
We were two 18 year old Geraldton girls travelling around 
Europe having the time of our lives, spending every waking 
minute together, meeting new people and making sure we were 
experiencing the most of what Europe had to offer. 
There wasn’t a day that went by where we weren’t hysterically laughing 
at each other. We definitely got the giggles each day reminiscing over 
the image of tiny little Alysha (Lee) with her gigantic backpack falling 
down the stairs in Rome at the Vatican. (I can still picture it now 

and it is still just as funny as the day she did it). The thought never 
occurred to me that these moments would be our last together…
We met in primary school but became inseparable in high school. 
Lee was one very generous, kind-hearted, quirky girl with so 
much character. I was drawn to her as was everyone. There was 

no one quite like Lee and to this day I 
still haven’t met anyone like her.
We would spend most weekends 
together shopping, walking, swimming, 
having DVD marathons with popcorn 
and chocolate, canoeing (well, 
managing to gracefully fall out of the 
canoes not once, not twice but billions 
of times) I swear every time we stepped 
foot into a canoe it would immediately 
tip over, which is why we did it a lot as 
every time we fell out, it only got funnier. 
Canoeing wasn’t the only thing we were 
terrible at together, we were also terrible 
at fishing. One school holidays we were 
so bored we thought it would be fun to 
go fishing, however we had rods but no 
bait. So Lee came up with the brilliant 
idea of cutting up pieces of bread and 
cheese and using that as bait coz you 
know in Lee’s opinion “who doesn’t love 
bread and cheese right?” So we hooked 
up those rods getting pretty excited to 
catch some fish. When Lee cast her line 
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out I think we nearly fell off the 
rocks laughing because the 
piece of bread flew off that 
line one way and the cheese 
the other way getting taken by 
the slight breeze in town. We 
learnt a lot from that moment 
- do not use bread and cheese 
as bait, use bread and cheese 
to eat while fishing.  We also 
did many weekend trips with 
her family to Kalbarri, we 
would hire the paddle boats 
and go for a leisurely paddle 
up the river as well as battling 
it out at mini putt putt. 
Lee was just one of those 
people who made everything 
fun, there was never a dull 
moment we even managed to 
have a ball when doing chores 
- “why and how?” you ask, 
Lee being the quirky girl she 
was thought “what’s a chore 
without music”, so there we 
were doing the dishes and 
making up the weirdest dance 
moves in the process. 
This was just the way Lee was 
adding her quirk to everything. 
Her quirkiness is why she 
was so fantastic at acting (her 
passion). She is by far one 
of the best impersonators 
I am yet to see, acting was 
her forte. In high school she 
played the part of the Artful 
Dodger (male part) in a school 
production of Oliver. This 
production was shown to  the 
local community. Lee played 
this part so well that the girls 
from the other schools were 

asking “who was the guy in 
Oliver, he is hot”. They were 
quite shocked to find out that 
he was actually a girl when she 
unmasked from her character.
Although Lee was a very fun 
person to be around she was 
also very driven, she knew 
who she was and what her 
goals were in life and worked 
extremely hard to achieve 
them. She wouldn’t let 
anything or anyone get in her 
way.  
At the age of 17, straight out 
of high school, her drive lead 
her to Perth to continue her 
endeavour on chasing her 
dream in acting. 
At the age of 18 Lee convinced 
me to start saving to go to 
Europe. The thought of Europe 
had never crossed my mind; 
but Lee’s dream was to go and 
travel and she persuaded me 
to join her on the journey. (I am 
so thankful she did because 
they are now the memories I 
cherish most.)
We spent over 4 weeks in 
Europe together and got along 
so well that Lee being the 
driven, strong minded person 
she was, convinced me to 
start a new life in Perth when 
we flew back to Australia. 
Two weeks after arriving into 
Australia I moved to Perth and 
we continued to have a ball, 
living and loving life.
A month later the unimaginable 
happened - Lee’s loving heart 

and soul 
was taken 
from this 
earth in a 
tragic car 
accident . 
Her huge 
soul was 
obviously 
too much 
for this 
world to handle. I say this 
because to this day Lee’s 
giving soul is still giving 
beyond the grave. Not only is 
she a Donor helping others in 
need but she has given me a 
direction in life I never thought 
possible. 
I dwelled for a long time 
on Lee’s passing but what 
helped me (and I remember 
this moment vividly) was her 
parent’s receiving a letter 
explaining how Lee’s Donation 
has saved and improved so 
many lives.  This letter really 
hit home and woke me up, 
here is Lee, still touching so 
many lives by helping others. 
After leaving Lee’s parent’s 
house I sat in the car and 
decided, if Lee can make such 
a difference then so can I.
Since that moment, Lee has 
helped me in more ways than 
I could imagine, she helped 
me organise a few successful 
fundraising music  festivals, 
she helped me start and 
complete my studies and she 
helped me make the decision 
to travel and make the most of 

EMMA’S BEST FRIEND, ALYSHA
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what life has 
to offer.
Lee was and 
still is my best 
friend, not a 
day passes 
where I don’t 
think of her 

hilarious ways and still to this 
day I have people tell me their 
story on how Lee has helped 
them. 

It is comforting to know Lee’s 
legacy lives on and that her 
spark remains here amongst 
the living saving and improving 
lives. I count my lucky stars 
every day to have met her and 
to have had the opportunity 
to be her friend and to have 
such special memories to hold 
onto. I can’t thank her enough 
for the path she has put me 
on which has made me realise 

who I am, what I believe in and 
what I can achieve in life.
I look forward to seeing what 
else Alysha has to offer in my 
journey through life, I’m sure it 
will be loving and extensive.
Dearest friend, Emma Fane.

Early July this year saw one 
of the largest student medical 
conferences (with 1300 
attendees) held in Melbourne, at 
Etihad Stadium. The University 
of Melbourne Doctor of 
Medicine Student Conference theme this year 
was “The Patient”. I was asked to speak at 
the session titled “How To Save a Life” along 
with Dr. David Goodman, Senior Nephrologist, 
St.Vincents Hospital, Dr. Cameron Knott ICU 
Austin Hospital, Kevin Green Kidney Recipient 
and myself as a donor family. 
The objectives of the session were to 
understand the context in which donation 
and transplantation occur, especially the 
complexity of the process, the infrequency 
of the opportunity and why, including the 
debunking of some of the myths. To gain 
insight into the difference that donation for 
transplantation can make to a recipients life 
(and their family etc) – life saving/transforming. 
To realise the importance of people being 
willing to donate and making their donation 
wishes known to their family/those closest to 
them. 

As a donor family sharing my donation 
experience was quite emotional. Despite the 
passing of time (four and a half years) I found 
myself right back at that horrible day. I felt it 
was imperative to convey the lived experience 
of a donor family rather than just the textbook 
view. I explained that whilst we knew Brett’s 
wishes in regard to being an organ donor we 
knew very little about the actual process and 
the toll that would have on our family. Our 
process was not well handled so I was able to 
impress upon them how important the family 
discussion is and how families need to be 
supported during and after the donation.
Feedback from the conference was very 
positive, with many stating that it had made 
them much more aware of what was needed 
when approaching a grieving family during the 
donation process. It was a privilege to be able 
to influence our future medical practitioners.
Leanne Campbell

HOW TO 
SAVE A LIFE

EMMA’S BEST FRIEND, ALYSHA
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CHAIRMAN’S MESSAGE
You would have noticed the delay in getting out 
our September quarter Newsletter. As is the 
case every quarter there are things that need 
reporting now rather than waiting another three 
months, so we made the decision to hold this 
newsletter back.  
This edition is a rather busy one and bigger than 
normal. We have included the so called Wave 
1 Organ and Tissue Survey, as conducted by 
Donate Life Canberra. We think it’s important 
that Donor Families and interested people read 
the survey and take the opportunity to pass onto 
Donor Families Australia (DFA) any thoughts 
they may have.  This is particularly important 
as the process is now under way for Wave 2 i.e. 
the survey for the period 2012 and 2013. DFA 
thanks Donate Life Canberra for the initiative 
it has taken in inviting us onto its committee 
for the formulation of Wave 2. Through this 
representation we hope to be able to voice the 
ideas and thoughts of our members.  
The other day I was at the Donor Awareness 
Fountain here in Geraldton, WA and a tourist 
from Queensland engaged in conversation 
with me firstly with “how does that 4 tonne ball 
keep going around?” Once I had explained the 
plumbing we started to talk about what it is there 
for. With that this person made the observation 
“We don’t do Donation well in Australia do we”. 
Sadly I had to agree.  It would seem Australians 
know we don’t do it well, yet the percentage 
of families saying no remains fairly constant 
and high. It is because of this we get ideas like 
bypass the families, opt out instead of opt in. It 
is fair that people come up with ideas of trying 
to improve the rate but it is very important that 
in their efforts they don’t destroy the trust we 
have in our medical system and include the 
views of  Donor Families as they understand 
better than most what it takes to say “yes”.    
Recently I had the privilege of having lunch 
with Donor Families at the Transplant Games 

and dinner with 
a group of Donor 
Families at a venue 
in Melbourne a few 
days later. Other 
than at a memorial 
type service, I 
have never been 
with this number 
of Donor Families 
socialising. It was 
great to be able to 
mix with people who all had a story to tell and 
were keen to tell it to others who understood 
what they had been through. Thanks to 
Transplant Australia for organising the lunch 
and to Kevin Green and our own DFA member 
Leanne Campbell for organising the dinner.  
We at DFA represent all Donor Families whether 
it be Organ, Tissue or Live Donors.  We are 
very keen for all Families to make contact and 
become members so that your thoughts can 
be relayed on to policy makers.
You may have noticed the new presentation 
of our last Newsletter. Pre that Newsletter the 
compiling had been done totally by a Donor 
Mum. Whilst she had done a fantastic job, we 
have been very lucky to have volunteer Sam 
from Henry Cross Marketing and Design, come 
forward offering her time. DFA thanks her very 
much with all the help she has given to the 
important job of getting the message out there.
Enjoy this edition and please make any comment 
you like on our facebook pages or webpage. 
Thank you to all those that contributed to this 
newsletter.
Bruce McDowell

f  

A life that touches others goes on forever

https://www.facebook.com/DonorFamiliesAustralia
http://donorfamiliesaustralia.com/contact-us/
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The gift of tissue donation 
provides great hope to 
people who are unable to 
see, to patients who suffer 
life threatening burns, 
to children with cancer 
who face amputation 
and others who can 
benefit from bone and 

other transplantation therapies. The donation 
of tendons and other muscular skeletal tissue 
enables athletes to perform to Olympic level. 
Tissue donation remains a remarkable gift that 
can transform the lives of those who suffer 
from a wide range of conditions. 
The generosity of the tissue donors is less 
frequently discussed and there is a view 
that almost anyone can donate tissue 
following death. An idea usually linked 
to the suggestion that any of us can help 
another following death. This is a powerful 
idea, but it is important not to diminish the gift, 
and sense of sacrifice that families who agree 
to tissue donation after the death of their loved 
one may experience. 
The idea of organ donation is often presented 
as a rare gift, an extraordinary expression of 
the human ability to combine altruism and 
medical science to give life and hope. Organ 

donation’s life-saving capacity is advertised 
and often represented in film and in the media. 
The transformation experienced by patients 
who are fortunate to receive this precious gift 
is also represented.
It should however, never be forgotten, that the 
families of tissue donors, like organ donors, are 
courageous in their grief when they agree for 
donation to proceed. The donation processes 
differ between tissue donation and organ 
donation, and families who are already at 
home following the death of a loved one are 

frequently shocked to receive an 
unexpected call asking them 

to agree to donation. There 
are sometimes sacrifices and 
consequences for the donor 
family who donate their loved 
ones tissue. 

Importantly it should be seen 
that the gift of tissue may be life 

saving for those with failing eyesight who are 
fearful of life without sight, and for so many 
people. There is insufficient tissue to meet the 
needs of our population. Donating tissue is an 
extraordinary and precious gift which should 
be acknowledged with gratitude.
Holly Northam

Holly’s 
Insight

TISSUE DONATION: PRECIOUS GIFT

Donor Family Dinner
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A life that touches others goes on forever

The 2014 Australian Transplant Games 
have turned out to be an incredible event, 
raising significant awareness around 
organ and tissue donation says Transplant 
Australia. 
This year’s Games brought over 700 
registrants to Melbourne from all over 
Australia and the World, including transplant 
recipients, living donors, donor families, 
supporters and healthcare professionals. 
Participants were aged from 2 to 75, all 
coming together with the same goal: to say 
thanks and celebrate the greatest gift – the 
gift of life.
The 2014 Games presented a world-first 
event: the ‘thank you’ activation, dedicated 
to donor families and living donors. 
On Saturday 27 October hundreds of 
individuals touched by transplantation came 
together in Federation Square to create a 
human formation of the number 2478. The 
number represented the collective power 
of transplantation and the extra years of life 
2014 Games participants have enjoyed since 
receiving a life-saving transplant. The public 
event allowed those involved to say thanks 
to the amazing donor families and living 
donors that make transplantation possible. 
The Official Opening Ceremony of the 

Games also saw 
a celebration of 
the generosity 
of donor 
families and 
living donors. 
T r a n s p l a n t 
r e c i p i e n t s 
created a guard 
of honour 
for these 
individuals to 
again show 
thanks for their 
second chance 
at life. 
The Australian 
Donor Family 
quilt was on display all week at Melbourne 
Sports and Aquatic Centre. The Family Quilt 
is an ever-growing commemorative piece 
dedicated to donors, keeping the memory 
of these wonderful people alive. The Donor 
Family Lunch held during the week allowed 
donor families to contribute to the quilt in a 
quilt making workshop. 
The competition was tough this year and 
all States did extremely well. We send a 
big congratulations to Victoria, the host of 

the Games, being named the 
2014 Australian Transplant 
Games winners, taking home 
the prized Victor Chang 
Memorial Shield. 
To catch up on the Games 
and see photos from the week 
please visit the Australian 
Transplant Games Facebook 
page or follow @transaus on 
Instagram or Twitter. 

A WORLD FIRST EVENT

2014 TRANSPLANT GAMES 2014 TRANSPLANT GAMES
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Well it’s now eight days since the conclusion 
of the 2014 Australian Transplant games, 
which was celebrated by a fabulous Gala 
dinner held at the NGV. This evening was a 
fitting way to wind up a hectic, exciting and 
inspiring week.
The Games kicked off on Saturday 4th 
October with a Thank You March in 
Melbourne, beginning at Queen Victoria 
Gardens and ending at Federation Square. 
Dressed in orange t-shirts emblazoned on the 
front and 2478 Years and Counting Club (the 
number of extra years the participants have 
had) on the back, we then formed the figures 
on the steps Fed Square. This was a very 
proud moment for me and my family as we 
publicly remembered and thanked my donor 
and family.
A community Donatelife FunRun on Sunday 
was another wonderful event, which was 
followed by the official opening ceremony. A 
very special change to the format honoured 
and lauded donor families and living donors 
as the teams formed a guard of honour. 
The rest of the week was jam-packed with 
both sporting and social activities…. archery, 
athletics, backgammon, 
badminton, chess, cycling, 
darts, golf, lawn bowls, 
petanque, scrabble, social 
petanque, squash, sudoku, 
swimming, table tennis, 
tennis, ten pin bowling and 
volleyball. There is something 
for everyone!!!!
For me, swimming is my 
preferred sport, not that I’m 
the fastest or most proficient 
swimmer but I learnt long 
ago that the most important 
aspect of these games is 
participation. Whilst winning 
a medal is of course exciting, 
giving the best you can, 

supporting others and completing the event 
is incredibly rewarding. Having said that, I 
successfully gained silver in my two events.
This year, my daughters and their families 
also participated and it was such a proud 
time for me as my five grandchildren, aged 
13-3, embraced the spirit of the games.
This year’s games had 360+ competitors 
-with nearly as many supporters. With the 
FunRun included there were about 1000 
participants. Melbourne turned on perfect 
weather with the predicted rain holding off. 
Being part of this amazing sporting carnival 
encourages and inspires me to continue with 
my resolve to “step up to life”, give it my best 
and always, ALWAYS be grateful for the extra 
ten years of life I have had.
The next Australian Games are in Penrith, 
NSW 2016. I would like to encourage everyone 
to consider joining in the week of celebrating 
our extended lives and honouring our donors 
and families. 
There are opportunities for competing and 
also volunteering. I’ll be there so come and 
say hello!!! 
Mary Bawden

MARY CONTINUES TO STEP UP TO LIFE

Above: Mary Bawden, Donor Receipient and Avid Transplant Gamer with her three Grandsons.

2014 TRANSPLANT GAMES2014 TRANSPLANT GAMES 2014 TRANSPLANT GAMES
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A new national suite of school education 
resources is available for teachers in 
Australian secondary schools to inspire 
learning and discussion about organ and 
tissue donation and transplantation in the 
classroom.
Ms Yael Cass, CEO of the Organ and Tissue 
Authority, said educating young people 
about the life-changing benefits of organ 
and tissue donation and the importance of 
family discussion about donation decisions is 
important.
“In the rare situation where a loved one is able 
to become an organ donor, the family is always 
asked to agree prior to donation proceeding. 
For this reason, it is important that young 
people are informed and involved in family 
discussions about donation decisions today, 
before such a situation arises,” Ms Cass said.
“It is particularly important to educate our 
young people about the rarity of organ 
donation and that only a few people can 
become organ donors. Less than one percent 
of all hospital deaths are in the specific 
circumstances where organ and tissue 
donation can be considered. Tissue only 
donation can occur in other circumstances 
which means that more people have the 
potential to become tissue donors, restoring 
the gift of sight or mobility to others.”
The Australian Curriculum Studies Association 
developed the new DonateLife education 

resources in collaboration with the Organ 
and Tissue Authority. The resources are 
aligned to the Australian English and Science 
curriculum and are relevant to the learning 
areas of Civics and Citizenship and Health 
and Physical Education.
The DonateLife education resources support 
Year 8 and 9 teachers to present the topic 
with an interactive and engaging approach to 
enable meaningful learning on the important 
topic of organ and tissue donation.
“Learning about organ and tissue donation 
at school is an important foundation for our 
young people in reaching their own position 
about becoming an organ donor, and in 
feeling comfortable discussing the topic at 
home,” said Ms Cass.
The ‘Gift of Life’ education resources for Year 
8 students introduce a range of issues relating 
to donation and transplantation, through 
short films and personal stories from the 
DonateLife Book of Life. The Science activity 
encourages students to understand the role 
of organs and tissue of the body.
The ‘Have the Conversation’ resources for Year 
9 students, explore the different perspectives 
on organ and tissue donation, the barriers 
to donation and ethical issues relating to 
transplantation. The Year 9 resources include 
the internationally acclaimed Australian short 
film, The Last Race.
Through their Scootle national portal, 
Education Services Australia (ESA) rated the 

NEW CLASSROOM 
DONATION RESOURCES
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DonateLife school resources as well-designed and pedagogically sound. Available online now, 
the resources can be accessed through Scootle or from the DonateLife website http://www.
donatelife.gov.au/resources/school-education-resources-for-teachers 
In addition, teachers can access the classroom resource pack, “Donating for Life: the Science 
of Organ and Tissue Donation”, produced by the Royal Institution of Australia (RiAus) through 
the OTA’s Community Awareness Grants Program. This resource is structured for Year 8 and 
Year 9 science teachers to enable and encourage them to incorporate discussions on organ and 
tissue donation into their science lessons. This classroom resource pack introduces students to 
a range of issues relating to organ and tissue 
donation for transplantation. 
Students explore sensitive issues through 
short films, personal stories and factual texts. 
These resources complement the existing 
DonateLife school education resources that 
cross several subject areas and are aligned 
with the Australian curriculum and are 
available on the DonateLife website.

http://www.donatelife.gov.au/resources/
school-education-resources-for-teachers

For more information please email: 
enquiries@donatelife.gov.au
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DonateLife WA Clinical Nurse Manager, 
Melissa Smith, and Communications Officer, 
Sue Scrutton, were in Geraldton recently for 
the first stop in the northern leg of a tour 
of the play Gift of Life, and were pleased 
to catch up with Donor Families Australia 
Chair, Bruce McDowell. Sue tells DFA News 
about her experiences of that trip.
We were in Geraldton WA in September, as we 
accompanied a troupe of players up the coast 
to promote organ and tissue donation which 
illustrates both sides of the organ donation and 
transplant process in very human terms.
It was a first time view of the Geraldton memorial 
for both of us and we were mightily impressed.
With just three actors playing the parts of 
girlfriend, young footballer, doctors, mother 
and dialysis patients, the 25 minute play has a 
surprisingly powerful impact. Audiences were 
encouraged to ask questions of us at the end, 
and to take home their feelings about donation 
for discussion.
Ben Graetz from theatre company Artback 
NT developed the play in consultation with 
DonateLife NT. It features an Aboriginal woman 
who is struggling with end stage kidney 
disease. The play follows her journey through 
the difficult process of dialysis to the point of 
needing a kidney transplant and beyond. 

The play had previously toured in the Northern 
Territory for DonateLife NT with good response, 
and we at DonateLife in Perth realised that it 
was a great vehicle for reaching indigenous 
communities in WA as well. The play has an 
easily-understood, universal message about 
the benefits of donation and we thought it 
would be ideal to promote understanding 
among Aboriginal people in the regions, where 
there is a known high level of kidney and liver 
disease. 
With a Community Awareness Grant from 
the Organ and Tissue Authority last year, 
Artback NT tour manager and cast joined us 
on 9 September and after a number of Perth 
performances, travelled south to Kwinana 
and Bunbury and northwards to Geraldton, 
Carnarvon, Port Hedland and Broome, finishing 
on 25 September. They performed in Western 
Australian hospitals, Aboriginal health and 
social centres, and universities and schools 
with indigenous students. 
In Geraldton, the Gift of Life was performed at 
Geraldton Streetwork Aboriginal Corporation 
(pictured). In addition to receiving heartening 
feedback about the play, Melissa and I both 
felt that valuable links were forged with the 
super Aboriginal liaison officers and the Town 
of Geraldton staff who were extremely helpful. 
DonateLife WA State Medical Director, Dr 

PLAYERS ILLUSTRATE GIFT OF LIFE



For more information about the play, go 
to Artback NT: http://www.artbacknt.com.
au/index.php/theatre/gift-of-life/

To register for organ and tissue donation: 
https://www2.medicareaustralia.
gov.au/pext/registerAodr/Pages/
DonorRegistration.jsp

Bruce Powell, said that the play was a great fit 
for DonateLife’s project to enable donation in the 
regions.
“We hope that after watching the play, audiences 
will understand the importance of donation in 
their own community and to everyone touched by 
it, as well as the importance of discussing their 
donation decision with their family. We see this 
tour as a good opportunity to build relationships 
around the state, which can only help the process.  
We consider the ability to donate as something 
that should be in every West Australian’s reach.”
In staging it at hospitals and renal centres, 
DonateLife felt we had a chance of getting 
clinicians and outreach staff on side, to foster 
donation outside the metropolitan area. This has 
been our best gambit for the Statewide Organ 
Donation Project so far.
Almost 1,000 people watched the show during 
the 18 WA performances and many admitted they 
didn’t know about donation or transplantation 
before. Some were already on dialysis or facing 
it, which gave the story even more meaning for 
them. 
Overall reaction from audiences was that they 
would take a registration form home and speak 
with family about the subject.
That’s all we were hoping for. 
Sue Scrutton, DonateLife WA
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On 24 September 2014 the Organ and Tissue 
Authority (OTA) released the report of the 
national study of family experiences of organ 
and tissue donation for transplantation (the 
Donor Family Study Wave 1) which involved 
132 families who made a donation decision in 
2010 and 2011.  A total of 186 individual family 
members (185 family members who consented 
to donation and one family member who 
declined donation) agreed to participate in the 
study and completed a survey questionnaire 
and/or participated in a face-to-face interview. 
Proof Research was contracted to undertake 
Wave 1 of the Donor Family Study, which is an 
important mechanism for nationally seeking 
feedback from families on the care they received 
from hospital staff and DonateLife agencies 
when asked to consider organ and tissue 
donation, and the ongoing support received 
after a donation decision.  This feedback is vital 
as it allows us to learn from these experiences 
and ensure that the appropriate care and 
support is provided to families throughout the 
donation experience. This wave of the study 
approached a limited numbers of families that 
declined donation due to the location and 
confidentially of family records. Future waves 
of the study will aim to invite all families that 
declined donation, while maintaining and 
respecting the privacy principles, so that these 
families have an opportunity to share their 
perspective and experiences. 
The feedback provided by families is invaluable 
and results of this study will inform the review 
of the National Donor Family Support Service 
(NDFSS) which is offered by the DonateLife 
Network to Australian donor families. As part 
of the NDFSS, the OTA has produced a range 
of resources to support donor families which 
can be accessed on our website via this link 
- http://www.donatelife.gov.au/donor-family-
support-resources.
Effective communication with families when 
discussing organ and tissue donation is an area 
we have invested in and will continue to focus 
on in the Family Donation Conversation training. 

This training is provided to professionals 
involved in the care and support of families 
who are asked to consider organ and tissue 
donation. The results of the study will inform the 
continued refinement of this training to ensure 
that all families are well supported in their grief 
and have sufficient information when making a 
decision about organ and tissue donation. 
The OTA is conducting the Donor Family Study 
as ongoing waves of research that will occur 
every two years to seek feedback from families 
who made a donation decision in the previous 
two years.  This continual feedback will 
inform the ongoing review and improvement 
of services for donor families to ensure the 
appropriate care and support is provided 
before, during and after the donation process. 
Wave 2 of the Donor Family Study is currently 
being planned and will include families who 
made a donation decision in 2012 and 2013. It 
is expected that the wave 2 survey process will 
start in early 2015.
The OTA acknowledges that the experience 
of donor family members is a deeply personal 
one and thanks each and every family member 
who volunteered to participate in this study 
and share their experience. 
A summary of the report’s key findings are:
Role of prior family discussion
The study highlights the importance of family 
discussions about organ and tissue donation, 
with six in ten family members (59%) who 
participated in the study discussing organ 
and tissue donation with their family member 
prior to being asked to consider donation. 
Families who had discussed organ and tissue 
donation with each other found the donation 
decision easier than families who had never 
had the discussion.  In total, 93% of families 
who had a prior family discussion on donation 
wishes reported it made their decision easier.  
In contrast, 17% of those families who had not 
discussed donation wishes reported it made 
their decision more difficult.

NATIONAL STUDY RESULTS: 
FAMILY EXPERIENCES OF ORGAN AND TISSUE DONATION
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Support provided before, during and after donation
The majority of donor family members (96%) feel that medical staff treated their family member 
with respect.  Nine in ten donor family members (91%) feel they were treated with compassion 
and sensitivity during their time at the hospital, prior to consenting to donation.  Whilst ratings are 
very high, there is some room for improvement around the language used by medical staff (81% 
strongly agree that the language was clear and easy to understand) and ensuring families have 
sufficient opportunities to ask questions (82% strongly agree that they had enough opportunities 
to ask questions of medical staff). 

Almost all donor family members (98%) agreed that discussions about donation were handled 
sensitively and with compassion, and 95% of donor family members agreed that they were given 
sufficient information to make an informed decision about organ and tissue donation.
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While 94% of families in total felt they were given enough time to discuss donation and to make 
a decision (82% strongly agree), some families felt rushed or pressured to make a decision.

The study found that just over 3 in every 4 donor family members (76%) were offered the support 
of a social worker, counsellor or chaplain at some time during their family member’s stay in 
hospital. In 85% of cases, families were offered ongoing contact with staff from the hospital or 
organ and tissue donation agency.  
Donor family members appreciated the range of support services provided, with the majority of 
family members (90%) finding the initial follow-up phone call from the donation agency to be 
the most helpful. When asked about other support services that could be offered, donor family 
members expressed a desire to have more information about recipients post-transplant.
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Approximately seven in every ten donor family (68%) received a letter from at least one transplant 
recipient and found this correspondence of great or some comfort.  One quarter of donor families 
(24%) have not received any correspondence from recipients, even though they chose to. There 
are mixed feelings amongst these families who chose to receive correspondence from transplant 
recipients but are yet to receive any. Some are fine about it and say they respect the privacy of 
transplant recipients, while others are a little disappointed and hope to hear from the recipients 
one day.  
Family members who chose not to receive any correspondence from transplant recipients (6% 
of donor families) are generally comfortable with the decision they made.  

 
Impact of the donation
The majority of donor family members report that donation provided them with comfort in their 
loss (94%).  Of these, 74% said they found comfort in the donation at the time of donation, and 
at other milestones after the donation. These responses show that organ and tissue donation 
can provide immediate and longer term comfort.
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The study highlights the importance of the positive impact of donation for families that choose to 
donate. Donor family members say that donation has helped them in their grief (67%), provided 
meaning to them (65%) and helped their family to discuss the death of their loved one (50%).

 
“I feel entirely satisfied with the decision and even a little proud of it.” 

Donor family, 2011
The Executive Summary and the full report can be accessed at www.donatelife.gov.au/national-wave-1-donor-family-study

Share your experience  
with similar people to support those 

making life changing decisions. 
Help us to build a caring community 
and to shape the future of this caring 

national network.

If you would like to  
find out more about  

Donor Families Australia  
and how to become a member  

please visit our website

Individually we do great things and affect those around us.
Collectively we do great things and affect a nation!

www.donorfamiliesaustralia.com

A WARM INVITATION TO JOIN US

http://donorfamiliesaustralia.com/

