
 

1 
 

 

REVIEW OF HUMAN TISSUE LAWS 

Issues Paper 51 

May 2025 

RESPONSE TO ISSUES PAPER 
 

Submission by Brian Myerson OAM 

Director, ShareLife Australia Limited 

 

1. Introduction  

ShareLife Australia Limited 

ShareLife Australia was formed in 2006 by a group of eminent Australians with the goal of finding 

effective solutions to reform Australia’s low rates of organ donation for transplantation.  Many 

highly capable Australians have contributed time and expertise to ShareLife on a pro-bono basis 

to achieve success in finding and implementing a solution. 

ShareLife's website is available here: https://ShareLife.org.au/ 

In May 2010, members of ShareLife were interviewed as part of a special feature for ABC Radio 

National's Health Report, regarding organ donations. A copy of that special feature and its 

transcript are available here: https://www.abc.net.au/listen/programs/healthreport/organ-

donations/3104784 

Brian Myerson OAM 

I am the co-founder of ShareLife, and an organ transplant recipient. I was diagnosed with 

diabetes in 1963, and succumbed to diabetic nephropathy and required dialysis between 1996-

1999. In June 1999, I received a kidney and pancreas from a deceased donor. My experiences 

during dialysis, with people dying and others becoming depressed due to a shortage of donated 

organs, led me to dedicate my efforts to saving many more lives of those suffering from organ 

failure. 

In addition to my role with ShareLife, I am a member of the NSW IAG (Implement and Advisory 

Group) for NSW Health and a member of the Sydney Local Health District Organ Donation for 

Transplantation Steering Committee. 

Overview 

Thank you for the opportunity to bring my own and ShareLife's views to the attention of the 

Australian Law Reform Commission (ALRC) as part of the current review. ShareLife agrees that 

major changes in the Australian policy and regulatory landscape are desperately needed in order 

to fulfil the aim of Australia being a world leader in organ donation for transplantation.1 

ShareLife submits that the ALRC inquiry ought to encompass a review of the following matters: 

(a) the powers of the Organ and Tissue Authority, including powers to audit hospitals and 

health departments and hold them to account; 

(b) the role of the Organ and Tissue Authority in collecting data relating to organ donation for 

transplantation and reporting that data to Government and the public;  

 

1 See Appendix 1.  
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(c) legal impediments to connecting organ transplant recipients with members of the family of 

deceased organ donors;  

(d) legislative impediments to effective organ donation, including the role of State and 

Territory coroners; and 

(e) Legislative impediments to organ donation registration 

We set out our submissions in relation to these matters, along with my personal experience as an 

organ transplant recipient and advocate in this space below. 

In the interest of meeting the response deadline, we have confined our discussion to the above 

matters. We welcome the opportunity to engage further with the ALRC following publication of the 

Discussion Paper. We would also be happy to meet with you to discuss the matters raised in this 

response. 

2. Personal experience as an organ transplant recipient 

2.1 Question 1 of the Issues Paper (IP) asks: What is your personal experience of how human tissue 

is obtained or used in Australia?  

2.2 After 34 years of living with diabetes, my kidneys failed and I was placed on the waiting list for a 

kidney/pancreas transplant while on dialysis from November 1996 to June 1999. I received a 

kidney and pancreas on 19 June 1999. During my years on dialysis, I observed so many patients 

suffering and dying while hoping that their day would come to receive a transplant. After receiving 

my transplant, I was consumed by the very difficult and competing emotions of guilt and 

appreciation. 

2.3 I could not rest until: 

(a) I personally thanked my donor's family. 

Meeting my donor's family was one of the most wonderful and memorable experiences in 

my life. After an exhaustive search I met the family on 23 November 2012. I do not have 

the words to describe how special it has been developing a close relationship with them. I 

then met my donor's sister in 2015 which was recorded by the ABC. 

http://mpegmedia.abc.net.au/news/730/video/201512/730s OrganDonor 2212 1000k.mp
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Our relationship has gone from strength to strength and we have celebrated wonderful 

occasions together. On 19 June 2025, I celebrated my 26th transplant anniversary and I 

received this text message from my donor's sister: 

'Hey Brian, I will always 

miss my brother and I'm 

very proud of the decision 

he made all those years 

ago. I'm so glad it was 

you and thrilled beyond 

words that you have been 

part of our life for all 

these years. You bring us 

lots of joy. X' 
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Denying donor families the opportunity to meet the recipients of their family member's 

organ donation, is simply cruel and heart-breaking for them. Some donor families, the 

heroes in this entire process, are severely hurt by the current practice of using threats of 

legislation to block any efforts made to connect despite a mutual desire to do so by many 

involved. Many countries now allow donor families and transplant recipients to meet, and it 

is our firm recommendation that Australia follow suit. In the UK it is a very simple 

process.2  

(b) I did whatever I can to increase the organ donation rate to improve and save the lives of 

those suffering from organ failure. 

In 2003 I met Marvin Weinman and convinced him that we should work together to find a 

way to increase the organ donation rate. We then spent a number of years forming 

ShareLife and gathering a team to work on a solution for Australia’s low organ donation 

rate. The then Governor General, Major General the Hon. Michael Jeffery AC, AO(Mil), 

CVO, MC and the International President of the Transplantation Society, Professor Alan 

Glanville were deeply committed to supporting this work amongst many others. 

I was privileged to be one of the directors of ShareLife who approached the then Prime 

Minister, Kevin Rudd, in April 2008 with a detailed plan to set up an Australian version of 

the Spanish Model for organ donation.3 All our recommendations were accepted and we 

then spent the next few months working with the Health Minister Nicola Roxon's staff 

setting out the details. We were jubilant when on 2 July 2008, 'The Rudd Government 

today proposed a major new national reform package to establish Australia as a world 

leader in organ donation for transplantation.'4  

2.4 Despite the establishment of the Organ and Tissue Authority and the allocation of significant 

funding, there has been limited improvement in organ donation rates in Australia. Data analysis in 

paragraph 4.5 and 4.6 along with Appendix 8 clearly shows that very little has been achieved in 

the years since 2008. 

3. Audit and investigative powers of the Organ and Tissue Authority  

3.1 The Organ and Tissue Authority (OTA) was established pursuant to Australian Organ and Tissue 

Donation and Transplantation Authority Act 2008 (Cth) (OTA Act). 

3.2 The remit of the OTA is to improve organ and tissue donation and transplantation outcomes in 

Australia, including to implement an Australian version of the "Spanish Model" through the 

provision of funding to state and territory health departments, including for individuals to be 

employed as Donation Specialist Medical Officers (DSMs) and Donation Specialist Nurses (DSN). 

DSMs and DSNs work in 95 designated organ donation hospitals throughout Australia. 

3.3 The functions of the OTA are set out in section 11(1) of the OTA Act. Notably, section 11(2) sets 

out Constitutional limits on the functions of the OTA.  

3.4 Although the functions set out in section 11(1) of the OTA Act are broad in scope, the OTA has 

limited power to audit or investigate the state and territory health departments to ascertain 

precisely how the Commonwealth's funds are being spent, or to assess the performance of the 

DSMs and DSNs that are funded by the authority. 

3.5 In early 2023, the Sydney Morning Herald reported on comments made by Professor Allan Fels 

(former chair of the National Mental Health Commission) ahead of a federal government round 

table discussion in relation to mental health.5 The SMH article stated: 

…Fels warned there was little evidence about whether government funding for mental 

health was being used productively. 

 

2 See the email in Appendix 5. 
3 An overview of the "Spanish Model" is available here: Streit, S., Johnston-Webber, C., Mah, J., Prionas, A., Wharton, G., 
Casanova, D., Mossialos, E., & Papalois, V. (2023). Ten Lessons From the Spanish Model of Organ Donation and 
Transplantation. Transplant international : official journal of the European Society for Organ Transplantation, 36, 11009. 
https://doi.org/10.3389/ti.2023.11009.  
4 See Appendix 1. 
5 Article available here: https://www.smh.com.au/politics/federal/mental-health-commission-needs-authority-to-speak-freely-fels-
20230126-p5cfmr.html 
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“[The commission] should specify desirable outcomes such as measures of improved 

mental health, and then require the provision of information about how well those 

measures are being met," he said. 

But he said it was failing to do so because it was not truly independent and lacked the 

legislated authority of entities such as the Productivity Commission or the Australian 

Competition and Consumer Commission, which Fels led for 14 years before chairing the 

mental health commission from its inception in 2012 until 2018. 

“There’s not a lot of confidence that the commissioners, acting as a commission, can 

speak freely and uninhibitedly. That is the key point,” Fels said. 

“The original concept [was] to set it up as an independent body that would hold the 

Commonwealth government to account and as a result enjoy the confidence of the 

community, especially the mental health community.” 

Fels said that had gradually changed since the mid-2010s as its independence was 

downplayed and it took on a more advisory function. 

3.6 We submit that the OTA has similar problems to the National Mental Health Commission, and that 

in order to be effective, the OTA must:  

(a) function as an independent body, separate from the Commonwealth Department of 

Health, and state and territory health departments; and 

(b) be empowered with statutory authority to hold the Department of Health and state and 

territory health departments to account in connection with the expenditure of 

Commonwealth funds, and whether measurable outcomes in relation to organ donation 

are being achieved in line with the Government and community's expectations.  

 

4. Data collection and reporting by the Organ and Tissue Authority 

4.1 At every meeting that I have attended relating to organ donation held by all levels of Government, 

it is emphasised that the de-identified performance data from the OTA and the state based 

organisations is not for further distribution - the lack of transparency and accountability is deeply 

concerning for a publicly funded organisation. The politicians and the general public are 

intentionally being kept in the dark ensuring that there is no criticism of those managing the OTA 

and organ donation programs within hospitals and state health departments.  

4.2 The OTA Act ought to be amended to include mandatory data collection, along with monthly and 

annual reporting obligations, for each of the 95 designated organ transplant hospitals in Australia, 

in relation to the following matters (at a minimum): 

(a) the total number of deaths per hospital; 

(b) the total number of deaths in the emergency department per hospital; 

(c) the total number of deaths in the intensive care unit per hospital; 

(d) the total number of intubated deaths per hospital; 

(e) the total number of potential organ donors per hospital;  

(f) the total number of requests per hospital; 

(g) the total number of consents per hospital; 

(h) the total number of actual donors per hospital; and 

(i) the total number of organs transplanted. 

4.3 In my view, the collection and reporting of this data will increase transparency regarding the 

efficacy of organ donation transplant programs and the OTA. I note that such reforms were 

proposed in the Review of the implementation of the national reform agenda on organ and tissue 

donation and transplantation released on 2 February 2016.6 

 

6 See Appendix 7, Media Release – Minster Nash release independent organ donation and transplantation review. 
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4.4 I have conducted my own analysis of the limited publicly available data from the following 

sources: 

(a) DonateLife web site: https://www.donatelife.gov.au; 

(b) Australian and New Zealand Organ Donation registry (ANZOD): 

https://www.anzdata.org.au; 

(c) Australian Bureau of Statistics (ABS): 

http://www.abs.gov.au/ausstats/abs@.nsf/mf/3101.0; 

(d) Services Australia: https://www.servicesaustralia.gov.au/australian-organ-donor-register-

statistics?context=22 

4.5 Based on my review of this data, it is reasonable to conclude that the OTA has had a negligible 

impact on the rate of organ transplantation in Australia.  

Figure 1: Organ donors in Australia (percentage, per million population) 

 

4.6 Figure 1 focuses on the three key measures that OTA is accountable for: 

(a) Donors per million population (dpmp).  

This is the internationally accepted measure for organ donation comparison of countries' 

performance. Apart from the increase in Donation from Circulatory Death as shown in 

Appendix 8, there has been minimal increase in the organ donation rate per million 

population and the organ donation rate dpmp is currently less than it was in 2016. 

(b) Percent of the Australian population registered as organ donors.  

Apart from the large increase from June 2021 to February 2022 (which was a result that 

occurred independent of OTA), the increase in registered organ donors has been minimal. 

In 15 years, the proportion of individuals registering as organ donors has only increased 

from 25.7% to 28.7%, with almost half of that increase in 2021/2.7  

(c) Percent consent rate for organ donation by families of potential organ donors.  

The deceased donor consent rate is now lower than when OTA was established. For the 

last 6 years there has been a declining consent rate in Australia (54% in 2010, 64% in 

2018 and 53% in 2024). This is despite a small increase in the registration rate, the 

increased number of staff, the training of staff and the funding of promotions for organ 

donation. 

5. Connecting recipients with donor families 

5.1 As discussed in section 2 above, the relationship that I have developed with the family of the 

person from whom I received the organ donation is one that has been extremely rewarding for me 

and them. However, transplant recipients are often actively discouraged from connecting with 

their donors' families, and individuals are denied the opportunity to develop these relationships. 

 

7 See Appendix 2 for discussion regarding the impact of the COVID-19 Pandemic. 
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5.2 In my view, a clear and consistent approach that permits consenting transplant recipients and 

donor families to be put in contact with each other ought to be formally brought within the remit of 

the OTA.8 Such a process ought to include a process through which consent may be sought and 

obtained at a future point in time.  

5.3 Creating and funding a formal process to seek and obtain consent of the individuals most affected 

by organ transplantation would take the pressure off healthcare practitioners and hospitals who 

are prohibited under privacy laws and the state and territory human tissue legislation from 

disclosing personal information about transplant recipients, organ donors and the organ donor's 

next of kin (without the consent of the transplant recipient or organ donor's next of kin).9  

6. Removing legislative impediments to organ donation 

6.1 There are a number of legal impediments that can potentially prevent transplantation occurring. 

For example, section 25 of the Human Tissue Act 1983 (NSW) provides: 

(1)  If a coroner has jurisdiction to hold an inquest under the Coroners Act 2009 in respect 

of the death of a person, a designated officer for a hospital, a senior available next of kin 

or the principal care officer must not authorise the removal of tissue from the person’s 

body unless a coroner has given consent to the removal of the tissue. 

Maximum penalty—40 penalty units or imprisonment for 6 months, or both. 

(2)  A consent by a coroner under this section may be given before a person’s death if the 

coroner reasonably believes the coroner will have jurisdiction to hold an inquest under the 

Coroners Act 2009 in respect of the person’s death. 

(2A)  A consent by a coroner under this section may be withdrawn by the coroner at any 

time. 

(3)  If a coroner has jurisdiction to hold an inquest under the Coroners Act 2009 in respect 

of the death of a person to whom section 24(1) applies, the removal of tissue from the 

body of the person is not authorised unless a coroner has given consent to the removal of 

the tissue. 

(4)  A consent by a coroner under this section may be expressed to be subject to such 

conditions as are specified in the consent. 

(5)  A consent by a coroner under this section may be given orally and, if so given, is to be 

confirmed in writing as soon as practicable. 

(6)  A coroner shall, in determining the conditions (if any) to which a consent shall be 

subject, have regard only to the effect which the removal of tissue from the body of the 

person to whom the consent relates may have in relation to the conduct of any inquest 

which a coroner has jurisdiction to hold in respect of that person’s death. 

6.2 If there is a delay in seeking or obtaining consent from the coroner, then the proposed organ or 

tissue recovery and transplant may not ultimately be able to proceed. While the jurisdiction of the 

coroner ought not to be usurped by the desire to make organs available for transplant, in my view 

additional mechanisms, including timing provisions ought to be built into the legislation. In Spain, 

for example, although similar provisions exist, there is a legislated requirement for the coroner to 

respond within 30 minutes of a request for consent. Without legislated intervention this ongoing 

problem will continue in Australia. The link to the two articles clearly shows why, without 

legislation, the loss of life saving organs for transplantation will continue. 

https://www.sciencedirect.com/science/article/abs/pii/S1752928X20300469?via%3Dihub and 

https://www.sciencedirect.com/science/article/abs/pii/S1752928X20300469 

 

 

 

 

8 See Appendix 4 Letter to Andrew Bragg (Showing my request for support from my local Senator), Appendix 5 Email from Donor 
Family Care NHS UK (Showing how easy the process is for donor families and transplant recipients to meet) and Appendix 6 
Senator Linda Reynolds’ remarks during the debate on the Bill (Showing political support). 
9 See, for example section 37 of the Human Tissue Act 1983 (NSW).  
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7 Organ Donation Registration - Opt in vs Opt out 

 

The current legislation is the worst of both as it combines Opt-in and Opt-out allowing individuals to opt-in 

or to opt-out. The analysis in Appendix 3 clearly shows that to date the net benefit of the current 

registration system is not clear and that there must be other more important factors influencing the 

consent rate and subsequent organ donation rate than the registration rate. We believe that a simple Opt-

in should be legislated to appear on application forms for drivers licence. A simple question asking 

whether one wants to be registered as a donor on the register. If yes, one is registered and if no, one is 

not registered. South Australia driver’s licence application form does exactly that: 

 

“7. ORGAN DONATION – OPTIONAL QUESTION 

ARE YOU PREPARED TO BECOME AN ORGAN DONOR? YES NO 

If yes, an organ donor indicator will be shown on any photo learner’s permit, P1 or P2 provisional licence or driver’s licence issued and  

recorded on the department’s database. Your details will be provided to the “Australian Organ Donor Register” who may contact you for further 

details.” 
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Appendix 4 

 

Senator Andrew Bragg 

Liberal Senator for New South Wales 

senator.bragg@aph.gov.au 

andrew@andrewbragg.com 

 

Dear Andrew, 

Australian Organ and Tissue Donation and Transplantation Authority Amendment (Disclosure of 

Information) Bill 2023 

I hope you remember me as I met you prior to you becoming a senator in the Edgecliff Centre coffee 

shop with Marvin Weinman and subsequently had drinks at Parliament House after listening to your 

inaugural speech to the Senate. 

I am approaching you for your assistance particularly as you are an advocate of true Liberal values that 

promotes individual rights, civil liberties, democracy, and free enterprise. 

The Australian Organ and Tissue Donation and Transplantation Authority Amendment (Disclosure of 

Information) Bill 2023 will be presented to the Senate soon and I am extremely disappointed that the 

Minister is, following the advice of her staff and the Department, prepared to continue to deny the rights 

and liberties of Donor Families and Organ Transplant Recipients. 

These two groups have endured incredible hardships and suffering through sickness and death and are 

being denied the opportunity to divulge information about themselves and their loved ones as and when 

they wish. No liberal democracy should discriminate against these groups and should protect their basic 

rights such as freedom of assembly and free speech. 

This Bill gives the Minister the opportunity outlaw the long-standing discrimination these groups have 

endured to speak and meet freely.  

I am asking you to meet with me as soon as possible so that you will be able to represent the liberal 

views of these two groups. 

I look forward to your response at your earliest convenience. 

Best regards, 

 

 

Brian Myerson OAM 

 

 



 

14 
 

Appendix 5 

 

On 19 Jul 2023, at 8:53 pm, Donor Family Care donor.familycare@nhsbt.nhs.uk wrote: 

 

Good Morning Brian 

Thank you for your email. 

Yes, it possible for donor families and recipients to meet in person. We would always advise on 

corresponding via ourselves for some time first to establish a relationship. When both sides are ready and 

have expressed an interest in meeting the local specialist nurse team will help facilitate this. 

I hope this information helps, I have also copied the link to our website below which contains more 

information. 

https://www.nhsbt.nhs.uk/how-we-help/donor-family-care-service/ 

 

Best wishes  

 

 

 

Donor Family Care Services Supervisor 

Organ Donation & Transplantation 

NHS Blood & Transplant 

  

 

 

 

Visit  organdonation.nhs.uk 

 

Care, Compassion, Support 
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Appendix 6 

 

Chamber 

Senate on 10/08/2023 

Item 

BILLS - Australian Organ and Tissue Donation and Transplantation Authority Amendment 

(Disclosure of Information) Bill 2023 - Second Reading 

Speaker: 

Reynolds, Sen Linda 

In conclusion, we know on this side of the chamber that the topic of organ donation is an emotional one 

and an important one. I would like to very much thank the families of organ donors and recipients for their 

submissions. I'd like to finish with the words of somebody else who made a submission to this inquiry. It 

was Mr Brian Myerson, OAM. He expressed frustration with this bill's apparent disregard for donor 

recipients and their families—the other side of the coin. He said the bill continues to 'deny the rights and 

liberties of donor families and organ transplant recipients' and continues: 

These two groups have endured incredible hardships and suffering through sickness and death and are 

being denied the opportunity to divulge information about themselves and their loved ones as and when 

they wish. No liberal democracy should discriminate against these groups and should protect their basic 

rights such as freedom of assembly and free speech. 
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