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Australian donor registries: what are the lessons learnt?
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Overview of Australian ART regulation
Welcome to the complex world of Australian ART regulation. Australia is a federation, comprising a Commonwealth or federal Parliament, and those of six states and two territories. Every IVF clinic in Australia is required under Commonwealth law, and as well under State and ACT law (but not NT law), to have accreditation with the Reproductive Technology and Accreditation Committee (RTAC), of the Fertility Society of Australia and New Zealand (of which I am Secretary).
In turn, as part of the requirements of accreditation, every IVF clinic must comply with the RTAC Code of Practice, which in turn requires compliance with the National Health and Medical Research Council, Ethical Guidelines on the Use of Assisted Reproductive Technology in Clinical Practice and Research (2017, updated to 2023). Part of the requirement of accreditation is providing data to the Australian and New Zealand Assisted Reproductive Database. ANZARD is the oldest of assisted reproductive database in the world, having been around since about 1983, and is credited in playing its part in Australian and New Zealand clinics being the pioneers of single embryo transfers.
Six of the eight Australian jurisdictions have now legislated for State or Territory regulation of IVF clinics, and have in turn legislated for donor registries. Of the over 90 IVF clinics in Australia, there are three IVF clinics that are not the subject of State or Territory regulation:
· The one clinic in the Northern Territory. The clinic is the subject of a government agreement, that in exchange for travel subsidies for patients, the clinic will as far as possible comply with South Australian requirements.
· The two clinics in Tasmania. One is independent, and the other is part of Australia’s largest chain. 
Table 1 sets out Australian donor registries and related laws. 
Table 1: Australian donor registries and State ART laws
	State/Territory
	Donor registry?
	Law

	Australian Capital Territory
	
	Assisted Reproductive Technology Act 2024 (ACT)

	New South Wales
	
	Assisted Reproductive Technology Act 2024

	Northern Territory
	
	NHMRC, Ethical Guidelines

	Queensland
	
	Assisted Reproductive Technology Act 2024

	South Australia
	
	Assisted Reproductive Technology Act 2024

	Tasmania
	
	NHMRC, Ethical Guidelines

	Victoria
	
	Assisted Reproductive Technology Act 2024

	Western Australia
	
	Human reproductive Technology Act 1991 (WA); soon: Assisted Reproductive Technology and Surrogacy Act 2025 (WA)



Every IVF clinic in Australia is mandated, by the NHMRC Ethical Guidelines, to hold its own donor registry. These commenced in Victoria (1988), Western Australia (1993) and elsewhere (2004). Records held before these times can be patchy. 
While there may be limited information held by the central registry, and there might be some restrictions to access to the data in the central register, there may be more information held by the individual clinics. 
Change is currently underway in two States:
· Queensland enacted the Assisted Reproductive Technology Act 2024 (Qld). The donor registry in Queensland commenced on 1 March 2026. Some limited aspects of the Act, such as access, have not commenced, but are likely to commence by 19 September 2026.
· Western Australia enacted the Assisted Reproductive Technology and Surrogacy Act 2025 (WA) on 18 December 2025. The Act is scheduled to commence, in unknown stages, between then and mid-2027. No portions of that Act have yet commenced. 
Who administers the central registries?
This is set out in Table 2. 
Table 2: Government bodies that administer the central registries
	State/Territory
	Government body

	ACT
	ACT Health

	NSW
	NSW Health

	NT
	N/A

	Qld
	Registrar of Births, Deaths and Marriages

	SA
	SA Health

	Tas
	N/A

	Vic
	Donor Conception Registrar, Department of Health

	WA
	Department of Health



In the most recent registry that was established, that of Queensland, there was strong support in submissions for the registry to be administered by the Registrar of Births, Deaths and Marriages. The BDM Registry in Queensland is seen as, and is, efficient. It also listens to criticism. Queensland Health, on the other hand is seen as large, cumbersome and bureaucratic. It is perceived at times as being impervious to criticism. 
In most States, the registry is run by the Health Department, the government body that is also responsible for regulating IVF clinics. 
	Lesson 1: Appoint a responsive and efficient registry
Whichever Government Department administers the donor registry, ensure that they:
a) Are customer focused (so that they have long dealt with members of the public direct);
b) They are prepared to be responsive to criticism from members of the public;
c) Are efficient. 



	The demise of VARTA
The Victorian Assisted Reproductive Treatment Authority, VARTA, seen as a trailblazer, including for running compliance with family limits in Victoria, was abolished at the end of 2024. Its duties were taken inhouse by the Department of Health. 
A failing of VARTA, which impacted clients of mine, arose when one man provided sperm to two clinics. He thought he was providing sperm for “testing” purposes. It has not occurred to him that the sperm he had provided was to be used. 
VARTA failed to keep count of compliance with the family limit, until it played catch up, by liaison with the Registrar of Births, Deaths and Marriages. When it did so, a lesbian couple found that they were in difficulty. Each had wanted to carry one child, who was genetically hers, and to have the same sperm donor (so that the children were genetic siblings). They had both been assured that this was achievable. The first child born to this couple was for woman 7. 
The second child born was not achievable, the couple was told, as the second woman, who they had been assured would be woman 9, now would have been woman 11. The family limit in Victoria then was 10 women.
Since that case, Victorian law was amended, so that while the limit has been kept as 10 women, both women would have been within the family limit. NSW has a similar rule. 
Shortly before its demise, VARTA was seen as having considerable turnover of its staff, the loss of its counselling operation, and turnover within its board. 



Just because a Health Department is administering the donor registry does not necessarily mean that the donor registry is being efficiently run. That is the experience learnt the best part of a decade ago from Western Australia. The Allan Review into ART and Surrogacy (2018-2019) was highly critical of the donor registry. The Western Australian donor registry at the time was not fit for purpose. It is also clear that the WA Health Department has been making big strides since then to make sure that there is appropriate regulation and that the donor registry be fit for purpose.
This unfitness matched stringent regulatory requirements of Western Australian IVF clinics. The requirements had not been updated. An absurd example was that IVF clinics in Western Australia were required by regulation to provide data to the regulator on floppy disks, long after anyone else had continued to use them. The result was that clinics had to keep old computers in stock for that specific purpose, and manually input data into those computers, before supply of that data on floppy disks to the Health Department. The process of manual inputting and double handling of data meant that there were inevitable errors in the data that was provided. 
	Lesson 2: Ensure that regulations are responsive to changes in technology



The provision of data by clinics to the donor registry is on top of their obligation to provide data to the Australian and New Zealand Assisted Reproductive Database (ANZARD). This duplication of data and effort was also the subject of complaint of Western Australian clinics- and the subject of regular complaint to me by various medical directors in various clinics across Australia.
Dr Allan wrote[footnoteRef:2]: [2:  Volume 1, pp 100-110. ] 

“4.3.2 Identified strengths of RT registers
That legislation exists to support the purpose and process of data reporting and collection has enabled data collection about ART in Western Australia since 1993 is commendable. There is significant interest in data held in the RT Registers both for research purposes and monitoring of the outcomes of ART. It was evident that there has been significant investment in time and passion in creating and managing the RT Registers, and that this continues at Director and Executive Director levels. This was clearly demonstrated via a willingness to invest effort and resources into resolving data management problems that plague the RT Registers (see below).
The importance of the early RT Register was emphasised by the Telethon Kids Institute, who submitted:
In its early days, the WA RT Register was the envy of researchers and health professionals in the ART field internationally – a statutory collection sitting in the midst of a whole network of other population-based health registers which could be linked together with the assistance of a dedicated data linkage branch. The first research study to use linked data from the RT Register examined birth defect prevalence following IVF conception. The findings showed that births conceived using ART in WA from 1993-1997 had a two-fold increased risk of major birth defects compared with naturally conceived births, and the paper was published in the New England Journal of Medicine (2002).
The study raised awareness of the importance of long-term follow-up of ART children, stimulated many other research groups to assess the prevalence of birth defects in ART cohorts, and led to changes in the information provided to patients at pre-treatment counselling; it has since been cited over 1000 times. 15 years later, WA remains the only state in Australia where such research can be undertaken...
4.3.3	Identified issues of concern
However, despite the goodwill and the intention of maintaining the RT Register, the review found that there were numerous issues of concern about the current RT Register. This too was noted in the Telethon Kids Institute submission:
…but the RTR has languished and the current poor data quality means that we are unable to adequately address the many unanswered questions in this field that anup-to-date register would allow us to address.
Many other issues were identified via further investigation during the review and are noted in this section.
Issues regarding data specifications and forms
I met and corresponded with the Director of the Data and Information Unit and his team during the review. The Director was clear that data specifications contained in the HRT Directions 2004 are ‘outdated, unclear and ambiguous’ and that they ‘are not conducive to good data provision from clinics’. He said:
The current Directions are very technical in nature, …antiquated and reflect… the  language and prevailing data collection processes of the time they were drafted. The detail should be reduced, and the specification redrafted and tested for clarity with the Clinics.
It was submitted that an updated Data Dictionary with high-quality metadata is required. It was also noted by the Data and Information Unit that some forms that are specified in the Directions are not used. For example,
· clinics are requested to provide a Form 4 for Donor IDs, but the Data and Information Unit report they have never had a Form 4 submitted;
· some forms are used incorrectly. For example, requests for provision of Form 5 data ceased in 2004 and hence Form 6 and 7 data is required for these cycles. This appears to have been an error.
· requests to exempt practitioners and sperm storage units to provide Form 5, 6 and 7 data were not happening but should have, and thus was re-initiated in 2016 for cases that occurred since 2003.
The Data and Information Unit submitted that:
The Directions are very convoluted and complex. This has resulted in difficulties in administration, conformance, review and amendment. A failure to amend the Directions has resulted in the data provided to the RT registers becoming redundant and out of date. The requirements to use each of multiple forms and/or data files and when these should be used or reported have confused those trying to conform with the legislation.
Issues regarding the RT registers and the reliability of data
Reviews conducted internally within the DoH of historical documents (minutes, annual reports, and briefing notes) were reported to me to have shown there were difficulties in implementing the RT registers. This has included database development problems, data items being embargoed as not useable for research purposes, incomplete and/or inaccurate submissions, errors in patients’ names, errors in reporting the number of eggs, embryos and egg and sperm donation. Such issues have led to the view that the RT registers ‘are not fit for purpose’ due to a lack of ability to monitor or report upon activities of fertility clinics, and lack of confidence in being able to match records (e.g. between donor and recipient).
In addition, it was noted that since before 2012, the RT registers have been used to determine donors, donor offspring and genetic siblings to respond to applications to the Voluntary Registers, which were said to have been found to be ‘incomplete and unreliable’. I was informed that confirmation of data is currently being sought from RT clinics
A review of certain data from the RT register, again conducted internally within the DoH, found:
•	results concerning the number of single embryo transfers recorded on the RT Register in 2014 and 2015 did not align with ANZARD data from the same year 
•	examination of women’s ages recorded on the RT Register in relation to treatment cycles identified outliers (aged 56, 58, 59, 65, 69, 105). Issues related to such outliers included such things as a partner’s birthdate being appended to the woman’s date of birth (x2); three cases were not treatment cycles but rather related to the movement of embryos; an error regarding entry into the register of the year 00, which was thus calculated as 1900 
•	DoH RT register data versus annual data for the year 2012-2013 were not consistent
•	some blank fields are not explained, and it is, therefore, difficult to determine whether it indicates a null value or unreported data •	some variables were only recorded for some clinics instead of all clinics
•	some variable data was missing or incomplete (e.g. no birth date recorded; procedure type)
•	birth outcome data are missing from a high proportion of RT register records for the years 2010-2014.
The above issues are of significant concern. In relation to data relating to donor-conceived people, the law provides for the release of information to those who reach the age of 16 from 2020. However, confidence in being able to provide accurate data cannot be had. This leads to a high-risk situation that must be addressed. (See further Chapters 5 and 6 regarding donor- conception and recommendations regarding the Donor Conception Register). In addition, the data, being considered ‘not fit for purpose’, cannot reliably be supplied or used for research or monitoring of ART practice and outcomes – contrary to the intention of the establishment of a data collection system.
Issues regarding data validation
There were also issues reported concerning data validation. An internal report on the RT register found failings in checking data for internal consistency and non-standard entries, as well as missing items, compromised error identification and reporting, and difficulties with follow-up of birth outcome data. The Data and Information Unit confirmed that documentation on RT Registers, metadata, validation rules, validation processes, data submission specifications, report specifications are ‘insufficient or non-existent for D1 and D2’. They further noted the following issues regarding data validation:
· Level 1: Many data items specified for reporting can be null or not applicable in many records.
· Level 2: This validation is performed on a limited number of key data items in each D2 treatment and identifying the record. More should be done; however, specifications and metadata are required to be finalised so that a validation manual can be finalised that includes actions to be taken when a record fails the validation rule.
· Level 3: In 2011, a significant amount of work on validation rules was undertaken;however, it required additional data items to be reported by clinics which were not included in specifications for data provision and thus was inconsistently reported.
The work also incorporated data editing with no metadata on when, why or what was changed in data records. Some editing occurred without correlation with clinic records or approval by clinics. To ensure D2 data was consistent with data held by clinics, a large amount of this work was undone in 2013. It was also found that some of the algorithms determined for validation rules were incorrect.
· Level 4: Validation and editing at this level have not been performed in recent years and needs to be incorporated in future validation processes.
The Data and Information Unit said that RT clinics have ‘a lack of faith in the validation process and thus some do not respond to requests to validate data’. This has ‘prevented improvement in their treatment data.’
Issues regarding birth outcomes data
There were also issues regarding the process and timing of data provision to RT Registers, in particular relating to the requirement that data be reported before birth outcomes are known. The Director of the Data and Information Unit was of the view that the requirement for quarterly data collection needs to include the provision of ‘refreshed’ data for previous three quarters in order to improve the quality and completeness of data and specifically to optimise the collection of RT treatment outcomes. Others thought that it would be preferable to report on an annual basis, with data being reported late in the year about the preceding year as is done in relation to the ANZARD collection (see below at 4.4.2).
Beyond this, where and how data about birth outcomes is obtained was identified to be of issue.
That is, the Data and Information Unit reported that the RT registers contain birth outcomes data that have originated from a wide range of sources and processes. Clinics have retrieved birth outcomes data from birth and death notices in the paper, letters from obstetricians, summaries from maternity hospitals, other sources, and have provided these data to the RT registers for appending to the treatment record previously provided.
The RT Directions 2004 also specify that identifying data is collected annually for RT treatment data to enable linking to the Midwives Notification System (MNS) data. RT register staff have retrieved birth outcomes data from the MNS either via manual matching of identifying data from RT registers with identifying data in MNS or using computer program matching processes between an extract file from RT identifying data Register and an MNS data extract. However, the Data and Information Unit noted that:
Incorrect matching can have occurred. Birth data may have been appended to the wrong treatment record.
The Data and Information Unit further noted that:
· RT clinics do not provide pregnancy and birth care and pregnant women are referred to maternity care providers early in pregnancy
· there is no legislated requirement on maternity care providers to provide outcome summaries on pregnancies to RT clinics
· it is rare for a discharge summary to be provided to RT clinics
· there is a legislated requirement on midwives to report ‘fertility treatment = Yes’ to the MNS. A midwife including this data item in the notification requires that the participant includes this information in her pregnancy care record available to the midwife but there is under-reporting of this data
· some RT clinics foster a relationship with maternity services to request outcome data on participants they know intended to give birth at that maternity service. Approvals and processes to provide such information is randomly applied and is not supported by legislation or policy
· there is no legislation to support the release of identified MNS data from the DoH to RT clinics. Unfortunately, the DoH adopted a policy concerning this issue that determined that providing MNS data to RT clinics for them to confirm that outcome data is consistent with their own records, is a breach of the HRT Act. The Review was informed that the staff managing the RT registers have therefore not requested birth outcome data from clinics since before 2011.
A data workshop between Maternal and Child Health Unit (MCHU), RTU and RT clinic staff in 2012 indicated that implementing a process to allow maternity services to request outcome data on participants ((e) above) would be the most useful to RT clinics. However, such a process was not implemented due to the lack of legislative support to release identified MNS data to the RT clinics ((f) above). Again, it was found that the DoH’s position on this matter had prevented the linkage of MNS data to the RT Register.
Due to concern about the records at the DoH, it became evident that clinics are being asked to resubmit data. At one clinic I was informed that they had been asked to resubmit data from 2003 to 2017. It was noted by the clinic that even without having to do this, in order to do their reporting on birth outcomes they had to contact approximately 300 women a year. The burden of doing this was significant. To then be asked to resubmit such a large amount of data was of great concern.
The Director of the Data and Information Unit said:
A fundamental data element in the Data Collection is the treatment outcome, and in particular, whether the treatment results in a pregnancy and birth. At present there is no consistent mechanism to obtain this information on a case-by-case basis as the quarterly data submission does not include the refreshing of the specific data elements for data reported in previous submissions, and the creation of linkage keys for RT data that would enable linkage to Midwives data for specific projects is not routinely occurring (last linked for 2016 treatment data). Ideally if [these things] were occurring, the treatment outcomes could be returned to the clinics as part of a data validation process if legislation (Health Act and HRT Act) supported that.
Issues regarding the provision of data from RT registers for reporting
There also appeared to be issues regarding the provision of data from the RT Registers for reporting, as well as difficulties related to RTU requests for data and what is or can be, provided by the Data and Information Unit. For example, it was reported to the Review that:
· In 2013 the RTU asked that the RT Registers be used to recreate summarised data provided by RT clinics for the annual report (Schedule 3 of the HRT Directions 2004).
However, the Data and Information Unit reported that as Schedule 3 reporting contains no specifications for how counts are determined and appear to use data not available in the RT Registers, such reporting was not able to be completed. It noted such summarised data is provided by RT clinics and exempt practitioners to the RTU within one month of the end of the financial year. The Data and Information Unit further noted that the data is unable to be verified with data held in the RT Registers both because the Registers do not contain all the data reported at that time and data summarised in the annual report is not included in the registers. There is no later validation process to determine if data reported for the annual report by the RT clinics is supported in their data reported to the RT Registers. As such, while the RTU Manager has asked the MCHU Manager to endorse that the annual report data is accurate the MCHU Manager said it is not possible for such a guarantee to be provided.
· In 2015, the RTU Manager requested summary data from the RT registers. These reports were drafted from draft specifications agreed with RTU. The initial drafts of the reports were determined not to be useful or accurate by RTU and further work was not progressed. These reports were also provided to RT Clinics for comment. No comment was received.
· In 2017, the RTU Manager requested that reports be drafted from the RT registers based on reports published by the United Kingdom. Specifications for these reports were not documented and the first draft of such reports was determined not to be useful or accurate by RTU. Further work was not progressed.
Issues regarding communication with data providers
The Data and Information Unit also submitted to the Review that there had been significant issues regarding communication with data providers.
Prior to 2016, clinics were phoned or emailed requesting data provision or validation of data received. However, the Data and Information Unit reported that ad hoc provision of data occurred.
In 2016, therefore, the Maternal and Child Health Unit, Information and System Performance Directorate (MCHU) staff working on RT registers formalised fortnightly meetings to discuss RT registers, determine work required and what needed to be communicated to clinics. From that time, the Data and Information Unit said that every fortnight an email was sent to each clinic with an updated list of data provision or validation awaited and one month before quarterly treatment data provision is due, the email includes a reminder to provide data by due date. It was reported to the Review that some clinics responded well to this communication strategy while others did not change strategies to provide data or validate data previously sent. (Note, others did not require improvement to meet their data provision deadlines.)
Failure to collect data from exempt practitioners 
Data reporting by exempt practitioners about donor insemination has not been required for RT registers since 2003. This was an oversight picked up by the MCHU and reported to the RTU staff in 2016. Some efforts have been made to rectify this omission, but many exempt practitioners are no longer practising. One has indicated they lost their records in a fire and cannot report them to RT registers.
This again is of great concern for those conceived as a result of donor-insemination.
Experiences of clinics required to report the data Clinics also identified that there were many issues in relation to the data reporting requirements during the Review. Illustrative of the issues spoken about was the following explanation by a person responsible for reporting:
There are significant issues under the current legislation concerning data reporting.
There is a lot of replication. We need to submit data to ANZARD database and to the RTC. But really ANZARD is perceived as the main database that we deal with. The RTC require us to submit data every three months, but this data is never complete. If you have snapshots of three monthly data sets you never have pregnancy outcome data. ANZARD allows all births to take place; live birth is much better to measure. Meanwhile, the RTC require clinical pregnancy data. This can be used to pick up outcomes of processes, but you need live birth data. So ANZARD collects that annually and reports for the January to December period with a two-year lag – which makes sense because then you can be sure of the outcomes. Personally, I haven’t seen any good coming from submitting data to the RTC. It doesn’t make any sense, its actions seem at best spasmodic, and it is really not clear what they are doing. In addition, the legislation requires that you submit hard copy from previous by financial year – silly to have this type of data on a financial year; very much outdated summary report of what we do. It’s been a nightmare. They say they want to fix it going forward, but they also require re- reporting going backwards so that they have a full data set.
Another laboratory director reported:
I’ve been in this role for 10 years now. Reporting is a nightmare. We have an annual report to the RTC and then we are required to submit quarterly data to the Health Department under the legislation. Most of the information we report to ANZARD but in a slightly different way. Then we report drug data that we don’t report to ANZARD. There is a problem with the Health Department data in that we don’t know the [birth] outcome when we report. Hence why ANZARD is two years behind. So, the RTC has never asked us for outcome data until this year and now they have asked us for 10 years of data. I don’t know what they want it for. It seems they are collecting data for the sake of collecting data. Up until last year, it seemed like there was no validation process. You should compare this to the reporting of day surgery data – it goes to a different place where they vigorously check this.
Another clinic said:
If we are collecting data and submitting data, then we should have a report on that data… The Annual Report is not very useful. It is really important to know what the outcomes for children are. Where are the reports? It seems to have fallen dead because of the lack of linkage. When that all stopped, it’s been so difficult for clinics to take on that burden independently, and then we are trying to chase data based on self-report. Some of it is really hard. We ring people and they’ve had a really bad outcome, a death, or a stillbirth. It’s really difficult. Although, some patients do like it when we ring them up, and it can be good to talk to them, but it’s time-consuming. I call 300 women a year and have to report on them at intervals, so at a minimum, I need to call each woman three times a year, which is 900 calls. I guess if we had feedback from a linked database it would be more reliable. We really need to be reporting the same data we report to ANZARD, it is unclear why we are reporting to the Department of Health if they are not doing anything with that data and not reporting it back.
Operational issues between internal Department of Health units and data custodians
The Review found there to be disagreement internally regarding where the RT registers should be situated, data collection processes and who should manage the data. Communication between staff and/or Units were reported as being adversarial at times.
In addition, management of the databases was found to have been compromised by changes over time. That is, it was reported to the Review that database development of the original database (Database 1) was conducted by an external contractor for the RTU; then individual staff sitting in various locations within the Department have had responsibility for the database over time.
It was further reported that documentation for Database 1 and use of the database is entirely different from that expected for managing the second iteration of the database (Database 2). Database 2 was developed prior to the HRT Directions 2004 being drafted and appears to be where numerous problems were introduced. Processes for uploading of data files to the database instead of direct data entry were not well developed or understood. Development work was conducted on Database 2 between 2004 and 2007 to enable better data file upload and meant that validation processes were not re-applied.
Management of the RT registers moved to the Data and Information Unit in 2008 or 2009 and since that time management of the Registers has not been able to resolve many of the issues.
The Data and Information Unit reported that expertise regarding the reproductive technology clinical environment and subject matter is not sufficient in the MCHU staff managing the RT registers. There were also issues regarding the level of resourcing in terms of staffing available. While it was noted that ‘there are more staff managing the RT Registers currently than ever before’ (as a result of a single HSU4 staff member that came with the Register being expanded to part of a HSU10 manager role, part of a PSA6 data analyst role, part of a PSA4 collections officer and one to two days a week from an agency supplied technical administrator), the RT registers were still lacking the resources necessary to address past issues and establish robust recording and reporting operations. The Director of the Data and Information Unit said:
Additional dedicated resources are needed to support the RT Data Collection. The current resourcing involves the equivalent of one full-time position. This FTE was ‘sourced’ originally from an existing low level ‘data’ position approximately eight years ago. The RT role was partly incorporated into a junior analyst position created at the time, but which has other Data Collection responsibilities. This position, together with the Manager and two other positions in the Maternal and Child Health Unit contribute on a ‘part-time’ basis to the one FTE of resourcing allocated to the RT Collection. All positions have responsibilities for two other Data Collections. A transfer of an FTE from the RTU is one possible means of shoring up the resourcing.
In the meantime, the RT Register appears to have been languishing for years. There are numerous areas of concern, most concerning of which is that the data currently held on the RT Register cannot be confidently relied upon.
4.4	Addressing the issues regarding the RT registers
The issues above were found to have been recognised by the Department of Health and it has been exploring various options to address the issues regarding the RT Registers. The following discussion examines the ‘RT Register Project’ and use of the ANZARD collection (Note – issues and recommendations concerning data recording and access to information about donor-conception are addressed in Chapters 5 and 6.)
4.4.1	The RT register project
To improve the content and validity of the RT Registers the Director and Executive Director of the Data and Information Unit have supported an ‘RT Register Project’. The Director of the Unit said:
The RT Registers should be rehabilitated to become a robust, reliable, contemporary and sustainable data collection. The RT Register Project should be continued to the optimal outcomes of a rejuvenated and contemporary IT database to support data collection and provision, monitoring and evaluation, research, public policy, and public interest.
The RT Register Project has thus had as its aim to implement a third iteration of the data management system – Database 3 – where Department of Health staff either upload data from data files or add data from paper forms submitted by licensed clinics and exempt practitioners.
It was reported to the review that the technology proposed is an SQL database, with the user interface yet to be determined. Data submission portal processes and security are yet to be determined. Data and Forms to be specified by an instruction process are also yet to be agreed.
The Data and Information Unit proposed that Database 3 will incorporate data from D1 and D2 and will be supported by high standard metadata and transparent documented validation processes. The reported aim was that Database 3 will have standard and ad-hoc reporting capability and will involve the use of a robust software platform to be formally managed in the Department of Health infrastructure. The proposal was that a data portal for file submission and validation will also be developed, ‘perhaps in the near future but not in Phase 1 of the project’.
The Data and Information Unit expected that the requirement to report will be regulated in the new version of HRT Act and/or new Directions. Further to this, they noted that direct engagement between the Department of Health and clinics is needed to resolve data collection and data quality issues. The Director of the Data and Information Unit said they were:
In the throes of establishing a Data Collection Steering Group to facilitate enhanced communication … At meetings of this group, issues affecting the provision of good quality, complete data could be addressed, and issues resolved in a collaborative manner in which all clinics and the Department in its role of Data Collection Manager could benefit.
It appeared that despite their best efforts, there was significant work to be done regarding all aspects of the RT Register, as well as to resolve internal operational and communication issues.
4.4.2	Utilisation of the ANZARD collection processes
Also being explored by the RTU was the utilisation of the ANZARD collection processes as an alternative means of managing data collection and reporting for Western Australia. I, therefore, undertook further investigation of the ANZARD collection process to inform the Review. The following information reflects what was found.
The ANZARD calls for an annual submission of data by the calendar year. Clinics upload the data through an automated web-based data portal as a batch file (like Excel file). There is real- time validation, which means that any errors are immediately reported to the clinic and they must correct them before being able to finalise the submission. Some data can be overridden if there is a special case that explains the ‘error’, some data cannot be overridden (for example, if something is not possible). ANZARD also does a range of other checks, back and forth to the clinics, regarding pregnancy and birth outcomes (for example, whether a child lived or died within 28 days, birth weight, birth defects). Once the data submission period is closed off, ANZARD produces an annual report which is timed to be released with the annual Fertility Society of Australia meeting (Sept/Oct). There is an ANZARD review committee that looks at the report. The report reflects data collected from across Australia.
Such data collection and public reporting have no doubt made a significant contribution to ART practice in Australia and New Zealand. It was put to the Review by the current data custodian for ANZARD that it has, for example, contributed to Australia having the lowest multiple birth rate in the world by making the results of ART visible, championing a low multiple birth rate based on evidence of better outcomes for patients and children, and being able to contribute to evidence- based policy and practice.
ANZARD also undertakes individual ‘benchmarking’ for clinics which indicates their performance and provides feedback to them. Such benchmarking is risk-adjusted for performance measures as it is noted that the 94 clinics in Australia may differ regarding who they treat (e.g. by age, parity) and size of clinic, and as such a crude rating would not show the full picture. ANZARD then also work with RTAC to notify them of underperforming clinics (this is confidential between ANZARD, RTAC and the clinics). The idea is that RTAC may, as a result, work with the clinics to assist them to improve. For example, if frozen embryo transfers are good but the clinic is not good with fresh cycles they may be directed to examine their data and practices to find out what is happening. Note, the review did find that the confidentiality of the results of such benchmarking has been criticised by some who have argued that clinic performance significantly impacts out-of-pocket costs for patients and Medicare funding where, for example, the range of performance in terms of live birth rates/cycle has been as wide as 4% from the lowest performing clinic to 30.9% from the highest performing clinic (based on the crude rating, not risk-adjusted rating).
More recently, ANZARD has conducted research on cumulative live birth rates via tracking women through the database which, rather than giving a simple number of live birth/cycle figure, can look at cycle specific live birth rates (i.e. chance in the first cycle, second, third…) and then the cumulative birth rate. Such findings were published in the Medical Journal of Australia last year. The data provides a fuller picture of estimated outcomes for ART, which can, in turn, be used when counselling women about their likelihood of having a baby using ART treatment, and to inform public policy. They are currently also doing research funded through the NHMRC on being able to track perinatal outcomes for babies via linking to several other databases using the Australian Capital Territory and New South Wales as their pilot.”
	Lesson 3: Minimise duplication for IVF clinics
Where possible, if clinics have to provide extensive data to an assisted reproductive database, then try to leverage that process, and try to avoid duplication of data provision. Duplication will be frustrating, decrease efficiencies, and increase costs: which are inevitably passed on to consumers. 



	Lesson 4: Keep the reporting obligation to a figure closer to pregnancy outcomes, such as annually, rather than quarterly



	Lesson 5: Have a web-based approach for input of data, to avoid GIGO (garbage in, garbage out).



	Lesson 6: Employ enough people in the registry to enable it to function, and ensure that they are able to respond meaningfully to IT issues about reporting in a timely manner.



	Lesson 7: Be clear about who is and who is not a donor.



Who is a donor?
It might seem obvious as to who is a donor. However, where there is regulation, then there is a statutory definition of who is a donor. There have been issues in three States about who is a donor. When Queensland was in the process of drafting its Assisted Reproductive Technology Act 2024 (Qld), I was fortunate to make submissions on this point- which got listened to. It is clear that under the Queensland Act, intended parents through surrogacy are not donors. 
Western Australia
It was a requirement of the Human Reproductive Technology Directions that the movement of donor gametes into and out of Western Australia required regulatory approval. In GLS v Russell-Weisz [2018] WASC 79, a man called Gary committed suicide. His former de facto partner, GLS, was able to have the sperm posthumously retrieved. She could not use the sperm in WA, due to a ban on posthumous use there. She sought regulatory approval to export the sperm. It is no surprise that the regulator, the Reproductive Technology Council of WA (which is soon to be abolished by virtue of the 2025 Act) took the view that Gary was a donor to GLS, and that the answer to the request to export was no. 
It is also no surprise to learn that the Court did not agree with this view, holding that there was no donation, and allowing the widow to export the sperm. Martin CJ held at [139]-[147]:
“139	It is clear from the structure of the clauses that the reference to 'donation' in cl 6.5 and to 'donated' material in cl 6.6 are intended to, and have the effect of confining, the operation of the clauses. So, if it had been intended that the approval of the RTC was required before any licence holder could facilitate the export from Western Australia of any donated gametes or other materials, the references to donation and donated materials would have been omitted. The critical question posed by Question 2 concerns the precise ambit of the constraint upon the operation of those clauses imposed by the references to 'donation' and 'donated' material.
140	The plaintiff contends that 'donation' and its variants in cl 6.5 and cl 6.6 should be construed in accordance with the ordinary legal meaning given to such words - namely, as connoting the transfer of property without consideration.
[bookmark: fnB56]141	The defendants contend that the word 'donation' in the clauses should bear the meaning to be drawn from the HTT Act and which should be taken to be the meaning of the same words in the HRT Act. At one point in the defendants' written submissions it is contended that the relevant meaning is 'any tissue removed from a person for use by another'. However, that meaning would, in effect, deprive the restrictions imposed upon the operation of cl 6.5 and cl 6.6 by reference to 'donation' of any meaningful operation because virtually all artificial reproduction procedures will involve the removal of tissue from one person for use by another. Senior counsel for the defendants expressly conceded that the clauses would not apply in a circumstance in which there was a living gamete provider with control over the uses to which the gametes could be put,[56] which is, in effect, the circumstance which I have referred to as Scenario 1. In light of that concession, counsel relied upon the alternative formulation of the meaning given to the word 'donation' in the defendants' written submissions - namely, 'any gametes no longer under the control of the gamete provider'.
142	A number of general points may usefully be made with respect to the positions adopted by the parties. First, the construction for which the plaintiff contends is similar but not identical to the construction which I would place on comparable words used in the context of the HRT Act. The essential difference between the two constructions lies in the plaintiff's emphasis upon the requirement that there be a transfer of property in order to come within the meaning of 'donation'. The construction which I have enunciated is similar, in the sense that it focuses upon the capacity of the relevant licence holder to determine the use to which the gametes will be put, but dissimilar in the sense that it does not require the licence holder's acquisition of such rights to be characterised as the transfer of property.
143	Second, there are also significant similarities between the construction which I have enunciated, and that ultimately proffered by the defendants. The construction for which the defendants contend and the construction I have enunciated would both apply to what I have described as Scenario 2, being the circumstance in which a man has conferred authority upon a licence holder to determine the use to which his stored sperm samples will be put. The essential difference in the defendants' construction and the construction I have enunciated arises from the defendants' focus upon the position of the person from whom the gametes were taken, with the consequence that any loss of control over the use of the gametes by that person results in there being a relevant 'donation'. So, for example, on the construction for which the defendants contend, in what I have described as Scenario 1, while both participants in the artificial fertilisation procedure remain alive, no donation of human reproductive material will be involved, nor will the licence holder be holding any 'donated material'. However, on the defendants' construction, as soon as one of the participants dies 'donation' will be involved (within the meaning of cl 6.5) and the material held by the licence holder will immediately become 'donated' material within the meaning of cl 6.6. It should be immediately noted that a construction of the HRT Act and the Directions which has the consequence that death, in and of itself, causes 'donation' to be involved, and converts material which was not 'donated' to 'donated' material, is not a consequence which one would ordinarily attribute to the legislature or the CEO, as the case may be, from the words used, taking into account any usual meaning of the words 'donation' or 'donated'.
144	On the other hand, the construction which I have enunciated focuses attention upon the position of the licence holder and would bring within the meaning of 'donation' any circumstance in which the licence holder has the capacity to determine the use to which relevant material will be put by reason of the authority conferred upon the licence holder at the time the material is provided. The construction which I have enunciated would not apply to the circumstances of this case for two reasons. First, the use to which the sperm can be put is constrained by the purpose for which they were removed by the operation of s 22 of the HTT Act and is, in this case, limited to the impregnation of the plaintiff. Second, the plaintiff, who has the right to direct the manner in which the sperm will be used, subject to the constraint imposed by s 22 of the HTT Act, has not conferred any general authority upon the relevant licence holder with respect to the use to which the sperm samples will be put.
[bookmark: fnB57]145	It will be noticed that the construction which I have enunciated does not correspond exactly with the construction enunciated by either party. For the sake of completeness I should note that the principles of procedural fairness were satisfied by my enunciation of that construction in the course of argument.[57]
146	I do not accept the plaintiff's proposition that 'donation' should be construed as only occurring where there is a transfer of property without consideration. As I have already noted, at the time the HRT Act was passed, and at the time the Directions were published, there was, and remains, considerable uncertainty with respect to the ambit and operation of proprietary rights in relation to human tissue. There is nothing other than the legal meaning of the word 'donation' which would suggest that an evaluation of proprietary rights should determine whether and when 'donation' occurs in the context of the HRT Act and the Directions. But the context in which the word and its variants are used in the HRT Act and the Directions strongly suggest that such a construction was not intended, for the reasons I have already given, and the further reason that the HRT Act and the Directions are both intended to regulate the conduct and activities of licence holders who will be clinicians, not lawyers. It seems clear that in each of the HTT Act and the HRT Act the word 'donate' and its variants are being used in senses which correspond to common parlance, rather than legal terminology.
147	For these reasons I do not accept that portion of the plaintiff's submissions which focus attention upon the transfer of property rights. However, as I have already indicated, that portion of the plaintiff's contentions which focus upon the capacity of a licence holder to determine the use to which gametes will be put coincides with the construction I have enunciated.”
Victoria
VARTA took the view that intended parents in surrogacy arrangements were donors to their surrogates. Therefore, Victorian IVF clinics were required to report the data to the central registry, in addition to birth outcomes. Victorian clinics took a different view, because:
1. The legislation was unclear, and did not in their view support the interpretation that VARTA contended. 
2. Intended parents through surrogacy were not donors in the ordinary view of the term.
3. It was offensive to intended parents, surrogates and their partners to call intended parents donors. 
The matter came to a head in a tense meeting between VARTA and the clinics. VARTA quickly backtracked. By 2022 the legislation was amended to make plain that intended parents through surrogacy were not donors. 
New South Wales
By contrast, NSW Health has firmly taken the view that intended parents through surrogacy are donors. The same sort of arguments that had been made to VARTA were made to NSW Health, but did not change the regulator’s mind. NSW clinics have to report the data as a donation, on top of the NSW unique requirement for intended parents to advise the outcome of the surrogacy journey. 
	Lesson 8: Be clear about what is the family limit, and where the women or families are located



In the statute, and the supporting material, such as the report that leads to the enactment, any committee report and in any speech by the Minister to the Legislature about the Bill, it is important to have clarity about what is the family limit, and where the families or women are located. 
Western Australia is clear that the limit is a worldwide limit. 
In Victoria, VARTA contended, without any evident basis in statutory interpretation, or prior reports, Ministerial speech, etc., that the number of women in the Victoria limit was worldwide. While VARTA may be dead and buried, its website continues asserting its view. 
NSW had the same issue. Last year, NSW Health made plain to the clinics that its view of its Act was that the 5 women for its family limit were 5 women worldwide. As the donor’s family is included in that limit, that was an effective worldwide donor limit of 4 women. The NSW Act does not say where the women come from. Nor is there any report or Ministerial speech that shines any light, other than the desire to reduce the risk of consanguinity. 
A straightforward statutory interpretation would have the women either coming from NSW or being treated by NSW clinics (or in some way having that key connection with NSW).
The view of NSW Health of the section of the Act was at variance with that of most clinics. The result of NSW Health’s imposition of its view was an immediate shortage of compliant sperm, and reports that the cost of sperm in NSW has risen from about A$2,000 (C$1,925) to up to A$62,000 (C$59,690). The result of the decision is that sperm from US sperm banks is only provided to NSW. There is available sperm, but it is expensive as a result. The reported reason for this approach by NSW Health was concern for donor conceived people. 
The impact of the decision will mean an inevitable increase in patients undertaking IVF interstate or overseas (where the family limits are higher, the costs of sperm are much cheaper, and there is availability of donor sperm) or through private donation, where there are no family limits. 
Thankfully, when drafting their laws in 2024, both the ACT and Queensland were clear about who and where was covered by definition[footnoteRef:3]. In my submissions to Queensland Health, while it was hurriedly drafting the Queensland Bill, I was at pains to seek clarity on this point. Thankfully, they listened.  [3:  Although, as I point out below, the ACT got their drafting wrong the first time, and had to amend to fix the error. ] 

Table 3: Family limits
	State/ Territory
	Family limit
	Law

	ACT
	5 families in the ACT, 10 Australia wide
	Assisted Reproductive Technology Act 2024 (ACT), s.40

	NSW
	5 women (+ female partner), including the donor’s family, interpreted as worldwide limit
	Assisted Reproductive Technology Act 2007 (NSW), s.27

	NT
	Reasonable limit, commonly considered 10 families Australia wide
	NHMRC Ethical Guidelines, agreement between NT government and the only IVF clinic to seek to comply where possible with South Australian requirements

	Qld
	10 donor-related Australian families
	Assisted Reproductive Technology Act 2024 (Qld), s.25

	SA
	10 families Australia wide
	Assisted Reproductive Treatment Act 1988 (SA), s.9, ART licence conditions[footnoteRef:4] [4:  For example, at [13] : https://www.sahealth.sa.gov.au/wps/wcm/connect/f1d2730043bae83f804dc3fbac8db40a/2025+Conditions+of+Registration+Adelaide+Fertility+Centre.pdf?MOD=AJPERES&CACHEID=ROOTWORKSPACE-f1d2730043bae83f804dc3fbac8db40a-pIQ8x2h .] 


	Tas
	5 families
	Adopted by both Tasmanian clinics, consistent with  NHMRC Ethical Guidelines[footnoteRef:5] [5:  Tasmania is the only island State, with a small, relatively isolated population. ] 


	Vic
	10 families in Victoria (+ female partner once the limit is reached)
	Assisted Reproductive Treatment Act 2008 (Vic), s.29

	WA
	5 families worldwide, excluding donor’s family
	Human Reproductive Technology Directions 2021 (WA), cl.8.1
To commence in 2026 or 2027: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.17.5



	Lesson 9: Listen to donor conceived people and their parents- and have retrospective transparency (and uphold the rights of the child to an identity under Art. 8 of UNCROC)



Following the keen lobbying of Narelle Grech, a donor conceived woman who died in 2013 from inherited bowel cancer, Victoria enacted retrospective transparency in 2015. South Australia followed suit in 2024, and Queensland from 1 March this year. 
An earlier inquiry in South Australia came to the opposite view. South Australian MP’s changed their minds, after speaking with donor conceived people.
The Victorian law was called Narelle’s Law, after Ms Grech. This is what she said in 2011 as to why there should be retrospective transparency:
“In the case of donor conception I believe that medical professionals and law makers in each state need to be held accountable for ensuring DC people never have to question their family history or identity as I and many others have had to. It is disempowering, hurtful and frustrating to be denied such vital information.
Agreements made by consenting adults in the past failed to recognise the DC person’s inherent right to a true identity, as is now enshrined in the UN Convention on the Rights Of the Child (UN CROC). Australia is a signatory to this, yet it has failed to ensure these same rights are upheld for all DC people.
The UN CROC states:Article 7 That children have as far as possible the right to know and be cared for by his or her parents, and;
Article 8
The right of the child to preserve his or her identity, including nationality, name and family relations as recognized by law without unlawful interference should be paramount.
Earlier this year I was diagnosed with stage 4 bowel cancer, at the age of 28. I have been advised by numerous doctors that it is likely a connection to genetic factors. My mother has no family history of bowel cancer in her family and so it is likely that I have inherited this disease from my biological father (sperm donor). Had I been aware of this information at an earlier time I could have been screened and perhaps have a better chance at the cancer being cured. As it stands, I have been told that my illness is incurable and that I have approximately 5 years to live. I have recently been advised that I will need to undergo indefinate chemotherapy, after having just completed 12rounds, following life saving emergency surgery to remove my primary tumour. This diagnoses has obviously had an enormous impact on my life and I am very concerned that my 8 half siblings, who were conceived via the same sperm donor, may be at risk of this terminal illness as well. I have no way of contacting them to warn them and they have no way of knowing they are donor conceived and more importantly at risk of bowel cancer. I have been advised that my half siblings should be screened for bowel cancer every 5 years from the age of 25. I am saddened to think that they have no way of ever knowing to be aware of this fact. The implications of falsifying birth certificates not only effects the DC person, but their entire family and generations of people yet to come.
I would like to see birth certificates reflecting the truth about a DC person’s conception, and I strongly believe that this is the responsibility of law makers to ensure. It is not good enough to hope that parents will be honest with their children about the nature of their conception. It is every person’s right to know who they are and not to have to question their primary identification document; their birth certificate. The DC status should be noted with the Register of Births by the clinic who arranges for the treatment of donor conception to occur.
Each DC person’s birth certificate should reflect that they were conceived via donor conception; there should be a place on the certificate for this to be recorded and each DC person should be made aware of their status at the age of 18, if their parents have not already done so.”
Listening to the impact on donor conceived people- who did not ask to be conceived, and had no say in it- is powerful. It is even more powerful than listening to men who were promised anonymity forever. It was an extraordinary experience to sit with donor conceived people and their parents in the gallery of the Queensland Parliament when the Queensland bill was enacted in 2024. There were tears of joy at such a momentous change, by which retrospective transparency was legislated as part of the creation of a donor registry- where people who have been denied finding out who they are now had the chance to do so. 
It is also powerful listening to men who were anonymous sperm donors, but who nevertheless wanted to know whether a child or children had been born- and how they turned out. 
The Western Australian government has stated that when the Assisted Reproductive Technology and Surrogacy Act 2025 (WA) commences, that WA will also follow suit back to the commencement of when records were kept, prior to the current requirement of transparency from 2004.  
In the Australian Capital Territory, when moving what became the Assisted Reproductive Technology Act 2024 (ACT), the Minister said that the changes in the bill were part 1, and that part 2 would be a further bill to cover retrospective transparency. Part 2 has not been legislated. 
Sadly, the failure to grasp the nettle and regulate donor apps and websites, has meant that with the huge number of children being conceived through private donations, that currently we are repeating the mistakes of the past. Australian Health Ministers decided in September last year to refer donor regulation to the Australian Law Reform Commission for consideration. That inquiry has not commenced, because the referral to the ALRC has not yet been made[footnoteRef:6].  [6:  However, the ALRC is currently undertaking reviews into surrogacy and human tissue laws. ] 

Table 4: Retrospective transparency 
	State/ Territory
	Retrospective transparency
	Law

	ACT
	No
	Assisted Reproductive Technology Act 2024 (ACT)

	NSW
	No
	Assisted Reproductive Technology Act 2007 (NSW), s.33

	NT
	N/A
	NHMRC Ethical Guidelines

	Qld
	Yes
	Assisted Reproductive Technology Act 2024 (Qld), s.46

	SA
	Yes
	Assisted Reproductive Treatment Act 1988 (SA), s. 14A

	Tas
	N/A
	

	Vic
	Yes
	Assisted Reproductive Treatment Act 2008 (Vic), s.52A, 56A

	WA
	Voluntary between 1993 to 2004, and applicable from 2004. 
With the commencement of the 2025 Act, the application of the register will be retrospective.  
	Human Reproductive Technology Directions 2021 (WA), cl. 2.9
To commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s98.



	Lesson 10: If it is possible to have one national donor registry, do that, but if you can’t then enable the registries to talk with each other.



A lesson from Australia is that in a country of 27 million, we now have 6 such registries, covering most of the population, but with one exception, they are not empowered to share information. Each is in its own vacuum or silo. If part of the point of having a registry is to ensure that family limits are complied with, to reduce the risk of consanguinity, having multiple registries, most of which do not share information, is how not to do it. 
The Fertility Society of Australia and New Zealand commissioned former federal Health Minister Greg Hunt, and Dr Rachael Swift, to conduct a review into the regulation of ART in Australia. It is little surprise that  in 2024 the Hunt and Swift review recommended a  uniform fertility law, with one central donor registry, rather than the current hotchpotch. The authors set out a ten year timeframe, given that there is a need for cooperation by 9 governments. 
Table 5: Are the donor registries authorised to share information with other donor registries?
	State/ Territory
	Authorised to share information with other registries
	Law

	ACT
	No
	Assisted Reproductive Technology Act 2024 (ACT)

	NSW
	Yes- as to family limits
	Assisted Reproductive Technology Act 2007 (NSW), s.27(7)

	NT
	N/A
	

	Qld
	No
	Assisted Reproductive Technology Act 2024 (Qld), 

	SA
	No
	Assisted Reproductive Treatment Act 1988 (SA)

	Tas
	N/A
	

	Vic
	No
	Assisted Reproductive Treatment Act 2008 (Vic), s.56

	WA
	No
	Human Reproductive Technology Act 1991 (WA): To commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.97



Every IVF clinic is required to ask potential donors whether they have donated at other clinics (but are not required to ask if they have donated privately), and obtain consent from potential donors to contact other clinics about any previous donations: NHMRC Ethical Guidelines, 5.3.3. As we have seen, some donors start at clinics, hit the family limit, and keep going privately[footnoteRef:7]. Others have chosen to undertake private donations, including by the use of four fake names[footnoteRef:8]. Some have clearly enjoyed being multiple sperm donors[footnoteRef:9], and in one case creating a business empire from having been a sperm donor[footnoteRef:10].  [7:  https://www.kidspot.com.au/birth/conception/ivf/australias-most-prolific-sperm-donor-has-fathered-23-children-in-a-year/news-story/4d163b3b0e64c8aeda1a96d25daf35b2; https://www.dailymail.co.uk/news/article-9087093/Meet-Australias-oldest-sperm-donor-fathered-50-kids.html .]  [8:  https://www.dailymail.co.uk/news/article-11764815/Sperm-donor-fathers-60-children-using-fake-names.html .]  [9:  Jonathan Meijer came to Australia too: https://www.netflix.com/tudum/articles/man-with-1000-kids-jonathan-meijer; as did Robert Charles Albon aka Joe Donor https://www.9news.com.au/national/60-minutes-joe-donor-sperm-ivf-pregnancy-children/bb45b667-9494-4684-8295-64945eb8f3b  ; https://www.bailii.org/ew/cases/EWFC/HCJ/2023/333.html , https://www.judiciary.uk/judgments/redcar-and-cleveland-borough-council-v-ma-and-others-and-durham-county-council-v-mb-and-others/ .]  [10:  https://www.abc.net.au/news/2024-07-28/inside-the-growing-online-sperm-marketplace/104103648 .] 

	Lesson 11: Be careful about what information is required, and how that applies to past donations.



Queensland quickly drafted its 2024 Act. Too quick, as it turned out. A new requirement for the donor to provide their phone number and email address was also applied to past donations where the gametes or embryos were currently in storage. The result? In 2025, IVF clinics told patients that the sperm could not be used as it was non-compliant. Following a media storm, there was a band-aid applied by Queensland Health to enable the sperm to be used, and then legislative change to fix the oversight. 
Table 6: What mandatory information is required to be kept?
	State/ Territory
	ACT
	NSW
	NT
	QLD
	SA
	Tas
	Vic
	WA

	Name
	Yes
	Yes
	
	
	
	
	
	

	Add
	Yes
	Yes
	
	Contact Info
	Yes+ contact info _+Photo
	
	Yes + unique ID
	

	DOB/ POB
	Yes
	Yes
	DOB
	
	DOB
	DOB
	
	DOB

	Ethniciy/ physical
	Yes
	Yes
	
	
	
	
	
	

	Med Hx
	Yes
	Yes
	
	
	
	
	
	

	Sex / YOB offspring
	Yes
	Yes
	
	Yes (incl. non-donor)
	
	
	
	

	Other ART providers who obtained gametes
	Yes
	Yes
	
	
	
	
	
	

	Donor Consent
	Yes
	Yes
	
	
	
	
	
	

	Name, sex, DOB child
	Yes
	Yes
	
	
	Name
	
	
	

	Pregnancy
	No
	No
	
	
	
	
	Yes
	

	Birth parent
	Yes
	Yes
	
	
	
	
	Yes
	

	Laws
	ART Act 2004, s.53
	ART Act 2007, ss.30(1), 31(1(a)(i),31(1) (a)(iii), 31(1)(c), 33(1)
	NHMRC 4,2.4, 4.5,5.6.1, 5.5.3, 5.7, 5.9.1
	ART Act 2024, s.33, 34, 35, 45
	ART Act 1988, s.15(2); ART Regs 2024, reg. 9,10, 16
	NHMRC 4,2.4, 4.5,5.6.1, 5.5.3, 5.7, 5.9.1
	ART Act 2008, s.51,52, ART Regs 2019, reg 9B
	HRT Act 1991, s.44(1), HRT Directions 2.1, NHMRC, ART & Surrogacy



South Australia requires the donor’s phone number and email address, and any other information by which the donor may be contacted other than their address.
Victoria’s requirements include the donor’s height, build, blood group, and the ethnic background of the donor’s parents and grandparents, if known. Medical history in Victoria concerns any known genetic abnormality, and if available any results of tests undertaken in relation to that. 
The current requirements in Western Australia rely on “good medical practice” i.e., compliance in the main with the NHMRC Ethical Guidelines. The new prescribed requirements there are not known, as regulations have not been published. 
	Lesson 12: With a national approach, have one set of laws, or at least provincial or state laws that are based on a uniform model, not the Australian approach of multiple minor differences.



The Australian IVF industry is highly concentrated. It is estimated that 80-85% of all IVF cycles are undertaken by five large players, which operate across State boundaries, as seen in Table 7. In the process of doing so, their compliance costs are higher, because of the need to comply with different State and Territory laws. Those costs are inevitably passed on to consumers. 
Table 7: Where do the large Australian IVF clinics operate?
	Size
	Clinic
	ACT
	NSW
	NT
	Qld
	SA
	Tas
	Vic
	WA
	Intl

	1.
	Virtus Health
	
	
	
	
	
	
	
	
	

	2.
	Monash IVF
	
	
	
	
	
	
	
	
	

	3.
	Genea
	
	
	
	
	
	
	
	
	

	4.
	City Fertility
	
	
	
	
	
	
	
	
	International connections

	5.
	Adora Fertility
	
	
	
	
	
	
	
	
	



Several States are careful to say parents and guardians, or to define parents as those who have parental responsibility. 
Table 8: Can medical information about the donor be provided?
	State/ Territory
	Sharing of medical info about the donor?
	Law: to the donor conceived person
	Law: to the parent
	Law: to someone else?
	By the clinic,under NHMRC

	ACT
	Yes
	Assisted Reproductive Technology Act 2024 (ACT), s.66A(2)(iv) , 68(2)(b)(i)
	Assisted Reproductive Technology Act 2024 (ACT), s.67(1)(a)(iv), 68(2)(b)(ii)
	Director-General to prevent or reduce serious and imminent risk to life or health or to warn of medical condition: s.68(2)(b)(iii), (iv), (v): pregnant person, donor, DCP as to donor sibling
	5.8.1, 5.8.2

	NSW
	Yes
	Assisted Reproductive Technology Act 2007 (NSW), ss.30(1)(f), 37
	Assisted Reproductive Technology Act 2007 (NSW), s.38(1)(a1)
	Person with parental responsibility: Assisted Reproductive Technology Act 2007 (NSW), ss.4, 38(1)(a1); appropriate person: s.38(2)
	5.8.1, 5.8.2

	NT
	Yes
	NHMRC Ethical Guidelines
	
	
	5.8.1, 5.8.2

	Qld
	Yes
	Assisted Reproductive Technology Act 2024 (Qld), ss.44(2)(e), 48(4)[footnoteRef:11] [11:  S.48(4) yet to commence. Likely to commence on or before 19 September 2026. ] 

	Assisted Reproductive Technology Act 2024 (Qld), ss.44(2)(e), 48(4)[footnoteRef:12] [12:  Ibid. ] 

	Person with parental responsibility; Descendant of donor-conceived person: Assisted Reproductive Technology Act 2024 (Qld), ss.44(2)(e), 48(4)[footnoteRef:13] [13:  Ibid. ] 

	5.8.1, 5.8.2

	SA
	Yes
	Assisted Reproductive Treatment Regulations 2024 (SA), reg. 13(1)(f)(i)
	Assisted Reproductive Treatment Regulations 2024 (SA), reg.14(f)
	Guardian of minor: Assisted Reproductive Treatment Regulations 2024 (SA), reg.14(f)
	5.8.1, 5.8.2

	Tas
	Yes
	NHMRC Ethical Guidelines
	
	
	5.8.1, 5.8.2

	Vic
	Yes
	
	
	By an IVF clinic to save a person’s life or to warn of a harmful genetic or hereditary condition: Assisted Reproductive Treatment Act 2008 (Vic), s.68C 
	5.8.1, 5.8.2

	WA
	Yes
	Human Reproductive Technology Act 1991 (WA), s.46(3)(a)(i). To commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.98(3)(a)
	Human Reproductive Technology Act 1991 (WA), s.46(3)(a)(i); To commence: person with parental responsibility: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.98(4)
	To commence: person with parental responsibility: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.98(4)
	5.8.1, 5.8.2



Table 9: Can the parents find out the identity of the donor?
	State/Territory
	Yes/No
	When?
	Law

	ACT
	
	Upon the birth of the child from commencement, if consented to by the donor
	Assisted Reproductive Technology Act 2024 (ACT), s.67(1)(b)

	NSW
	Only if reasonably necessary to save the child’s life/prevent serious damage to health, and cannot reasonably be obtained otherwise
	
	Assisted Reproductive Technology Act 2007 (NSW), s.38(1)(c)

	NT
	
	
	

	Qld
	
	If consented to by the donor
	Assisted Reproductive Technology Act 2024 (Qld), s.48(4)[footnoteRef:14] [14:  Yet to commence.  ] 


	SA
	
	If consented to by donor
	Assisted Reproductive Treatment Regulations 2024 (SA), reg.14(c)

	Tas
	
	
	

	Vic
	
	With the consent of the donor
	Assisted Reproductive Treatment Act 2008 (Vic), s.58(1)(a)

	WA
	
	
	Human Reproductive Technology Act 1991 (WA), s.45(3)(a);
Likely yes, to commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.98(4)



	Lesson 13: When legislating, consult widely and meaningfully, and take the time to draft such complex laws carefully. 



The age for which clinics are to provide information from their data, subject to any contrary statute is 18+. In several States, the age by statute is, or will soon be, less than that. When the ACT changed to less than 18, by a rushed legislative change, much of the donor sperm in the ACT was no longer compliant, as consents were provided on the basis of openness when the donor conceived child turned 18. The fact that the age was dropped to 16 or below did not matter for that donor- whose consent was limited to 18 or above. 
Prior to legislating, the ACT had no specific laws regulating ART clinics. ACT Health, without notice, wrote to clinics and other stakeholders, giving a total of two weeks notice in which to make submissions. It did not then actively engage with all key stakeholders when drafting the bill. 
The ACT had to quickly amend its family limits in 2025[footnoteRef:15] after they were first legislated in 2024, as they were quickly drafted, and did not reflect the intention of the drafters. But then further amendments were needed in 2025[footnoteRef:16], arising from further patches, that should have been detected before the 2024 Bill was first presented.     [15:  Assisted Reproductive Technology Amendment Act 2025 (ACT).]  [16:  Assisted Reproductive technology Amendment Bill (No 2) (ACT). ] 

Queensland gave stakeholders, again without notice (although the Minister had called for laws), 13 days to respond (from emails being sent on the Monday, to submissions being due on a Sunday). Queensland Health however engaged much more with stakeholders after that point than did ACT Health, by releasing several papers, and engaging in both industry consultation and one on one engagement with individual clinics and key stakeholders[footnoteRef:17].  [17:  I took part in several such processes. ] 

The Queensland Minister, responsible for the 2025 amendments patching up the changes wrought in 2024, said:
“They also underline the consequences of the act having been rushed through parliament by the former government without adequate consultation or time to draft such a complex and consequential piece of legislation.
There is no doubt that the original legislation was rushed. Developing a new regulatory framework for a previously self-regulated industry is complex. Parliamentary Counsel guidelines recommend that for legislation of this size and complexity 12 months should have been allocated for drafting. Instead, those opposite drafted the Assisted Reproductive Technology Bill in just 10 weeks—10 weeks for something that the Office of Parliamentary Counsel say should take 12 months. In this timeframe a mere two weeks of consultation was undertaken—only two weeks of consultation on such a complex and far-reaching bill. No draft bill was provided to stakeholders for review. This limited the ability of industry, patients and families to meaningfully engage and provide feedback.”
We await to see what may occur in Western Australia. The process there was delayed over many years, then rushed at the end in the period leading up to when the bill was introduced. Similar to the refusal in Queensland to circulate a draft bill first, the Western Australian government refused to release a draft bill before its introduction to Parliament. When the 2024 Queensland Bill was enacted, it was supported by the then Opposition. Opposition members however raised that there might be “unintended consequences”, which turned out to be correct. We await and see if that is true of Western Australia. 
Table 10: What age does the donor conceived person have to be to access information?
	State/Territory
	Age
	Law

	ACT
	16+; or less than 16 if assessed as mature
	Assisted Reproductive Technology Act 2024 (ACT), s.51(1), 5.9.1

	NSW
	18+
	Assisted Reproductive Technology Act 2007 (NSW), ss.4, 37(2)

	NT
	18+
	NHMRC Ethical Guidelines, 5.9.1

	Qld
	18+; by 19 September 2026: 16+
	NHMRC Ethical Guidelines, 5.9.1; Assisted Reproductive Technology Act 2024 (Qld), s.48(4)[footnoteRef:18] [18:  To commence. ] 


	SA
	18+
	Assisted Reproductive Treatment Regulations 2024 (SA), regs. 3, 13(1)

	Tas
	18+
	NHMRC Ethical Guidelines, 5.9.1

	Vic
	18+; or with parent or guardian’s consent; or counsellor has assessed as mature
	Assisted Reproductive Treatment Act 2008 (Vic), s.59

	WA
	18+; by mid-2027: 16+
	NHMRC Ethical Guidelines, 5.9.1; 
To commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.98(3)



Table 11: What information can be accessed by the donor conceived person?
	State/ Territory
	Mandatory?
	Voluntary?
	Sex and year of birth of donor siblings?
	Law

	ACT
	
	
	+ ID if consented to by them
	Assisted Reproductive Technology Act 2024 (ACT), s.66

	NSW
	
	
	+ ID if consented to by them
	Assisted Reproductive Technology Act 2007 (NSW), s.37

	NT
	
	
	Sex, but not year of birth, ID if consented to by them
	NHMRC Ethical Guidelines, 4.2.4, 5.9.1

	Qld
	
	
	Sex, but not year of birth, ID if consented to by them; Soon:  + ID if consented to by them
	NHMRC Ethical Guidelines, 4.2.4, 5.9.1; Soon: Assisted Reproductive Technology Act 2024 (Qld), s.48(4)

	SA
	
	
	+ ID if consented to by them
	Assisted Reproductive Treatment Regulations 2024 (SA), reg. 13

	Tas
	
	
	Sex, but not year of birth, ID if consented to by them
	NHMRC Ethical Guidelines, 4.2.4, 5.9.1

	Vic
	
	Unclear
	
	Assisted Reproductive Treatment Act 2008 (Vic), s.59, 60A; Reliance may have to be had for information form the clinic under NHMRC.

	WA
	
	
	Sex, but not year of birth, ID if consented to by them
	NHMRC Ethical Guidelines, 4.2.4, 5.9.1;
To commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.98(3)(a).Reliance may have to be had for information from the clinic under NHMRC.



	Lesson 14: Even without regulating donor apps and websites, there should be the greatest ability, and fewest barriers, to allow private donations to be included in the register.



It is estimated that the number of children born from private donations is equal to those born through clinics[footnoteRef:19]. Some private donor journeys will go through clinics, but some will be at home inseminations, with no clinical involvement- and no family limits applying.  [19:  https://www.abc.net.au/news/2024-07-28/inside-the-growing-online-sperm-marketplace/104103648, when compared with relevant ANZARD data. ] 

Only three Australian states allow private donations to be on the register- and in Queensland if any of the parties decline to co-operate (for example, a miscreant donor), then the donation cannot be registered. 
Table 12: Can private donations be registered voluntarily?
	State/ Territory
	Yes/No
	By whom?
	Law

	ACT
	
	Parents
	Assisted Reproductive Technology Act 2024 (ACT), s.56

	NSW
	
	The parties
	Assisted Reproductive Technology Act 2007 (NSW), s.33A

	NT
	
	
	

	Qld
	
	Written consent of all parties
	Assisted Reproductive Technology Act 2024 (Qld), s.47

	SA
	
	If the Registrar is notified of a private donation by the Registrar of Births, Deaths and Marriages
	Assisted Reproductive Treatment Act 1988 (SA), s.15(3), 15B(3)

	Tas
	
	
	


	Vic
	
	A person who has control of records for pre-1988 procedures
	Assisted Reproductive Treatment Act 2008 (Vic), s.52B

	WA
	
	
	



	Lesson 15: Consider having surrogacy births included in the register.



Only New South Wales has done so. Aside from the issue about who is a donor (discussed above), the details of the journey are entered before a parentage order can be made. That way the child can always find out how they were created, in the event that their parents do not say. Registration of the information pursuant to s.37 of the Surrogacy Act 2010 (NSW) is quick- only a few days. We provide it by email. If there were a portal that was available, we would use that. 
S.37 provides:
“(1) All information about the surrogacy arrangement that is registrable information under Division 3 of Part 3 of the Assisted Reproductive Technology Act 2007 must have been provided to the Director-General of the Department of Health, for entry in the central register kept under that Act. 
(2) The Court may waive compliance with this precondition in relation to any information that is not known to an affected party and cannot reasonably be ascertained by the affected party.” 
Table 13: Do surrogacy details have to be registered?
	State/ Territory
	Yes/No
	By whom?
	Law

	ACT
	
	
	

	NSW
	
	IVF clinic; the parties
	Assisted Reproductive Technology Act 2007 (NSW), ss. 33(1), 41B; Surrogacy Act 2010 (NSW), s.37

	NT
	
	
	

	Qld
	
	
	

	SA
	
	
	

	Tas
	
	
	

	Vic
	
	
	

	WA
	
	
	



	Lesson 16: Make sure the data is kept by the clinics.



One former owner of an IVF clinic that had been sold kept its data in the garage, and was about to destroy it all, when it was retrieved and preserved. Several States now make it an offence to destroy the data. 
It has been said that early Queensland data, from the late 1970’s and early 1980’s was often that of handwritten doctor’s notes, with almost illegible records, such as they were. Requiring the data to be kept and preserved is essential. Then to have it handed over to the donor registry is also necessary. Queensland was clear that in the commencement of its 2024 Act in stages that the key element of the first stage was the preservation of the data, and the next, the handing over of that data. 
The effect of the NHMRC Ethical Guidelines, by which persons are entitled to know the details of their genetic origins[footnoteRef:20], means that clinics must retain data for 50+ years, interpreted by some clinics as 99 years, in addition to statutory requirements in most states.   [20:  5.9. ] 

Table 14: How long do IVF clinics have to store data?
	State/ Territory
	Minimum retention period
	Law

	ACT
	50 years
	Assisted Reproductive Technology Act 2024 (ACT), s.48(3)

	NSW
	50 years
	Assisted Reproductive Technology Act 2007 (NSW), s.31(2)

	NT
	50 years
	NHMRC Ethical Guidelines

	Qld
	99+ years
	Assisted Reproductive Technology Act 2024 (Qld), s.36

	SA
	Indefinite
	Assisted Reproductive Technology Regulations 2024 (SA), reg. 19

	Tas
	50 years
	NHMRC Ethical Guidelines

	Vic
	99+ years
	Assisted Reproductive Treatment Act 2008 (Vic), s.121A

	WA
	50 years
	NHMRC Ethical Guidelines;
To commence: Assisted Reproductive Technology and Surrogacy Act 2025 (WA), s.35 for a prescribed (but unstated) period



	Lesson 17: Like today, talk to others who have been through this experience before.



No one has a monopoly of wisdom. Learn from the strengths and failing of others, as is the point of today’s session. 

Stephen Page 
Page Provan
8 April 2026
stephen@pageprovan.com.au 




