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DONOR FAMILIES AUSTRALIA
Invitation to provide feedback

Donor Families Australia (DFA) Members are invited to consult and provide feedback on the Draft Ethical Guidelines for Organ and Tissue Donation and Transplantation compiled by the National Health and Medical Research Council (NHMRC) and Organ and Tissue Authority (OTA).  
Please click on the link to find the guidelines.  

https://www.donorfamiliesaustralia.org/_files/ugd/8a154b_e6f26754f5d1447da17490d334531107.pdf
Public consultation has closed. Only DFA members are included in this invitation. If you are NOT A DFA MEMBER and feel strongly about these issues, we want your feedback. We invite you to simply join DFA by clicking the link below and completing the membership form.  

https://donorfamiliesaustralia.wufoo.com/forms/q1xfizf18961u6/
​​​​​​​​​​​​​​The draft Ethical Guidelines have undergone an extensive period of review spanning at least four years that DFA is aware of.  Recognising the importance of this review DFA knew it was imperative that Donor Families and the community at large should be part of this process.  Almost 4 years ago DFA wrote to the NHMRC offering support in the review, highlighting the value of Donor Families lived experience in compiling such a guideline.  The NHMRC acknowledged the value of DFA potential contribution and assured the DFA Chair that DFA would be included as a stakeholder and invited to provide feedback during public consultation.  DFA stayed in touch with the NHMRC for over 3 ½ years to ensure that we would be included in supporting the work of the NHMRC to ensure appropriate representation of Donors and Donor Families. The Chair checked again recently to establish when public consultation would commence to be advised by the NHMRC that public consultation was about to close without Donor Family Australia participation.  

Sadly, we note that ignoring Donor Families has become a constant by the public sector and government.  DFA protested to the Assistant Minister for Health and Aged Care and the NHMRC and as a result received a letter from the NHMRC apologising for not including DFA in the stakeholders list for public consultation. The explanation given as ‘administrative error’. DFA has been given an extension until the 31/7/24 to consult with our extensive membership to provide our response. 
Donor Families and the community now have a chance to be heard, so please use this opportunity.  

We will also offer an opportunity for DFA members to join us in consultation webinars that will be conducted at 7 pm AEST on the 9th July and 7 pm Perth time on the 11th July on Zoom. The links are included in the accompanying email.
Please answer the questions below and use as much space as you need.  Please submit to DFA via return email. admin@donorfamiliesaustralia.org
If you have any questions, concerns or would like to discuss the feedback form, please feel free to return email DFA.  If you would like to discuss over the phone, please include your phone number and we will follow up with you.  Please note this is a voluntary organisation and we will respond as soon as possible.
Please return your responses by reply email to DFA admin by July 14th 24
Please underline or highlight the category that most relates to you.  
 

	Donor Family
	Recipient
	Community member  


DFA particularly is interested in your feedback on the questions (1-11) as follows. 
These are drawn from the experience of Donor Families Australia members. We ask you for your comments on these and any other ethical issues that may arise from reading the guidelines or from your own experiences.  Thank you for your time and commitment we will distribute our collated response when it is submitted.
Specific questions posed by the NHMRC are available in the final section of this questionnaire. All your support in addressing all questions in this document is deeply valued.
Q1-6 Relating to Chapter 7 (p.119): Privacy and confidentiality and Chapter 3 Guiding Principles (p.44)
“Broadly speaking, privacy refers to a person’s ability or right to control access to their person, including their physical person or body, and their personal information”. Ethical Guidelines (EG) (p. 118).
“Assuming that in some cases, both donors (or donor families) and their recipients may be willing to disclose their identity to one another, such disclosure may no longer be a breach of privacy.  However, there are concerns that disclosure and non-anonymous contact between donors and recipients who are otherwise unrelated could in some cases lead to harm” EG (p.127).
“These potential risks are listed as psychological impact, pressure, exploitation and disappointment “(EG p.128).

DFA is not privy to any cases of deceased donor families meeting recipients who have experienced harm from the risks mentioned in the guidelines (as above).  

DFA would like to know:

1. Do you think families and recipients have a right to meet if they both are consenting? 

	


2. For those that have met: have you experienced any of the risks mentioned or any other occurrence that made you wish you hadn’t sought out your donor family/recipient?  

	


3. Despite the risks mentioned do you believe it is the decision of both the consenting parties to meet as consenting adults, as a normal Human Right to choose who you wish to associate with? 

Or do you believe that the authority of a paternalistic system is appropriate in these situations - that is, a system that makes decisions for people rather than letting them take responsibility for their own lives?  

	


4.  Do you think the benefits of meeting outweigh any potential risks? 
	


b) Do you think that the Organ Donation and Transplantation organisations have an ethical obligation to support consenting adults- who are the families of deceased donors- and people who are transplant recipients and their families to meet, if the individuals involved have provided consent? 
	


5. Do you think DonateLife should tell all families, as part of the informed decision-making process, that they will not assist consenting Donor Families and Recipients to meet, and they will delete or redact any identifying information included in correspondence, despite the correspondents’ consent to share their information with the other?

	


6. If you are a Donor Family: were you given any information as part of the informed decision-making process about the privacy laws in your state or territory?  In some states and territories, you may be penalised and fined for telling others that your deceased loved one- was an organ and or tissue donor if you use their name. 
	


Q7-10. Relating to Chapter 4 (p.64). Decision making and consent.
7. If you are a Donor Family, were you given any detail about who would perform the organ or tissue removal operation- what are their professional qualifications? Where the operation would be performed? What operation would take place for your loved one and what are the risks? In the same way as we are informed when we have our own operations.  

	


The West Australian (WA) parliament recently passed legislation to allow a retrieval technician to perform the retrieval of musculoskeletal tissue from our deceased loved ones. This is something that may already occur in most/ every state and territory.  The Job Description for a retrieval technician does not include, as essential criteria, the requirement for a tertiary qualification within any medical/ nursing/ allied field.  This suggests that If your loved one is to have tissue retrieved that the procedure may be done by someone without any medical qualification.  The retrieval technician will be replacing a medical doctor, an Allograft Fellow, who is an advanced orthopaedic surgical trainee who spends 12 month undergoing specialist training in musculoskeletal tumour surgery and prosthetic reconstruction, as well as donor tissue retrieval processes.  The WA parliament’s rationale for passing this legislation is argued that the Allograft Fellow has competing demands on their time and may not always be available with the consequence that in the past that opportunities for donation have been lost.  

The Ethical Guidelines (p.40) state – “Respect for the dignity of donors - including potential donors - means that a donor should never be treated solely as a means to achieve the goal of transplantation for another individual. Treating a donor merely as a source of cells, tissues or organs for transplantation constitutes unethical exploitation”.  
8. Is the downgrading of the expertise of the person performing surgery on a deceased donor showing disrespect for the dignity of that donor?  Has the goal now become about the transplantation for another individual and the donor now being treated solely to achieve the goal of transplantation for another individual? Do you think the WA government has upheld the ethical principles with this new legislation?

	


9. If you were a Tissue Donor Family, was it explained to you that the surgery could be performed by a person not required to have any medical qualification?  As a member of the community do you have a concern that Tissue Donation retrieval surgery can be performed by someone not required to have any medical qualification- only on the job training?   
	


10. Do you think Donor Families should, during the informed decision-making process, be given as much information as to what they are deemed capable of handling, or should every family be given the same information regardless of their situation at the time?  Bearing in mind that the informed decision-making process is dependent on the family being able to understand and comprehend the information so they can give an informed consent.   
	


b) Should this information be provided to all Australians as part of a national education and awareness program?

	


11. General Comments on the Ethical Guidelines for Organ and Tissue Donation and Transplantation?  We encourage you to read and provide feedback on this document, it will guide and govern Organ and Tissue Donation for the decades to come.  
	


Specific information and questions posed by the NHMRC
Preamble
The Ethical guidelines for cell, tissue and organ donation and transplantation have been developed by NHMRC in collaboration with the Organ and Tissue Authority (OTA). The document draws on five existing NHMRC guidelines
, combined with additional material, to create a single, comprehensive set of ethical guidelines that can be applied broadly across all aspects of cell, tissue and organ donation and transplantation.

These guidelines provide donors, transplant recipients, their families, clinicians and donation and transplant professionals with clear and current guidance.

The guidelines include both high-level ethical principles and specific guidelines for ethical practice related to cell, organ and tissue donation and transplantation from living and deceased donors. The document aims to provide guidance on a broad range of complex intersecting issues.

The document is a set of ethical guidelines and does not seek to provide advice on technical matters relating to clinical practice. However, it is noted that there is substantial background information on donation and transplantation and discussion of some clinical and procedural issues in the document.

For any questions related to the public consultation process, please direct your query to the NHMRC Ethics and Integrity section at ethics@nhmrc.gov.au.

Consultation questions
[Note: questions seeking identifying information, contact information, acknowledgment of privacy policy and permission to publish from those taking part in the consultation are standard and will be included in the survey.]
1. In your opinion, do the guidelines adequately address current ethical considerations in cell, tissue and organ donation and transplantation?

_ Yes

_ No

_ Unsure

2. If you answered no or unsure to question 1, which ethical considerations have not been included and/or which issues have not been adequately addressed?

3. If there is any content or aspect of the guidelines that you would consider redundant or dispensable, please provide details below.

_ There is no content that I consider to be redundant or dispensable

_ There is content that I consider to be redundant or dispensable. The content that I consider to be redundant or dispensable is:

For donors, recipients, family members or members of the community

4. Are these guidelines helpful to you in increasing your understanding of the ethical aspects of donation and transplantation?

_ Yes

_ No

5. If you answered yes to question 4, which component/s of the guidelines is/are most useful for you (e.g. the values and principles, the background in Chapter 2, a specific chapter, the case studies, etc.)?

6. If you answered no to question 4, in what ways were these guidelines not helpful to you (e.g. topics covered, specific content, complexity of language, document structure, etc.)?

7. What type/s of additional resources (such as short fact sheets) might be helpful to you in understanding the ethical aspects of donation and transplantation issues? 

8. If you have any additional comments on the guidelines, please provide them here.

� In 2017, NHMRC initiated a review of five related guidelines (available on the �HYPERLINK "https://www.nhmrc.gov.au/research-policy/ethics/ethical-guidelines-organ-and-tissue-donation-and-transplantation" \t "_blank"��NHMRC website�):  


Organ and tissue donation after death, for transplantation – Guidelines for ethical practice for health professionals, 2007 


Making a decision about organ and tissue donation after death, 2007  


Organ and tissue donation by living donors – Guidelines for ethical practice for health professionals, 2007  


Making a decision about living organ and tissue donation, 2007 


Ethical guidelines for organ transplantation from deceased donors, 2016. 
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