candidates, par-
liamentarians and their staffers. The most high-profile ALP export is the member for Ben-
nelong, Maxine McKew. She was with the ABC for over 30 years working as a presenter on
The 7.30 Report, Lateline, the Carleton Walsh Report, AM, PM, the Bottom Line et cetera.
The The 7.30 Report presenter, Kerry O’ Brien, was a former press secretary to Gough Whit-
lam. Insiders presenter Barrie Cassidy worked as a media adviser to Bob Hawke. David Hill,
former economic adviser to Neville Wran and former Managing Director of the ABC, stood as
an ALP candidate for Hughes in 1998. The former Labor Premier of New South Wales Bob
Carr worked as a current affairs journalist for the ABC. Mary Delahunty, the former ABC
newsreader and host of Victoria's The 7.30 Report, was eected to the Victorian seat of North-
cotein a by-election in 1998. She held that seat until stepping down in 2006, having held sev-
eral senior portfolios. ABC journalist Mark Bannerman worked for a senior minister in the
Hawke and Keating governments, John Button. The Western Australian Premier, Alan Car-
penter, started as a state political reporter for the ABC, moving on to be the Western Austra-
lian presenter for The 7.30 Report and the first presenter of Sateline. Former ALP Northern

MAIN COMMITTEE





