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Position Paper on Prenatal testing and Diagnosis
Plain English version
About Down Syndrome Australia
Down Syndrome Australia (DSA) is the national organisation for people with Down syndrome in Australia.
We work together with the state and territory Down syndrome associations and with people with Down
syndrome. Together we speak out for people’s rights and fight for the changes that are needed to make
Australia a country where people with Down syndrome are valued and respected. We want people with
Down syndrome to have the chance to live their best lives by being fully included in all parts of Australian
society.
What this paper is about
This paper is a Plain English summary of DSA’s position on prenatal testing and diagnosis. This is when
pregnant women have tests to find out if their unborn baby has a disability, such as Down syndrome.
There are two other versions of the paper you can choose to read:
•

The original, longer position paper. This has more detail and also tells you how to find more
information and research.

•

An Easy Read version with the main information using less writing and with pictures.

You can find all versions of the position statement here:
https://www.downsyndrome.org.au/position_statements.html
DSA will use the information in the position paper to tell government that it needs to improve the system
to make sure pregnant women get balanced information and high-quality support. The paper contains a list
of things the government should change and how they should be put in place.
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Background
Prenatal testing in Australia
Prenatal testing has been available since the late 1960s. Women aged over 35 were offered a test called
amniocentesis which took cells from the fluid around the foetus (unborn baby). Blood tests (for the
mother) were developed in the 1980s, and then ultrasound screening of the foetus in the early 2000s.
These helped to show if there was a high chance a foetus had Down syndrome.
A new way of prenatal screening has been available since 2013. It looks at a sample of the mother’s blood
and is called non-invasive prenatal screening (NIPS). The test can be done from the 10th week of pregnancy.
It can give information about several different conditions, including Down syndrome. It can say that it is
highly likely a foetus has a particular condition, but it is not 100% certain. At the moment, women have to
pay for the test privately. The government is thinking about whether it might sometimes pay for it in the
public system.
The only way to tell for sure if the foetus has Down syndrome (definite diagnosis) is through amniocentesis
or a similar test called chorionic villus sampling (CVS). Women who have these tests have a slightly higher
risk (1% over the usual risk) of having a miscarriage (losing the pregnancy).
Women have the right to make decisions about whether to have prenatal tests. They have the right to get
information that helps them understand all about the tests so they can decide whether to have them or
not. They also need to know that if they do have screening or testing, they may have to make more
decisions about the pregnancy. Even though women need this information to be able to make decisions, a
DSA survey in 2017 showed that nearly three out of four women said they weren’t given any information
about Down syndrome before they had a screening test.
Now that NIPS is available earlier in pregnancy, women need to make earlier decisions about prenatal
screening. DSA is concerned that women are being encouraged to have the screening as a ‘routine’ test of
pregnancy.
GPs now have a bigger role in making sure women have correct information about the screening, and
balanced information about Down syndrome (looks at positives and negatives). They also have a bigger
role than before in telling women the results and making sure they get support, such as counselling, if they
need it. So now, it is even more important that GPs can do this well.
DSA understands that many families want to be able to have prenatal screening. Some families choose to
have prenatal testing so they can make sure they and their baby get the best care and support during
pregnancy and at birth. Some families choose to have prenatal testing to help them decide whether to
continue the pregnancy.
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We respect the right of women to choose to have prenatal testing. We respect women’s rights to make
decisions about whether to continue a pregnancy, based on their own circumstances and beliefs.
However, DSA is worried that many women may be making their decisions based on negative community
attitudes and outdated, incorrect information about Down syndrome.

Current concerns
Down syndrome associations have been worried for many years that women were not getting balanced
and correct information about Down syndrome. We have been told by some families, that doctors have
told them a child with Down syndrome would have a life of suffering. Some women who have chosen to
continue their pregnancy when their unborn baby has Down syndrome say their decision has been
questioned by doctors. Recent surveys show that this happens to a lot of people.
In a 2014 survey of women who have a child with Down syndrome, almost half said they believed that
health professionals were giving incorrect or negatively biased information about Down syndrome when
they gave parents the diagnosis. About a quarter said they believed this led to more women ending their
pregnancy (termination) than if people got balanced information. Over 60% of people who took part in a
Down Syndrome Tasmania survey, and nearly half of parents with a child under five who took part in the
2017 DSA survey, also shared stories about the negativity of information at diagnosis and focus on ending
the pregnancy.
There are Australian Healthcare Guidelines about the information and counselling pregnant women should
have when it comes to prenatal tests. This includes guidelines put out by the Department of Health and
also guidelines from the Royal Australian and New Zealand College of Obstetrics and Gynaecologists
(RANZCOG).
The RANZCOG guidelines say that women should get information about:
•

The difference between prenatal screening and diagnostic testing.

•

The pros and cons of the screening tests.

•

Details about:

•

o

the aim of each screening test, including which conditions they are looking for (and that other
conditions could show up)

o

when it is done

o

how it is done

o

what information it can and can’t give

o

how much it costs.

That the woman has the right to decide whether or not to have screening tests.
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•

What screening results look like: Results usually say if there is high or low likelihood of the foetus
having a condition. That if the likelihood is high, then the woman will be offered another test to get
a definite answer (diagnostic test).

•

That if a diagnostic test shows the foetus has a condition, such as Down syndrome, they have the
right to choose to continue the pregnancy or to end it.

•

That continuing the pregnancy is a valid choice and that parents should get the right counselling and
care as they prepare for the birth.

The Department of Health also has its own similar guidelines. Yet, even though we have these guidelines in
Australia, some health professionals are not giving parents the information and support they need to
understand their rights and make decisions.
The World Health Organisation (WHO) has put together a list of what should be part of all genetic
screening programs. It includes things like education for health professionals, good information and
support, respect for parents’ decisions, as well as other guidelines to make sure programs are run fairly
and safely.
DSA is concerned that screening programs in Australia often don’t meet these standards. We have serious
concerns about whether it is ethical for the government to pay for screening programs that don’t meet
these standards.

What needs to change?
The Government must make changes to the way prenatal screening is delivered, so that women can get
balanced information, support, and the chance to connect with other families before they make any
decisions. The changes should include:
•

That health professionals and screening programs must follow the existing guidelines.

•

Government support for a national training program for health professionals such as GPs, midwives
and obstetricians. The training will make sure they provide appropriate information and counselling
before and after testing, so that parents understand and can agree to the testing.

•

That health professionals must offer appropriate counselling to parents who receive a diagnosis of
Down syndrome. They must help them to contact Down syndrome organisations who can provide
information and the chance to connect with other families.

•

Government working together with people with Down syndrome and the organisations that
represent them to produce a public awareness campaign. The campaign should help the public learn
more about Down syndrome and other chromosomal conditions. It should also tackle the stigma
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around intellectual disability, that is, it should try to change the negative attitudes and beliefs that
lead to people with intellectual disability being treated badly.
•

Government checking regularly to make sure they know what expectant parents think about
changes to prenatal testing and diagnosis delivery. They must continue making changes to improve
parents’ experiences.

www.downsyndrome.org.au

