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HUMAN REPRODUCTIVE TECHNOLOGY AMENDMENT BILL 2003 
Consideration in Detail 

Resumed from 28 October.  

Clause 11:  Section 14 amended - 
Debate was adjourned after the clause had been partly considered. 

Mr P.W. ANDREWS:  Given the defeat of my previous amendment last night, I do not see any point in pursuing 
the amendment that is listed in my name.   

Mrs C.L. EDWARDES - by leave:  I move -  

Page 13, line 28 - To delete “significant risk of a” and substitute “substantial risk of”. 

Page 13, after line 33 - To insert the following - 

(2c) For the purposes of subsection (2b) a serious genetic abnormality or disease is a 
serious genetic abnormality or disease if - 

(a) it would pose a grave threat to the life of a person subject to that genetic 
abnormality or disease and that threat cannot be significantly reduced by 
current medical treatment or other means; or  

(b) it would pose a grave threat of severe physical suffering to a person subject 
to that genetic abnormality or disease and that suffering is unable to be 
significantly relieved by current medical treatment or other means. 

My second amendment would insert proposed subparagraphs (a) and (b) in the Bill to include a definition of 
“serious genetic abnormality or disease”.  I have included that definition because there was serious concern from 
all people who have been following the debate about what the definition of “quality of life” was and how it could 
have been interpreted.  It was considered that the term “quality of life” could be interpreted too widely and 
would encompass diseases and genetic abnormalities that are not necessarily intended by one of the 
Government’s amendments.  Also, others read it down.  Therefore, if there was such a serious interpretation on 
what was meant by “quality of life”, it was necessary for it to be changed.   

Following the passage of this amendment, the definition of “serious genetic abnormality or disease” would 
mean -  

(a) it would pose a grave threat to the life of a person subject to that genetic abnormality or disease 
and that threat cannot be significantly reduced by current medical treatment or other means; or  

(b) it would pose a grave threat of severe physical suffering to a person subject to that genetic 
abnormality or disease and that suffering is unable to be significantly relieved by current 
medical treatment or other means.  

The other amendment will change a “significant risk” of a serious genetic abnormality or disease to a 
“substantial risk”.  Although it will not change the level of risk to a great extent, the change from “significant” to 
“substantial” will increase the level of risk.  It will take me some time to go through the clause and the 
amendment because they are complex.   

Section 14 of the Human Reproductive Technology Act 1991 prohibits diagnostic testing of a human embryo 
that is not therapeutic for the embryo or that may be detrimental to the embryo.   

Ms K. HODSON-THOMAS:  The member for Kingsley has indicated that it will take her some time to explain 
her position on this amendment and I would like to afford her that opportunity.   

Mrs C.L. EDWARDES:  I thank the member for Carine.   

It should be noted that this particular amendment has no direct connection with uniform commonwealth 
legislation.  This is a separate amendment, but one that was previously considered by this House when a select 
committee looked at the Human Reproductive Technology Act.  Chapter 7 of that committee’s report deals with 
pre-implantation genetic diagnosis and the genetic testing of embryos.  The report states what pre-diagnostic 
testing is all about and how the committee arrived at recommendation 7a, which states - 

That the Human Reproductive Technology Act 1991 be amended to allow pre-implantation genetic 
diagnosis to occur under restrictions determined by the Reproductive Technology Council.   
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A couple of interesting comments in the report deal with the definition of “diagnostic” and “therapeutic”.  I draw 
that to the attention of members of the House.  The committee also recommended -  

That pre-implantation genetic diagnosis (PGD) technology not be used for sex selection alone or for the 
determination of physical characteristics (“designer babies”).   

That use of PGD be restricted to clients whose future child –  

I will come back to that shortly - 

would otherwise be likely to be affected by a genetic abnormality or disease as determined by the 
Reproductive Technology Council.  

At the end of the day, the Government’s amendment will open up the ability of couples to have pre-implantation 
diagnostic testing.  Currently, that is available on the eastern seaboard for women 10 to 12 weeks pregnant to 
determine whether their baby has a serious genetic abnormality or disease.  As such, it would seem unfair if this 
Parliament did not allow for the same testing here in Western Australia.  My amendment to the Government’s 
amendment will limit the definition to what the Human Reproductive Technology Council was talking about.  
Parliament must make a clear statement that pre-diagnostic testing should not be used for the determination of 
characteristics and that it ought to be used only by people who want to determine whether their embryo has a 
genetic abnormality or disease.  That is what the Opposition’s amendments will do.  They will ensure that there 
is a definition, which will still be subjectively determined by the Reproductive Technology Council.  We will not 
provide a list of who is in and who is out.  To that extent, I again refer members to page 98 of the select 
committee’s report, which states that -  

One issue is whether there should be a list of diseases for which PGD can be used to detect.  A forum 
conducted by the UK Progress Educational Trust indicated there should not be a list.  Many who 
attended the forum thought that decisions about testing should be left to the families “since they are 
ones who often have experience of the disease in question and who will ultimately be left to deal with 
the consequences”.   

It goes further than that, because medical technology and knowledge is growing at such a fast rate that what is a 
grave threat to life today, or what poses a grave threat of severe physical suffering today, may not be the case in 
two, five or 10 years time.  That is the reason the Opposition has added “cannot be significantly reduced by 
current medical treatment or other means” to the Government’s amendment.  We do not want a list of the 
diseases and abnormalities of today that ought to be included.   

Mr P.W. ANDREWS:  I am very interested in what the member for Kingsley has to say and I would like to hear 
more.   

Mrs C.L. EDWARDES:  I thank the member for Southern River.   

My amendment will provide a definition to what the Government is putting forward.  The Government’s 
amendment states that a diagnostic procedure cannot be carried out unless -  

(ii) where the diagnostic procedure is for the testing of the embryo, there is a significant risk of a 
serious genetic abnormality or disease being present in the embryo;  

My amendment will change “significant risk” to “substantial risk” and proposed subsection (2c) will provide a 
definition of what this Parliaments means by “serious genetic abnormality or disease”.  At the moment, the 
Government has left the Human Reproductive Technology Council without a framework or guidelines as to what 
Parliament means by “serious genetic abnormality or disease”.  We may think we know what will be in the mind 
of the Human Reproductive Council and that it will assume the same type of serious genetic abnormalities or 
diseases as Parliament.  However, we must give it guidance and guidelines.  We need to include a definition in 
the legislation to ensure that the council continues to make the decision together with parents.  We will not make 
that decision for them; they will make that decision.  Not one person with whom I have spoken regards a person 
who is deaf as having a serious genetic abnormality or disease and that therefore any such embryo should be 
succumbed - not one.  Without definition, the minister’s phraseology will allow an embryo that may have 
indications of being genetically deaf to succumb.  It is very important that Parliament provide a guide to what is 
intended.  Some parents and families - I know there are some in the gallery today - have serious concerns that 
this legislation will stop them from having pre-implantation diagnostic testing.  That is not what my amendments 
are about.  They will provide a framework and ensure there are no designer babies.  They will not stop diagnostic 
testing on their particular issues.  I have received several letters that I am sure all members have received, but I 
do not propose to read them out to Parliament.  However, I acknowledge that women and parents wish to have 
the opportunity of giving birth to a baby who does not carry a serious genetic abnormality or disease that has 
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been recognised and identified within their family and that they should have the opportunity to be able to screen 
their future embryos for those diseases.  We wish them all the very best for the future. 

As to the progress of this legislation through both Houses of Parliament, will the Minister for Health have 
proposed section 14, which is contained in clause 11, proclaimed as soon as possible, even if other guidelines 
and requirements must be considered, in order that the rest of the legislation can be put in place?  Will the 
minister respond to that when he - 

Mr J.A. McGinty:  The intention is to proclaim it all at once - not a separate proclamation. 

Mrs C.L. EDWARDES:  The issue for some of those parents is that their biological clocks are running down. 

Ms K. HODSON-THOMAS:  The member for Kingsley obviously has not completed her remarks, and I would 
like to afford her that opportunity. 

Mrs C.L. EDWARDES:  I thank the member for Carine.  Those people would like to have the opportunity to 
undergo this pre-diagnostic testing in their own State, with their own family and friends around them to support 
them, and to do so as quickly as possible.  The Minister for Health has introduced this provision as an additional 
amendment, which has no direct connection with the commonwealth legislation.  If it passes through both 
Houses of Parliament, I urge the minister to have it proclaimed as soon as possible, even without the rest of the 
legislation.  I know the minister can do that.  I put that to the minister on behalf of those families. 

Another issue is that people have concerns that one could argue come from a different direction.  These are 
people from groups such as People with Disabilities (WA), which represents people with disabilities and their 
families.  They believe that every human being has the inherent right to life and bodily integrity, regardless of 
disability.  I have with me a media release from People with Disabilities, which is concerned that people with 
Down syndrome will be weeded out - that is the group’s terminology.  Not only the Deaf Society of WA but also 
people with Down syndrome are concerned that certain people who have particular disabilities and genetic 
abnormalities will be discriminated against.  As such, there needs to be some recognition of that by this 
Parliament.   

I will conclude my comments on this amendment and the reasons I have moved it.  Essentially, it relates to 
families who currently are able to undergo pre-diagnostic testing in the eastern States.  Members can check out 
many of the web sites to find out what pre-implantation genetic diagnosis is all about.  One web site indicates 
that it comprises a series of techniques used to diagnose and exclude genetic abnormalities of embryos and eggs 
prior to their use or return to the body.  People would need to have an in-vitro fertilisation cycle to create 
embryos in the laboratory, similar to infertile couples undergoing an IVF cycle.  Sometimes part of the egg is 
able to be tested for a genetic disease, but generally the embryos themselves are tested.  Three days after egg 
collection, embryos usually consist of six to eight cells.  Each of those cells has complete genetic information 
and has the potential to continue growth to establish pregnancy.  People choosing PGD for a chromosome 
disorder are usually those who have had a baby or a prenatal diagnosis, or those who have had a balanced 
reciprocal translocation and are at risk of having offspring with an unbalanced translocation.   

Some diseases and abnormalities are not able to be tested, such as mitochondria.  PGD is possible for some 
mitochondrial DNA disorders, but obviously not for all.  Even the Reproductive Technology Council’s annual 
report and the select committee report indicate that PGD is not always conclusive.  However, the view is that if 
families travel to the eastern States and pregnant women are able to have the test, it should be available to 
families in Western Australia.   

I will follow up on one report in the Reproductive Technology Council’s annual report.  At page 24 it deals with 
pre-implantation genetic diagnosis and refers to three families who have used PGD this year to save the life of a 
sibling.  This is the next step.  Members will recall that the select committee report referred to the future life of a 
child following the PGD of an embryo. 

Ms K. HODSON-THOMAS:  Obviously, the member for Kingsley has still not completed her remarks. 

Mrs C.L. EDWARDES:  Of course, this is the extension of PGD.  In Australia, a couple were able to save the 
life of a sibling after the Epworth Hospital ethics committee, following long and wide consultation, gave 
permission for the procedure to take place at the Monash University IVF clinic.  The clinic was able to combine 
its IVF technology with genetic and tissue testing to produce the required embryo.  This embryo had to be a 
perfect match for the sick sibling, who needed a blood transfusion from the umbilical cord to save his or her life.   

In a case in Britain, the British Court of Appeal gave permission for a couple to proceed with the conception of a 
designer baby to save the life of their four-year-old son.  The judgment overturned the ruling by the British High 
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Court that the British licensing authority did not have the legal power to licence embryo selection by tissue 
typing.   

The third case involved a Sydney couple who revealed that they used genetic screening or PGD to spare their 
daughter from carrying a rare hereditary disorder - Hunter’s syndrome - which their eight-year-old son had 
inherited.  He would have been unlikely to survive beyond his mid teens.  The mother was adopted and had no 
knowledge of her biological family’s history.  Since the program was commenced in the late 1990s, the 
controversial technique developed by the Sydney IVF clinic has enabled 74 babies to be born following genetic 
screening.  Apart from the designer baby contribution, the issue with PGD is that there has been a greater 
survival rate, leading to full-term babies, than was the case in the past.  I do not wish to comment on those three 
cases in which embryos had been genetically developed in order to match their sibling so that the sibling could 
be saved; or, as in the last case, so that a person would not carry the disease.  I bring members back to the select 
committee report.  The select committee’s recommendation was that PGD should be used only in those instances 
in which the future of a child was being dealt with. 

I have put forward my amendments.  The Minister for Health’s amendment refers to a significant risk of a 
serious genetic abnormality or disease being present in the embryo.  Our advice is that that could include 
deafness.  I am sure the minister did not intend to include that.  If that is the case, the word “significant” needs to 
be changed to “substantial”, which would be the result of the amendment I have put forward.  The minister 
would also need to include a framework around what is meant by serious genetic abnormality or disease.  This 
Parliament would then be giving a direction to the Reproductive Technology Council, because it makes the 
decision with the family and the in-vitro fertilisation provider.  We will not be doing that.  We will not be 
providing a list of who is in and who is out.  However, we do recommend strongly to the Parliament that it 
provide a framework for what is intended by the phrase “serious genetic abnormality or disease”. 

Mr J.B. D’ORAZIO:  This is probably the most important amendment of the group of amendments.  As I said 
during the second reading debate, I want to support the ability of some couples to have a genetic test.  After 
thinking about this very carefully, I have great concerns about allowing a narrow group of people to provide that 
ability.  In the end I will reluctantly support the amendment proposed by the member for Kingsley because there 
needs to be some balance in the equation.  The minister’s amendment does not go far enough.  The member for 
Kingsley referred to a hearing problem.  My family suffers from retinitis pigmentosa.  My grandfather went 
blind, my dad is blind already and I will probably be blind.  It is genetically transferred.  I hate to think that on 
the basis that a disease may be hereditary or a gene may not exist, there will be a possibility that people like me 
will not be alive today.  That is what it comes down to.  We need to make sure that whoever is making those 
decisions has some indication from this Parliament that it does not want this ability to be used inappropriately.  
The Parliament needs to pass an amendment, such as the one that has been moved, that clearly and specifically 
outlines in the legislation the intention of the Parliament.  This is the most crucial amendment that we will deal 
with during the consideration in detail stage.  We all want to support people who have severe disabilities and 
diseases - we have all seen them - but whenever we provide for the gate to be opened a little bit, it is pushed 
open much wider because of people’s interpretation of our intentions.  As much as we can limit that happening, 
the Parliament should do so for all to see.  I do not think a disease, such as retinitis pigmentosa which causes 
blindness, does affect people’s standard of living.  However, others might say that it would if it happened at a 
young age, and, therefore, that embryo should be discarded or not used.  I would hate that to be the basis of a 
decision.  Some very talented people in this world have genetic diseases and they have made a huge contribution 
to our community.  We need to be careful when dealing with this legislation that, in trying to help a group of 
people for whom we all have sympathy, we do not create a monster with some people using the legislation for 
purposes for which it was not intended.   

I support this amendment even though I do not like the clause, full-stop.  When we as human beings start 
deciding the criteria for others to become human beings, we are getting into a very murky area.  I would like to 
oppose the whole clause, but by doing that, I would be burying my head in the sand and probably allowing 
something to happen that should not happen.  Therefore, I support this amendment.  I ask the minister to think 
about the amendment very carefully.  This is not just a matter of knocking off an amendment that somebody else 
has moved.  It is about thinking about the consequences and making sure that this Parliament gives a clear 
indication to the community and the people involved in these practices that, in leaving the gate slightly ajar, we 
do not intend to open the floodgates allowing for a whole pile of other things to happen, which was never the 
intention of the minister, the people promoting the legislation or the people who have significant problems that 
they will pass on to their offspring.  We would all agree that testing should be allowed in certain circumstances; 
however, I ask the minister to support this amendment and I strongly recommend to the Parliament that we all 
think about it carefully.  This is not one of those amendments that should be blown into the ether because of one 
side’s belief or the other side’s belief.  We need to think carefully about what we are doing and what we need to 
do to protect not merely the future of some embryos but the future of the human race. 
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Mr M.F. BOARD:  The amendment moved by the member for Kingsley goes very much to the heart of this 
legislation and probably the most emotive part and an area about which we need to make some very solid 
determinations.  This is a very difficult area for us to deal with.  The difficulty for the House is that it is trying to 
put into legislation something that would be dealt with far better with better knowledge and consideration of the 
ethics than we are able to obtain at this time.  I have a number of unresolved and unanswered questions that need 
to be dealt with before I consider my position on this amendment. 

This issue would have been dealt with in national legislation and legislation of other States.  Why have they not 
gone down this more prescriptive path?  That question needs to be explored.  Is the Reproductive Technology 
Council subject to the national ethics committee; and, if so, what is that relationship and how does it work?  On 
what basis does the ethics committee make recommendations?  Is it subject to individual representations for each 
genetic disease or is it more independent?  That needs to be explored.  The third and probably most important 
question is: what is the application of the amendment?  It sounds very straightforward and up front, but what are 
the practical applications for those seeking IVF treatment?  Are there consequences that we are not considering 
and would we be unaware of those consequences if we were to pass these amendments?  Those are the three 
questions that I need the minister to deal with to clarify the situation. 

Mr P.G. PENDAL:  I made the remark last night that if ever there were a Bill that was, by its very nature, a 
committee Bill and one that should have been sent to a legislation committee, this is it.  The very nature of the 
Government’s amendment and the very nature of the amendment moved by the member for Kingsley are yet 
more evidence that the Bill should have been sent off at the end of June to determine the sorts of issues we are 
now dealing with.  Let me pick up where the member for Murdoch left off.  He asked some rhetorical questions 
in the final few seconds of his remarks.  He asked what are we attempting to do or trying to say.  I believe the 
member for Kingsley has already answered that question, but let me back it up as best I can.  We are trying to 
send a message.  I will be corrected by the Minister for Health with his hat on as Attorney General, but my 
understanding is that we operate under the Interpretation Act in Western Australia.  If in the future there is a 
dispute or a court needs to understand what the Parliament thinks, it is required to pursue that to find out what 
the Parliament meant.  If the Parliament has been silent on an issue, I would imagine that a court is free to make 
a decision as best it is able.  However, it is a danger of the highest order to leave an open slather situation such as 
is implicit in the amendments moved by the Minister for Health.   

The Parliament must send a clear message that we do not want open slather.  I refer again to the meeting I had 
with Sonja, the young woman who has canvassed the views of many members of Parliament.  She has explained 
her position.  I understood her position although I could not condone it.  It was a good discussion.  I asked her 
whether she envisaged that the government amendment should include human embryos that would become deaf.  
I did not raise any other examples, but some have since come to my attention; for example, diabetes.  She was 
adamant that she also did not want the scope of this Bill to impact on a human embryo merely on the grounds of 
deafness.  I was much relieved by that.  The concern I have is illustrated by the old aphorism that hard cases 
make bad law.  We should give due attention to that young woman and other people in similar situations, but we 
should not give them our exclusive attention.  My concern is that the definition in the Government’s amendment 
will mean that it will be open slather.  Since my meeting with Sonja, other representations have been made to me 
concerning not only the deafness issue but also the diabetes issue.  I met with the disabled advocacy group, 
which, as I understand it, is seeking mainly to protect the rights of Down syndrome children.  The House has an 
ethical obligation to give its full support to the rewritten amendments of the member for Kingsley.  I thought that 
the first amendment in her name was good and worthy of support.  The rewritten version she has put before the 
House will mean that we do not have a situation that is open slather.  The people who want the Government’s 
amendments will get them. 

Mrs C.L. EDWARDES:  I allow the member for South Perth to complete his comments.   

Mr P.G. PENDAL:  I thank the member for Kingsley.  These amendments will not adversely affect the position 
of Sonja, the couple we read about in The West Australian yesterday and perhaps other people in the gallery.  In 
any event, we should not legislate just for the people in the gallery.  That is not meant to be a harsh comment.  
Heaven only knows that it would be nice if people took an interest in every piece of legislation we pass.  As 
members know, half the time the public gallery is simply bare.  My point is - I am not being harsh by saying it - 
that we do not legislate for only people who follow the debate in the gallery.  In cases like that, a broader and 
more serious ethical question confronts the whole of society.  The amendments of the Government and the 
amendments of the member for Kingsley are not mutually exclusive.  We are realistic enough to know that the 
Government’s amendments will get up.  However, there is no reason they cannot be passed in a better form.  I 
recall the discussions we had with Professor Alan Harvey, the professor of neuroscience at the University of 
Western Australia.  He is a general supporter of the Bill but is of the view that it needs tightening.  I am not 
saying that he referred specifically to this area.  It is not good enough for the Parliament to assume that because 
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the Government has brought the legislation to the Parliament, it is unamendable.  That is absurd.  There is 
nothing to suggest that this Government or any other Government is more likely to get it right than it is to get it 
wrong.  The Government’s amendments mean that the people who have the greatest interest in this clause will 
have their protection.  The member for Kingsley’s amendments do not undercut, undermine or diminish the 
effect of what the Government is seeking to do.  However, they help to draw a line for society, the courts and 
anyone else who is interested.  Above all, the people who should be interested in this are those in wider society.  
We are saying that we do not think that testing to catch potentially deaf people is right.  We are not alone in this 
at all.  An article in The Sydney Morning Herald of 11 July 2003 quoted the Victorian Infertility Treatment 
Authority as saying -  

 . . . it regarded deafness as a medical condition, not a frivolous or cosmetic use of the technology.   

A little later, the same story emphatically stated -  

The British Deaf Association said it opposed genetic screening both on an established foetus or on 
eight-cell embryos produced through IVF. 

Those people who have an interest in the disabled in our community ought to support the amendments moved by 
the member for Kingsley because they build in some safeguards.  I agree with her, although I did not some 
months ago, that it is not desirable for the Parliament, by either legislation or regulation, to spell out a list of 
exclusions.  It is not unlike the problem with a Bill of rights, in which the things that are not defined within it are 
assumed not to be rights.  That same problem arises here.  The fact that the member for Kingsley did not go 
down that path adds more strength to the amendments she has moved today.  I urge members to give them 
maximum support because they will not diminish what the Government is seeking to do for the Sonjas of this 
world.   

Mr M.W. TRENORDEN:  I do not agree with either amendment and I will not support them.  The reason is that 
we have national legislation.  It would be a different argument altogether if we were deciding what we could do 
within the boundaries of Western Australia.  However, we are not deciding that, and to a substantial extent we 
are not deciding what we can do within the boundaries of Australia.  This is an ethical question for the western 
world plus, hopefully, some of the rest of the world.  These decisions will not be made by parliamentarians in 
Western Australia.  They will not even be made by parliamentarians in Canberra.  They will be made by 
theologians throughout the world.  I will place my trust in the federal ethics committee.  I do not think anyone 
has any other option.  Anything we do here is nothing more than a signpost by the road.  It may be that we will 
create a hurdle for someone in a future context that we cannot describe.  The question of ethics is absolutely 
fundamental.  This is not just about religious ethics; it is about ethics in general.  A lot of people will get 
involved in this debate for decades to come.  Not all of those people will have a religious background, and nor 
should they.  Obviously this needs to be a whole-of-community debate.  We know that ethics do not have just a 
religious context.  This Bill is not the complete jigsaw; it is only one piece of the jigsaw.  There is already a 
federal Bill on this issue, and there are already Bills on this issue in most of the other States.  It is foolish to 
believe that we can be bigger than that process.  After I had received a briefing on the Bill, I pursued the issue 
with other people outside of the ministerial staff, and I have come to the view that the only way we can handle 
this matter successfully and reasonably is by giving our trust to the people who are on the federal ethics 
committee, and that is what I will be doing.   

Mr P.W. ANDREWS:  Proposed new subsection (2b) reads -  

The Council must not grant approval to any diagnostic procedure to be carried out upon or with a 
human embryo unless . . .  

It then states in paragraph (a)(ii) -  

where the diagnostic procedure is for the genetic testing of the embryo, there is a significant risk of a 
serious genetic abnormality or disease being present in the embryo;   

Members are probably aware of my interest in attention deficit hyperactivity disorder.  I have spoken to many 
people who have a child who has been diagnosed with ADHD.  When they recount the difficulties their children 
are experiencing and the effect that is having on their families, their stories are heart-wrenching at times.  They 
repeat to me over and over again very clearly that ADHD is a genetic problem, and they recount how their 
husband, their wife, a grandmother or a grandfather has this condition and it has been passed to the child.  For 
them it is a very serious situation.  They talk about how their child stands out in the classroom and is considered 
abnormal by the other children.  They often recount how, when their child was two, three or four years old, they 
knew the child’s behaviour was abnormal.  They say clearly that to them their child has a serious genetic 
abnormality.  For the record, I certainly do not regard ADHD as a serious genetic abnormality.  However, to 
many, many people in the community, it is a serious genetic abnormality.  The amendment moved by the 
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member for Kingsley includes the words “and that suffering is unable to be significantly relieved by current 
medical treatment or other means”.  I believe those words will put a framework around the issue of serious 
genetic abnormality.  If we do not accept the amendment moved by the member for Kingsley, proposed new 
subsection (2b) will be open to interpretation.  The words “significantly relieved by current medical treatment or 
other means” will add a great deal to proposed subsection (2b), and I urge the Minister for Health to accept it.   

Mr J.A. McGINTY:  The short answer is that no test is available to test an embryo to determine the existence of 
ADHD.   

Mr P.W. Andrews:  At this time.   

Mr J.A. McGINTY:  Sure.  It is interesting to pose the hypothetical question.  However, the question is not 
capable of being answered, because there is no test for ADHD.  Whether that is likely to change in the future is 
an issue that I cannot speculate about in any useful way.  The other issue, as the member would be aware, is that 
ADHD covers a range of conditions and circumstances.  With regard to the Leader of the National Party’s 
comments about the genetic screening of embryos, what is proposed in Western Australia will be tighter than in 
every other jurisdiction in this country.  It is important to note that the COAG agreement was for a nationally 
consistent approach to clinical practice but not necessarily a legislative approach to genetic testing.  Western 
Australia is currently out of line with every other jurisdiction in prohibiting genetic testing.  In Victoria and 
South Australia, genetic testing is subject to council approval, but no criteria are set out in the legislation.  In all 
the other States there are no legislative restrictions on the circumstances in which genetic testing can be 
approved.  That is the reality of what is confronting us.  It is important to note that what is proposed in this 
legislation will be tighter than anywhere else in the country.   

Mr J.B. D’Orazio:  You did not answer my question about whether you would consider a disease such as retinitis 
pigmentosa, or blindness, to be a genetic disease that you can test for.  Would you consider that to be a ground 
for not using that embryo? 

Mr J.A. McGINTY:  I do not know the answer to the question.  I make the same comment on deafness.  
However, what I may think about the matter is not important.  A procedure and a test are laid out in the 
legislation.  The legislation sets out what is meant by “serious genetic abnormality or disease”.  The test is 
whether there is a significant risk.  A body has been set up to receive submissions on and give consideration to 
that matter.  That body is the Reproductive Technology Council, which consists of a diverse range of people who 
will bring their own expertise and perspectives to bear on the very question the member is posing. .  Section 8(2) 
of the Human Reproductive Technology Act states -  

The Council shall consist of -  

(a) 10 nominated members, to be appointed by the Governor on the recommendation of the 
Minister, of whom -  

(i) 7 shall be individuals respectively selected from panels comprising the names of not 
less than 2 individuals submitted in accordance with section 9(1) by each of -  

(A) the Royal Australian College of Obstetricians and Gynaecologists; 

(B) the Australian Medical Association; 

(C) the Law Society of Western Australia; 

(D) 3 other bodies, being bodies having interests relevant to this Act; and  

(E) the Minister charged with the administration of the Community Services Act 
1972; . . .  

The criteria that shall be applied are set out in section 9(2), which states -  

In recommending persons for membership of the Council the Minister shall endeavour to ensure that -  

(a) the Council has available to it from its own membership -  

(i) adequate representation of the interests of women, of parents, of the children born of 
reproductive technology, and of participants in reproductive technology; 

(ii) expertise in reproductive technology; 

(iii) relevant experience in public health matters; and 

(iv) relevant ethical guidance . . .  

Mrs C.L. EDWARDES:  I would like the Minister for Health to continue his remarks. 
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Mr J.A. McGINTY:  It also outlines that any other appropriate discipline, experience or background is to be 
adequately reflected as far as is practical, and that the council is to be constituted of an equal number of men and 
women, etc.  The body to make that call is required by statute to consist of people with a variety of interests and 
expertise who will collectively make the decisions under discussion.  It does not really matter what I think -  

Mr J.B. D’Orazio:  Shouldn’t we, as a Parliament, give a direction that certain diseases not be considered as part 
of the process?  

Mr J.A. McGINTY:  It would depend.  Everything would seem to be black and white -  

Mr J.B. D’Orazio:  It’s not.  It would be nice to give a bit of clarification.   

Mr J.A. McGINTY:  Sure.  The indication to be given refers to a significant risk of genetic abnormality or 
disease.  I agree with the tenor of the approach adopted by the Leader of the National Party: this will evolve in 
time.  Provided there is a clear statement of principle, we cannot, for instance, have designer babies or minor 
matters being subject to this testing process under consideration.  The test is laid out in legislation, and current 
conditions are already tighter than those found anywhere else in the nation.   

The amendments seek to replace “significant risk” with “substantial risk”, which would not tighten the 
conditions at all under which the Reproductive Technology Council can approve genetic testing.  Both words 
have a similar dictionary meaning.  Therefore, the change is unnecessary.  “Significant” is used elsewhere in the 
Bill, and it is desirable to have consistent terminology so people know the approach to be adopted.  “Significant” 
in terms of risk is used by epidemiologists, and is estimable in scientific terms.  In other words, it has a scientific 
meaning, and I am told - I am not a scientist - that the “substantial” proposed by the member for the Kingsley 
does not have a scientific meaning.  It probably means the same sort of thing.  Its application would be 
inconsistent with the present terminology.  “Significant” is the language of science when referring to risk, and it 
is important to use language that is understood.   
The requirement that the threat to life or physical suffering is unable to be significantly relieved by current 
medical treatment or other means does not take into account the physical, emotional and financial costs that 
might be involved in the medical treatment.  I think they are relevant considerations - although others may not - 
in the equation.  
The goal is to provide consistency of scope of decision making and pre-implantation testing and prenatal testing.  
The decision to have pre-implantation testing and how to respond to the results are to be made by the family, but 
testing must be approved by the Reproductive Technology Council.  As I have already said, genetic testing for 
desired characteristics - the so-called designer babies - is not permitted by the Bill.  That furphy can be put to 
one side.  This measure is in line with, and arguably tighter than, the recommendations of the Select Committee 
on the Human Reproductive Technology Act 1991, recommendation 7A of which reads - 

 That the Human Reproductive Technology Act 1991 be amended to allow pre-implantation genetic 
diagnosis to occur under restrictions determined by the Reproductive Technology Council.   

Recommendation 7b reads - 

 That pre-implantation genetic diagnosis (PGD) technology not be used for sex selection alone or for the 
determination of physical characteristics (“designer babies”).  

 That use of PGD be restricted to clients whose future child would otherwise be likely to be affected by a 
genetic abnormality or disease as determined by the Reproductive Technology Council.   

That is a very narrow test.  
Mr J.B. D’ORAZIO:  I would like to hear the minister continue.   
Mr J.A. McGINTY:  I am sure the member for Carine will be interested in the latter part of recommendation 7b 
of our select committee of 1999.  There are two relevant components: the word “significant” is not included, and 
the matter is to be determined by the council.  This in part answers the member for South Perth’s suggestion that 
this sort of matter should be referred to a committee of the Parliament - that is, it has been considered by a 
committee as recently as 1999.  The test recommended by that select committee was far less stringent than that 
contained in this legislation.  Firstly, it refers to not a significant genetic abnormality or disease, but any 
abnormality or disease.  Secondly, it is as determined by the Reproductive Technology Council.  That aspect has 
been retained, but the Government has toughened up conditions beyond that which a select committee of this 
Parliament determined to be the case.   
Mr J.H.D. DAY:  The involvement of the Reproductive Technology Council is relevant.  It is not simply a matter 
of people having testing done in any circumstance they choose, as it will be necessary to secure the approval of 
the Reproductive Technology Council for testing to take place.  The minister outlined in general terms the 
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composition of the RTC.  From my recollection from when I was Minister for Health, the individuals appointed 
to the RTC are very responsible, individually and collectively.  They consider issues very thoroughly and 
carefully, and in no sense could they be considered a radical or extreme group.  It may be possible for the 
minister to outline some of the individuals currently appointed to the RTC.  Given the diversity of their 
backgrounds - they have medical, general community, religious and ethics backgrounds - serious consideration is 
given to all matters before the council.  That would certainly be the case with pre-implantation genetic testing.   
The example was given of testing for deafness.  All of us would agree that it would be entirely inappropriate for 
testing to be undertaken to determine whether deafness might be present in an unborn child.  None of us would 
support testing for that purpose.  If we tried to exclude testing for deafness, which might be an indication of a 
much more serious disease, testing for the more serious disease might not take place.  That would be a serious 
concern, and be counterproductive to the interests of people seeking to have healthy babies and avoiding having 
serious genetic diseases passed down through generations.  During my contribution to the second reading debate, 
I outlined at greater length why it is appropriate for such testing to be undertaken.  I made the point, as did other 
members, that it is possible for women, often in consultation with their partner, to undertake an abortion or 
termination at 11 or 12 weeks of pregnancy if testing at that time indicates a serious disease, or any disease, is 
present.  Whether that is appropriate is a matter of a somewhat different debate.  The reality is that that can 
occur.  Most people in the community would consider it to be far preferable for testing to be undertaken prior to 
implantation rather than after the embryo has been planted and has developed into a foetus at 11 or 12 weeks.  
For those reasons, it is appropriate for us to support the provisions in the Bill put forward by the Minister for 
Health.  I do not think any useful purpose would be served by agreeing to the amendments that have been 
moved, even though I know the members who have put forward those amendments have the best of intentions.  
For those reasons, I believe the provisions of the Bill are worthy of support.   

Debate interrupted, pursuant to standing orders. 
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