
“Thank you for giving me the opportunity to share my daughter’s 
story”, begins Robyn McCanna, Sally’s mum.
Sally McCanna was born in Griffith on 3 December 1984. She was 
our firstborn and her brother, Steven, was born in 1988.
Even as a little girl, Sally was a vibrant and outgoing personality.  She 
attended primary school and high school here in Griffith. 
During her school years, she participated in every sport on the 

curriculum, winning the Milani Award in Year Six for Sporting 
Excellence and in Year 12, she was given the Pierre De 

Coubertin Award, which recognises senior secondary 
students who demonstrate attributes consistent with 
Olympism through participation and commendable 
behaviour in sporting activities.  
Outside of school she represented her town in touch 

football and basketball. Basketball became a passion and 
we travelled the countryside with her and Steven both playing. 

She also gave back to her sport by becoming a coach and a referee.  
When she completed her HSC, she attended CSU in Bathurst, where 

she completed a degree in human movement and 
was about halfway through her Dip.Ed (Diploma 
of Education), when she decided she had had 
enough of school. This is when the adventure 
began.
She worked five seasons in Thredbo as a “liftee.” 
(Following her death, her colleagues, said that 
many people pass through Thredbo; some you will 
never remember and some you will never forget - 
her supervisor said that she fell into the second 
category). 
She loved to wear her colourful onesies and was 
well known for her huge smile, pink spiky hair and 
friendly vibe. She also became well known with the 
children on Friday Flat with her snow sculptures.
Sally traveled to Sun Peaks in Canada for a snow 
season again working as a liftee. She worked at 
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Seaworld for a summer. Life was one big party.
Sal would return to Griffith most wine vintages 
to work in the local wineries in order to save 
enough money for the next adventure. 
In May 2014, traveling to work at Warburn 
Estates for her last day before preparing to 
head to South America for six months, she 
was involved in a single car accident. She was 
taken to our local hospital, where Paul, Steven 
and I were able to see her and speak to her in 

Emergency. She was then taken for x-rays and 
spent the next five hours in theatre as the local 
surgeon worked with his team to stabilise her 
so that she could be airlifted to Canberra. The 
Snowy Hydro Care Flight Helicopter landed in 
the hospital grounds and she was on her way 
to Canberra in a stable, but critical condition. 
We traveled up by car and upon our arrival we 
met with the ICU doctor who told us that while 
Sal had no life-threatening injuries, she was 
not out of the woods, but he felt that she would 
make a full recovery. He advised us to check 
into our accommodation and get some rest as 
we had a long recovery period ahead of us.
The following morning upon our arrival back 
at the ICU, we received the most devastating 
news we have ever heard. Sally had suffered 
a stroke after a blood clot had travelled to her 
brain causing a caustrophic brain injury. She 

would not be waking up to take 
her place in our little family 
again.
Sally had always made it 
clear to us that she, like us, 
would be organ donors if the 
situation ever arose. We had 
the discussion many times and 
never in my wildest dreams did 
I think we would ever be giving 
consent for our child to become an 
organ donor. 
Sally gave her gift on Mother’s Day 2014. Four 
people received gifts on 12 May; three ladies 
receiving a heart, a kidney/pancreas, a liver 
and a man received the other kidney. We now 
know that although, unfortunately, the liver 
recipient did not survive, she did gain a few 
more months with her family. We have received 
a letter and a card from her heart recipient.
It was Sally’s wish that if she was to die, she 
would save someone else from dying by giving 
them the gift of life.
We are incredibly proud of our daughter and 
sister. Both in life and in death, she was a kind 
and thoughtful soul who always gave more 
than she took.
Robyn McCanna

SALLY’S AMAZING GIFTS
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A life that touches others goes on forever

Share 
your 
story



3

“You will have just read the story of my daughter Sally’s organ donation [cover story and 
previous page]. I would now like to share with you all, the meeting I have had recently with 
one of Sally’s recipients,” continues Robyn McCanna, Sally’s Mum.

MEETING HELEN

I found Helen, the recipient of Sally’s kidney and 
pancreas through the ‘Donor and Recipients 
Group Australia’ https://www.facebook.com/
groups/219966401436603/ Facebook page. I 
had been a member for a few months and had 
read many stories written by donor families 
and recipients.  
I decided to share Sally’s story there and when 
I posted it, I did put the date of her gift.  I think 
it was about 48 hours later that I received a 
private message from a woman who thought 
Sally may have been her donor. This was back 
in November 2015. 
Helen and I have been friends since then and 
it has always been my wish to meet her and I 
am happy to say that this has now happened.  
I travelled to Sydney at the beginning of June 
when Helen was in Sydney from Queensland 
for her three year check up. Helen’s lifelong 
friend and carer at the time of the TX, Kristen, 
also travelled from Wagga to join us. 

I felt that I already knew Helen, as we have 
shared our stories together over the last two 
years. It has brought such comfort and a sense 
of relief to me to know Helen, and to hear her 
story. We have learnt how Sally’s gift not only 
saved her life—at the time of her TX, she had 
a window of survival of less than a year—but 
also gave her a new life with her husband and 
two teenage children.
I now know how Helen treasures the gift she 
was given, how she honours my daughter 
everyday and gives thanks for her second 
chance at life. I also know that she grieves with 
us the loss of our daughter and sister.  
I feel incredibly lucky to have found her and I 
do hope that one day I will also get to meet the 
heart recipient and kidney recipient. 
It is my wish that one day donor families and 
recipients will be able to meet each other if 
both parties agree.
Robyn McCanna

Pictured: Helen, Robyn and Kristen

*The final Report 
on the Community 
Consultative Forum:
Contact between 
donor families and 
transplant recipients  
Friday 17 March 
2017, Melbourne, 
Victoria has been 
published and is 
available from our 
website

https://www.facebook.com/groups/219966401436603/
https://www.facebook.com/groups/219966401436603/
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CHAIRMAN’S MESSAGE
Since the last Newsletter there has been 
a lot happening in the realm of Organ and 
Tissue Donation. DFA representatives, Leanne 
Campbell and myself attended the OTA/
DonateLife’s Public forum held in Brisbane, 
the new OTA’s Board has started to take shape 
and a new registration system has been put in 
place to coincide with DonateLife Week at the 

beginning of August.
At the time of writing this, the OTA Board 
has a Chairman and Vice Chairman. Both 
have medical backgrounds. I have been told 
quite emphatically that the Board make up 
does not have representation from different 
groups.  All members are picked to provide 
best governance for the OTA. The government 

has enshrined in 
its legislation that 
governs the OTA 
Board, that at least 
two surgeons must 
be included on the 
Board. No other 
single group has been 

mentioned. Given 
surgeons don’t 
have exclusivity to governance you 
must conclude that no one group will 
be represented, as told to DFA, except 
surgeons. This legislation certainly lets 
Donors and Families know their place 
within the system in the government’s eyes. 
This being the case, that would only further 
strengthen the need for a strong DFA.
Now for the first time since 2008, there 
will not be any direct Donor Family 
representation to the OTA. Donor Families, 
representing other Donor Families, will not 
have any direct way of being part of policy 
making within the system. This trend of 
diminishing Donor Family involvement is a 
concern.    
The Minister for Organ and Tissue 
Donation, Mr Ken Wyatt, issued a media 
release on 13 July about the new easy to 
fill out registration form. OTA/Donate Life 
has changed its emphasis; it used to have 
right up there in the forefront: ‘have the 
conversation with your family’ along with 
‘register your wishes’. My daughter had 
the conversation with her mum and dad 
(she did not register). The importance of 
the conversation with the Family seems 
to have been left out of the promotion. It 
seems that the OTA is now putting all its 
resources into registration. It is interesting 

that Holly Northam’s article in ‘Holly’s Insight’ 
shows there is very little correlation between 
the improved Donor rates and registrations. 
You cannot get a clearer idea what your loved 
one wants than to have that conversation with 
them. The fact they have registered is only part 
of the story the conversation is the whole story. 
In having said that, we at DFA, have always 
encouraged people to register on a form that 
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they know what they are registering for. We 
applaud the Federal Government now making 
it easier to register. It is important, however, 
that you read the fine print and know what you 
are registering for.
When you look at the new registration form, it 
is clear the OTA has created a legal document 
with its legal fine print at the bottom. In this 
fine print,it states that you consent (legal 
terminology) ‘…. for purposes related to organ 
and tissue donation’. My daughter passed 
away almost nine years ago, and in that time, 
I have followed with interest all things Organ 
and Tissue Donation. I must admit I have no 
idea what ‘… for purposes related to organ 
and tissue donation’ means. I might be a 
bit pedantic but I try and not sign any legal 
document without first understanding what 
that document means. 
Given Australians are consenting, on a legal 
document, for the government to utilise their 
Organs and Tissues I would have expected a 
registration document that explained exactly 
what they are consenting to. The current system 
is one where my Family will be consulted and 
asked to give consent on my behalf. I would 
be wanting that wording to be at least included 
into the fine print. How can I make an informed 
consent using the new registration form?
Basically, I feel as though the government is 
wanting me to sign a blank cheque. Do I trust 
the government that much? Let’s face it, we 
know the government changes its policies all 
the time. If it were to change its policy to say, 
‘First Person Consent’, will my registration 
become void as I am totally opposed to ‘First 
Person Consent’? Later in this editorial, I 
mention an eye surgeon who talked at the 
forum about ‘exporting’ eyes. If I sign the 
registration form will my eyes be ‘exported’?  
These are fair questions and ones that I would 
like answered before I sign.
The Australian community deserves a legal 
registration form that clearly states what and 
how Organ and Tissue Donation will occur, it is 
called total transparency. As it stands ‘…. for 
purposes related to organ and tissue donation’, 
makes me nervous and the whole question of 
trust comes to mind. In fact, if I was a cynical 

person, I would say that the registration form 
is almost intentionally nondescript. Just for the 
record I have had the conversation with my 
Family and want to be a Donor but will not sign 
a registration form that does not make it clear 
what I am signing. If you are unsure of what the 
government has in mind, trust your Family and 
let them know what you want to do.  
The Brisbane public forum was well 
attended by all groups involved in Organ and 
Tissue Donation. This ensured ideas and 
opinions flowed and let us as Donor Family 
representatives know what surgeons, public 
servants, recipients and other community 
groups are thinking in this area.  
Now that a couple of months have passed since 
the forum there were four main presentations 
that still resonate with me. They were -
1. Dr Dale Gardiner from England, 
2. Consenting Families and Consenting 

Recipients meeting,
3. Ms Tina Coco AO Donate Life CEO Brisbane 

presentation on ‘First Person Consent’ and 
4. An eye surgeon discussing the future of eye 

donation.   
Dr Dale Gardiner was the breath of fresh air. He 
gave us the importance of honouring Donors, 
using correct language, his example of what 
not to use was the word ‘harvest’ which 
is often used in Australia. OTA/DonateLife 
graphically portrays the word ‘recycle’ as 
shown on their logo. During the day, we heard 
the word ‘export’ in terms of sending our loved 
one’s eyes overseas. He told us that their 
Boards are chaired by nonclinical community 
members ensuring strong community input.  Dr 
Gardiner’s presentation was full of respecting 
the Donor and the Family. I could have listened 
to his messages for the whole day, they echoed 
the sentiment of many a Donor Family.  
DFA held a survey with its members to find out 
their thoughts on consenting Donor Families 
and Consenting Recipients meeting. We had 
550 people respond, 544 said they should be 
able to meet with 6 saying they shouldn’t.  Very 
overwhelming and conclusive response in their 
answers and comments and in the number 
who did respond. 

~continues next page
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During a session at the forum, there was a 
presentation given on this topic and there 
were comments and questions that followed. 
A question from the floor asked a senior 
DonateLife staff member what she thought of 
consenting Donor Families and Consenting 
Recipients meeting she said: “I don’t know I 
haven’t given it any thought.” Another senior 
member of DonateLife: “I would rather leave 
the room when this is discussed….” he said.   
As I have mentioned earlier this is the single 
biggest topic with both Donor Families and 
Recipients.  The response from senior Donate 
Life staff was very disappointing.  Even if the 
new Board review this topic, if the Donate Life 
staff don’t want it to happen it won’t.  It is clear 
we need to move forward without the OTA/
Donate Life and look at ways we can support 
consenting Donor Families and consenting 
Recipients meeting.   
In Ms Coco’s presentation, she told the 
delegates that by collecting consenting 
registrations, the medical staff will be able 
to ensure those registrations are converted 
into donations. At no stage did she mention 
the Family in the process. Ms Coco’s ‘First 
Person Consent’ presentation was based 
on eliminating the so-called 10% of Families 
that override their loved one’s registration.  
She explained that her approach of ensuring 
that 10% of registrations were converted to 
donations was based on the medical staff 
taking control of the situation and making sure 
the Donors ‘wishes’ are honoured. We were left 
to assume that percentage of families who did 
not want donation to occur were overridden 
by the system of ‘First Person Consent’. This 
system is totally reliant on Australians filling 
in the legal registration form as introduced by 
Minister Ken Wyatt on 13 July. Without that 
legal consent, it cannot go any further and it 
must revert to the Family for the consent.  
I must admit I was surprised that someone so 
high up in the OTA/DonateLife organisation 
would hold such views; I was left wondering 
how many other high ranking public servants 
and medical staff hold the same view. I also 
know that Transplant Australia has been 
advocating ‘First Person Consent’ for some 
years, as is displayed on their webpage, and 

this organisation is funded by the OTA. DFA 
totally agrees with the Government’s current 
system (ie: Families are asked for their consent 
for their loved one to become a Donor). Total 
respect is given to that Family at that horrible 
time. In fact, it could be said that DFA is more 
in favour of the government’s current system 
than the government itself. It was only in 
February 2017 that Minister Ken Wyatt actually 
called for the system to be reviewed. A move 
to ‘First Person Consent’ effectively means you 
trust the government more with what happens 
to your organs and tissues than you trust 
your family and eliminates your family from 
the process. Again, if I was a cynic, I would 
associate DonateLife Week’s drive towards the 
new nondescript registration form as a move 
towards “First Person Consent.”
An eye surgeon, who was invited by the 
OTA, presented the topic of eye donation 
at a breakaway session for Tissue and Eye 
Transplantation. Amongst other things, he 
told delegates that Australia will soon be 
using ‘First Person Consent’ as its system for 
collecting donations and as a consequence of 
this change, we will increase eye donations so 
much that we will be able to ‘export’ them. I 
have to say, I still cringe at this surgeon’s idea 
of the future. My family would never agree to 
our daughter’s eyes being ‘exported’ like a 
commodity and given this has been put forward 
by a surgeon who is represented on the new 
OTA Board by fellow surgeons, it does hold me 
back from signing the new registration form.    
There are many changes happening within the 
OTA at the moment and there are a number 
of different ideas going around as to the best 
way of helping our recipient friends. It has all 
become very disjointed. Let’s hope that the 
new Board brings it all together so that the 
Australian public can trust the authorities with 
what happens to our loved ones and their 
families and ultimately brings the best results 
for all those in need of the miracle that is Organ 
and Tissue Donation.  

Bruce McDowell

 f  


~continued from previous page

https://www.facebook.com/DonorFamiliesAustralia
http://donorfamiliesaustralia.com/contact-us/
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The 2017 Donatelife 
Week campaign 
has changed the 
relationship between 
the Australian 
community and 
Donatelife. 
What is different? The 
mention of family has 
been removed from 
campaign messaging 

to focus entirely on Australian 
Organ Donor Register (AODR) 
registration.
Is this a problem? It depends 
on how you look at it. There are 
three trust implications for the 
community about the use of the 
register based on economic, 
practical and human factors. 
First, let’s look at the 
economics. More than $13.4 
million has been spent on 
Australian communication 
campaigns since 2010 
(Woolcott, 2012). This impost 
on the tax payer flies in the 
face of evidence from Spain, 
Croatia, and Portugal that 
shows that a register and public 
campaigns are not required for high rates 
of organ donation—but instead, care and 
support for patients and their families at the 
end of life is essential. Evidence from Australia 
supports this view where donation rates have 
risen significantly since 2009 as a result of 
increased staff and organisational resources 
used to identify possible donors and request 
donation. A new training program to help staff 
discuss donation have contributed to consent 
decisions. Previously, few clinical resources 
were available to action organ and tissue 
donation, even if a family offered to donate. 
Second, the practical assumption that donor 
registrations have contributed to the increased 
donation rate and should be supported is 
incorrect. Importantly, since 2007 registered 
refusals to donate have increased almost 

tenfold, from 3,417 in 2007 
to 30,566 as of May 31, 
2017. Whereas, since 2007, 
the proportion of overall 
registrations on the AODR 
(based on population growth) 
have effectively ‘flat-lined’, as 
seen below. The consent rate (where deceased 
donation is requested by clinicians and agreed 
to) has been static over many years at around 
60%. In this period public support for donation 
has trended down from 98% in 2010 (Woolcott, 
2010) to 80% in 2012 (Woolcott,2012).

What does this mean? Why is it 
important?
These policy decisions impact people. For 
people waiting for a transplant, there is 
sometimes a belief that families of deceased 
patients selfishly and irrationally refuse to donate 
—even if their relative had previously agreed. 
Thus the urban myth that op-out increases 
donation and bypasses grieving families to 
enhance rates of donation. ‘Nudge tactics’ 
are strategies used in Australia that underpin 
education for clinical staff about how to ask 
for donation. These tactics also underpin the 
AODR messaging. Organisations use ‘nudge 
tactics’ to meet targets that are dependent on 
individual decision-making. Governments use 
these strategies to address behaviours that are 
seen as illogical, determined by emotion –and 
not fitting policy agendas. These behavioural 

Holly’s 
Insight

MAKE YOUR DECISION COUNT

The proportion of over-all registrations on the Australian Organ Donor Register 2008-2016 
(based on population growth).*
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management tactics are used to ‘nudge’ or 
pressure people to make a decision that fits 
with the organisation’s plans. 
Some argue nudge strategies are paternalistic 
and undemocratic—particularly if information 
is poorly communicated or withheld, and 
outcomes are not what the decision-maker 
expected. The implications for the patient 
or family making deceased organ donation 
decisions are significant, and impact end of life 
experiences. The benefits for recipients and 
donors are substantial when things’ go well’. 
The harms if things ‘go wrong’ for the recipients 
and donors are substantial and include barriers 
to a ‘good’ or ‘peaceful death’, the risk of 
complicated grieving, heightened community 
distrust and refusals that may inhibit donation. 
An ongoing failure of clinicians, academics, 
policy makers, politicians and governments 
to address the problem that deceased organ 
donation decision-makers must explicitly trust 
the information provided to them by clinicians 
caring for their relative because:
1. There is no universal definition of death or 

how it is determined; 
2. There is limited evidence of quality review 

processes that ensure the diagnoses and 
treatment decisions made at death are in 
the interests of the dying/ deceased patient; 
and 

3. Deceased organ and tissue processes vary 
and are unclear to many clinicians, and 
obscured from the public. 

Registration is a useful tool if used appropriately. 
Individuals who complete the registration form 
are unlikely to understand the consequences 
of their decision and therefore not satisfy 
the legal requirements for medical consent. 
Families who face the organ donation decision 
at the time of a relative’s death are generally 
dismayed to discover that the determination of 
death and donation practices are not what they 
or their family anticipated. Families indicate that 
having prior information about the processes 
would have helped them agree—but argue 
they need good clinical support to navigate 
the situation. This is particularly important if 
donation surgery takes days to arrange. End 
of life care cannot be separated from organ 
donation decisions, and this is where clinical 
practice needs to improve in Australia, and 
where overseas donation leaders excel. 
There is plenty of evidence our community 
are generous and do not want to see people 
suffer. There is also evidence our community 
are desperate, because they have been told 
that the only way we can increase organ 
donation rates is to force the public to donate. 
The tragedy is the community are being 
manipulated to willingly take away the rights of 
families to have a say in what happens to their 
dying loved one. 
It is a most brilliant manipulation by clinicians, 
governments, policy makers and politicians 
to shift responsibility for transparent, clinical 
care away from themselves, and to instead 
blame consumers: the community and grieving 

families when patients 
suffer and die from organ 
failure. 
*Acknowledgement: Mr Brian 
Myerson, Co-founder and Director 
Sharelife Australia who provided the 
graph and editorial comment.

Dr Holly Northam, 
Faculty of Health, 
University of Canberra 
Pudandam



DFA News is distributed throughout Australia each quarter.
If you have a public event planned in relation to organ and tissue donation, 
please let us know and we can publish your event details.**
To advertise an event, contact us: http://donorfamiliesaustralia.com/contact-us 
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Limerick Arms Steak & Ale House
364 Clarendon Street
South Melbourne

ANNUAL GENERAL MEETING

Saturday 16 September 2017

5 pm

RSVP/ By 9 September 2017
Email: admin@donorfamiliesaustralia.com

Date/

Time/

Venue/

Come along and enjoy  
a complimentary Three-course Dinner  
with other Donor Families  
in a friendly relaxed atmosphere…

RSVP by 9th September 2017 
to email: kevin64green@gmail.com

Saturday 16 September 2017 
@ 6.30 pm
Limerick Arms Steak & Ale House
364 Clarendon Street, South Melbourne VIC 3205

joinus!

Please note: Donor Families only,  
and our apologies, but no children on this occasion 

mailto:admin@donorfamiliesaustralia.com
mailto:kevin64green@gmail.com


12

Transplantation changes lives; it is a given that 
when you receive an organ or tissues from 
a donor that your life will change forever. A 
recipient always knows this. 

For some, the experience may be better vision, 
a beating heart, a working liver, a filtering 
kidney, or new breath.  But something that is 
unexpected, is all the other amazing things 
that may happen in your life as a result. All the 
new adventures, friendships, and life changes 
that may come—all made possible because of 
the most selfless gift given by your donor, or 
donors. 
I want to tell you the story of how I came to 
Australia. I am an American who received 
the gift of a double lung transplant in 2010.  I 
looked at my gift of life as an opportunity to 
expand my world.  With the gift of new breath, 
I had the opportunity to do amazing things in 
my life. 

One of those things was becoming involved 
in the American Transplant Games. I have 
attended three US games events, with the 
most recent in 2016. It was at these games 
that my world crashed into Australia.  Sixteen 
Australians, all recipients, supporters, and 
donor families came out to Cleveland Ohio, 
USA to compete in the Transplant Games of 
America. 
It was amongst these amazing people that I 
met my (now) husband. Terry, a double cornea 
recipient and an Aussie, traveled all the way 
from Melbourne to the US Games. We both 
spent the week participating in our respective 
sports.  I competed in swimming, golf, bocce, 
and volleyball, whereas Terry competed in 
poker, trivia, and darts. The week was an 
amazing energy of friendship, miracles, and 
new experiences.
Terry and I both went about the week at the 
Games only briefly crossing paths. It was 
not until our last night at the games that we 
finally had a chat. It wasn't just any chat. A 
long conversation over drinks and undivided 
attention on each other. What we didn't know 
then was this was the beginning of an amazing 
love story.
From that evening after we parted, Terry 
and I spoke every single day. We met about 
a week later in Hawaii, after he invited me to 
join him before he headed back to Melbourne, 
and I accepted. We had a whirlwind couple 
days together in Hawaii, and this is where we 
solidified that we were very special people in 
each other’s lives.  We talked for hours, had 
fun drinking on the beach, and even went 
parasailing. We both felt that our connection 
was something we had never felt before. 
Fast-forward to 31 December 2016, where 
Terry and I were reunited as I came to Australia 
to visit for three months, to travel and train 
in swimming. We travelled around and I met 
so many new friends here in the transplant 

Becoming an organ or tissue recipicent is an amazing thing but sometimes, it’s not just 
the gift of life, or renewed function, it can also mean the lifechanging gift of finding one’s 
soulmate—as happened to Anna and Terry. Anna shares their beautiful life and love story 
here. 

NEW BREATH, NEW SIGHT AND FINDING 
YOUR SOULMATE
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community and I felt right at home. 
It felt like every day I was just more sure 
about my relationship with Terry.  I had found 
my soulmate. Terry and I only became closer 
during this time together, and he asked me to 
marry him. We shared with our families, and 
the planning was on! 
I went back to America and wrapped up my 
life, packing a few items in some boxes, and 
suitcases. During the process, Terry and I 
realized we didn't want to wait until the end of 
the year to get married, so we moved up the 
date—to 28 May 2017—for our wedding. We 
invited Terry's family and our many friends of 
recipients, loved ones,  and donor families. 
It was an amazing day, our wedding day:  
being surrounded by so many amazing people 

and the tangible love and support was 
tremendous. It is a day I wish I could re-
live over and over. Now, just 13 months 
after we met, Terry and I are happily 
married, living outside of Melbourne 
and loving and living life together. Terry 
is about to celebrate twenty years with 
his first cornea transplant, and I will soon 
be celebrating seven years with my new 
lungs. We are so grateful to have met 
each other, and as we expressed during 

our wedding 
ceremony, we 
are eternally 
grateful to our 
donor families 
for not only 
giving us new 
breath and new 
sight, but the 
o p p o r t u n i t y 
to meet our 
soulmates.
Anna
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I was recently reading a draft paper from an 
international colleague and every time I reached 
the words ‘organ harvest,’ I found myself 
recoiling in distance. I had not always had this 
aversion to the word ‘harvest’. Six years ago I 
remember being publicly challenged by my use 
of the word. That meeting was launching the 
Organ Donation Taskforce recommendations, 
to an intensive care community unused to 
such challenge. The word harvest, I was told, is 
deeply offensive to donor families. I have since 
spoken to many donor families and verified that 
this is indeed the case. Fortunately, it is a word 
now seldom heard coming from the mouths of 
health professionals in the UK and, no longer 
from my own.
You see, words matter. They do as they Russian 
philosopher Mr M.M Bakhtin suggests, reveal 
our intentions. By the very nature of the way 
we describe organ donation as ‘donation’, it 

makes it very clear that we consider this a gift-
giving activity. One cannot harvest a gift: except 
perhaps on Christmas morning in my house. 
Since our words carry our intentions, choosing 
which word to use needs careful consideration 
and it is not always easy to find the appropriate 
choice. Organ retrieval is the way we describe 
the theatre process of organ donation within 
NHBST publications and also the word we use 
when speaking to relative. Less satisfactory 
is the use of organ procurement, a common 
term in the USA, which carries commercial 
connotations. I have heard other suggestions, 
such as the ‘patient is going to theatre for organ 
gifting’. This unwieldly use of the word suffers 
another problem; it can lead to the conclusion 
that our intention is merely self-propaganda. 
Striking the right balance is something we must 
continually strive to achieve and, we must be 
prepared to shift our word choice over time.
I am finding myself describing the surgical 
removal of organs from deceased patients 
as organ recovery. This to me captures 
the nuances of our evolving practices and 
technologies. In Donation after Circulatory 
Death, every minute counts as warm ischaemia 
damages the organs further. The word 
‘recovery’ captures the imperative that time 
is of the essence. As we move toward novel 
technologies in donation and transplantation, 
especially ex-situ assessment and treatment 
of deceased donor organs, recovery likewise 
reminds us that the dying process, whether 
that leads to Donation after Circulatory Death 
or Brain Death, damages the organs and that 
the organs can benefit from efforts to recover 
them, even after they have been removed from 
a deceased donor.

The following article comes from an article by Dr Dale Gardiner, the Deputy National Clinical 
Lead  for Organ Donation (UK National Health Service), in the January 2015 issue of Blood 
and Transplant Matters, underscoring the importance of choosing the right words when 
discussing issues pertaining to organ and tissue donation.

“All words have the “taste” of a 
profession, a genre, a tendency, a 

party, a particular work, a particular 
person, a generation, an age group, 
the day and hour. Each word tastes 

of the context and contexts in which 
it has lived its socially charged life; 

all words and forms are populated by 
intentions.” 

M.M. Bahktin, The Dialogic Imagination, 
1981.

WORDS MATTER
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There may be other words in our transplantation 
nomenclature also in need of recovery. There is 
nothing marginal about a donor and, I challenge 
any surgeon I hear using this term. The organs 
may be marginal but the donor making this gift 
surely can never be. Extended criteria organs, 
whilst far from perfect, at least avoids any 
potential disparagement of the donor and their 
family.
Brain death, or, brainstem death, are other 
words I believe we should be moving away from. 
These words are frequently misunderstood 
by the media (especially when it passes out 
of mainstream news outlets) and are even 
misunderstood by the health professionals 
who should know better . Is it any wonder 
then that the public is confused? In a 2013 
Northern Ireland public attitudes survey, 21 
per cent didn’t know. I am not the first to 
suggest abandoning these confusing words. 
Without fanfare, and thus missed by most, 
the latest Academy of Medical Royal Colleges 
Code of Practice (2008) for the Diagnosis and 
Confirmation of Death removed any mention of 
the term ‘brainstem death’ and instead refer to 
the diagnosis and confirmation of death in a 
patient in coma or after cardiorespiratory arrest. 
There is according to the Academy only one 
death but there are differing circumstances, 
and thus requiring different criteria, when a 
doctor must make the diagnosis. In my own 
practice when discussing neurological criteria 
for death with relatives I avoid any use of brain 
death or brainstem death. Instead my essential 
message is that death is suspected to have 
already occurred and that tests will be carried 
out to confirm or refute this suspicion.
Consent (authorisation in Scotland), deemed 
or otherwise, is part of ‘The Taking Organ 
Transplantation to 2020’ strategy which 
calls for a revolution in public behaviour. The 

words we choose to use, as we attempt this 
revolution, will shape the debate and our 
actions over the next six years. When we talk 
about family refusal or overrule of a known 
wish to donate, we clearly signal a belief that 
families are wrong. Many may agree with us 
but many will not, especially those resentful of 
external moralising into an area previously the 
domain of private or familial choice. This might 
exacerbate the trend we are already observing, 
an increase in known wishes not to donate, 
as expressed by families during approaches 
for organ donation . The Welsh introduction 
of deemed consent will mean that the Organ 
Donor Register (ODR) for the whole of the 
UK will change, to ensure we maintain just 
one UK register, not two. Therefore from July 
2015, everyone in the UK will have the option 
to register a wish on the ODR not to donate 
an organ. We must take extra care with the 
words we use, lest we counter our intention 
and promote opting out.
There is one final reason why we in the UK 
have a double obligation to be mindful of the 
words we use. As the home of the English 
language our word choices have international 
implications.
Dr Dale Gardiner
Deputy National Clinical Lead for Organ 
Donation
NHSBT
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2017 DONATELIFE FORUM

The 2017 DonateLife Forum (the Forum) was 
held on 11 May at the Brisbane Convention and 
Exhibition Centre. The Forum theme of Where to 
from here?, provided a great opportunity for over 
300 delegates, comprising the organ and tissue 
donation and transplantation sectors, intensive 
care community, community organisations, 
donor family members, transplant recipients 
and Organ and Tissue Authority staff, to come 
together to share experiences and ideas on 
how to better implement and further embed 
the national reform program into clinical and 
community practice.
Invitations to participate in the Forum were 
extended to community members for the 
first time in 2017. To promote an inclusive 
approach, the previously named ‘DonateLife 
Network Forum’ was renamed the ‘DonateLife 
Forum’.
The Forum program included presentations 
in key areas of donation and transplantation 
relevant to both the clinical and community 
sectors with a session dedicated to donor 
families and recipients. The first topic of this 
session was the recent DonateLife Community 
Consultative Forum which explored the matter 
of direct contact between donor families and 

transplant recipients in Australia. Dr Dominique 
Martin, a Bioethicist from Deakin University who 
facilitated the Community Consultative Forum, 
presented about the intent of the Community 
Forum, international experience on the issue, 
the views expressed by attendees and the 
outcomes from the day. A key finding from the 
Community Forum was there is no “one size fits 
all” approach to the issue of identity disclosure, 
communication and contact between families 
and recipients, with a broad range of opinions 
and preferences expressed by participants, 
and reflected in Australian and international 
research.
Michelle Skinner’s (Donor Family Support 
Coordinator, DonateLife Victoria) presentation 
reminded the audience that each family’s 
response to death and donation are complex 
and the challenge for DonateLife is to learn 
from every interaction, to listen to each family 
and respond to their varying needs. 
The results of a survey conducted by LiverKids 
about donor families and recipients meeting 
was presented by John Matthews. The results 
showed that, in principle, the majority of its 
members support the idea that families and 
recipients should have the option of seeking 

direct contact. 
Diane Murphy, Donor 
Family Support 
Coordinator at 
DonateLife QLD shared 
her experience of using 
Skype to support donor 
families in rural and 
remote Queensland. Ms 
Murphy spoke about 
the positive feedback 
received from family 
members who have 
accessed counselling 
services via Skype. The 
provision of this service 
affirms that accessibility 
of services is the issue 

Carla Van Weerdenburg of the Organ and Tissue Authority, provides an outline of the recent 
DonateLife Forum held in Brisbane.
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regardless if a family 
member lives in a rural 
area or in a city where 
traffic, parking costs and 
care of young children 
may prohibit help-
seeking.
Other key areas that were 
presented at the Forum 
include consent models, 
donation after circulatory 
death, donation specialist 
roles, transplantation 
now and into the future, 
using data to identify 
opportunities for increasing organ and tissue 
donation, paediatric donation and eye and 
tissue donation
We were particularly fortunate to have Dr Dale 
Gardiner, Deputy National Clinical Lead in Organ 
Donation Medical Director, National Health 
Service Blood and Transplant (NHSBT) UK, as 
our international guest. He was an engaging 
and passionate speaker who presented on the 
UK reform experience. Amongst other topics, 
Dr Gardiner spoke about donor recognition in 
the UK. The Order of St John UK Award for 
Organ Donation was established in 2013 to 
recognise the generous gift from donors and 
their families. It is awarded by invitation to 
families whose loved one donated their organs, 
and posthumously honours the donor. There 
are also memorials at hospitals throughout the 

UK that are permanent tributes to the donors 
and their families who consented to organ 
donation.
Dr Gardiner’s presentation showed that while 
there are many similarities between the UK and 
Australian donation-transplantation systems, 
there are some differences which provide us 
with food for thought on the future direction and 
priorities of the reform program in Australia. 
The positive collaboration demonstrated on the 
day provided a platform for our future efforts to 
consolidate and build upon our significant past 
achievements and to drive the reform program 
forward.
We thank all the donor families that attended 
the Forum and hope they found the day 
interesting.
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