
You never forget the moment your child was born, the joy you feel 
when you first see and hold your baby in your arms. 
I wish I could forget the evening when I received that call, my screams, 
tears and the gut wrenching pain inside my stomach. This could not 
possibly be true. I had just spent time with Stewart down the coast 
only two weeks before; to be told he had been in a motorbike accident 
with life-threatening brain injuries, unlikely to survive was too much. 

I don’t remember the whole conversation, only those words. My 
daughter came in, wondering what was going on. I couldn’t 

say the words. I just handed her the phone so the doctor 
could talk to her while I continued to cry. Somehow I found 
the strength to call my family. I organised the next flight to 
Canberra for my daughter and I, with very little money to 
spare; flights for both, one-way, cost over a thousand dollars.

My sister-in-law called and said the transplant nurse was 
asking if I would consider Stewart’s organ donation  as he wasn’t 

registered. I was still praying for a miracle, and really 
didn’t want to think about that. I said: if I don’t get my 
miracle, I know that is what Stewart would’ve wanted. 
He dedicated his life to helping others so it was only 
fitting he continue if he died.
My eldest boy arrived with my daughter-in-law and 
grandson. He hugged me tight and said: “God, why 
Stewart? He is one of the good guys.” In all my grief 
I told him not to say that - this was not God! They had 
already booked their flight, on the same airline, arriving 
a few hours earlier. I rang the airline straightaway, 
explained my situation and asked for an earlier flight 
as my son was dying. Earlier flights would cost another 
$400; I didn’t have that. They advised I could ask at the 
airport but by then, only one seat was available and I’d 
have to leave my daughter alone at Brisbane airport. As 
my son boarded the flight ahead of us, I asked him to 
tell Stewart to hold on. Somehow deep inside, I felt he 
would be okay once I arrived. As we waited at Brisbane, 
an hour delay for our flight was announced. I cannot 
even begin to describe the pain of that extra hour.
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When we finally arrived , the doctor talked 
to my daughter and I about what to expect. 
I already knew; I had seen it before, twenty-
seven years ago, at my boyfriend’s motorbike 
accident. But it still didn’t prepare my daughter 
as she broke down as she entered. Seeing my 
family and Stewart’s closest friends grieving, 
I knew I had to be strong, to give support 
despite just wanting to scream and cry. The 
doctor showed me Stewart’s brain scans and 
explained the very thin line. I was still looking 
for a miracle and asked if the swelling came 
down, whether he would live. He replied if it 
did, however unlikely, my son would probably 
be blind, and unable to walk. I’d already lost 
the son I knew.
I knew it was unfair my son could suffer like 
that. He had always been so active. He would 
hate for me to give up everything and look after 
him but at the time I didn’t care; I just didn’t 
want to lose my boy.
At about 2 pm, Stewart’s fiancé arrived and 
asked if anyone had a bible. One of Stewart’s 
friends did and I read some passages to him. 
I sat and held his hand whilst Sarah held the 
other, and continued to pray. At about 2.30 
pm, he started to choke and the nurse put him 
on the ventilator. As the afternoon progressed, 
I noticed a change I had once seen before 
with my boyfriend. I tried not to acknowledge 
it but felt his temperature drop and saw his 

blood pressure falling on 
the monitor. At about 6 
pm the doctor explained 
he would perform brain 
tests. I asked if I could 
stay because I’d been so 
upset with my boyfriend’s 
family when they turned 
off the machine that I had 
to be sure. There was no 
movement. At 7.52 pm, he was pronounced 
brain dead.
The following day, a lady from DonateLife sat 
with us as we spent time with Stewart, watching 
his heart continue to beat but knowing he had 
already died. We took hand and foot prints 
and some locks of his hair. A nurse monitored 
Stewart and I was so impressed with the 
respect she showed for him, telling him 
everything she was doing. At about 6 pm, they 
said theatre was set and would soon be taking 
him into surgery. We were given some time to 
say goodbye. As they wheeled him to surgery, I 
held his hand. I didn’t want to let go. One of the 
nurses said she would take care of him and be 
with him at the end. It gave me some comfort. 
I understand the transplant recipients received 
Stewart’s organs in the early hours of 1 May 
2012.
I had registered as an organ donor around 1990 
and spoken to my children about my wishes 
when I died. As a parent, you never think for 
one moment you might have to prepare for 
your own child’s funeral or make a decision 
on organ donation. I knew my children fully 
supported donation and were very happy with 
my decision. I also remembered Stewart had 
been very upset when my mother changed 
her mind about my father’s brain donation to 
research but I now believe this was because 
of the way she was approached on the day my 
father died.

.................
Stewart had a smile that stretched a mile, 
always laughing, cracking jokes and shining 
positive energy on those he touched. His life 
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wasn’t always easy. When my marriage ended, 
he even prayed to God to end his life. He was 
heavily depressed but you couldn’t tell; he hid 
his pain and kept on smiling, turning a very 
negative time in his life into positive which  
shaped the man who 
helped and inspired so 
many.
At nineteen, he saved 
for a six week mission 
to Uganda. Stewart 
always enjoyed helping 
people, especially 
those less fortunate. I 
didn’t want him to go, 
scared he might be 
killed but I couldn’t stop 
him. At twenty-one, he 
saved for a six month 
mission. Two weeks 
before his accident, 
I told him I’d always 
wanted to go but never had the courage. I was 
so proud of those he’d done.
Stewart was an apprentice plumbing and 
gas fitter. He was often put in charge of more 
experienced workers because he was trusted  
and always got the job done. Knowing how hard 
running a business is, he often worked longer 
hours, unpaid, to help out. Many times after a 
long day, he would go to people’s homes at no 
charge before driving to his fiancée’s.
The day of Stewart’s accident, he was helping 
his boss out again with some unpaid work. He 
went to his fiancée’s place to fix the roof tiles 
before taking her to University. On his return 
home, he fixed some gas piping under the 
house. He finally decided to go for a bike ride 
with his best friend. 
No one knows what happened next. Stewart 
had gone around a big bend, his friend 
following. When he caught up, Stewart was 
on the ground next to a mailbox, a telegraph 
pole at its base. Right behind came a car with 
a paramedic who kept Stewart alive while they 
awaited the ambulance.
I learned of Stewart’s legacy when I went to 
Uganda for a mission at the end of that year 

-yes, I finally had the courage to go, I even 
took his sponsor child to the zoo! I knew it was 
my destiny to go and help like my son had. I 
learned he helped a woman set up business 
and another find a better place to live. He 

paid the rent to keep 
the first deaf school 
in Mbale from closing 
down -there are now 
ten schools thanks to 
him. He bought bibles 
for those who couldn’t 
afford one, visited 
families in Tororo and 
set up six weekly 
cell groups. With 
the HeartFeltHope 
Foundation, I helped 
set up funding for 
two businesses, and 
bought bibles for a 
number of the villages. 

I will give assistance and machines for women 
to learn sewing so they can generate an 
income. I plan on returning one day. 
Stewart was one person who made a difference, 
who inspired me to make a difference. I hope I 
can do the same, in turn, for others.
In life, Stewart freely gave of himself. His 
donation saved six people’s lives. One very sick 
little boy, receiving the small part of Stewart’s 
liver, now has the chance for a fit and healthy 
life. One woman on dialysis for eight years, and 
another for six; each received Stewart’s kidneys 
and are doing well. A lady suffering Type 1 
Diabetes received his pancreas and large part 
of his liver. A man in his forties received one 
of Stewart’s lungs (unfortunately the other was 
punctured in the accident). A man in his fifties 
received his precious heart.
I have since had the wonderful opportunity 
of meeting one of his kidney recipients. We 
first connected through messages, about six 
months after he died. Finally this October, we 
were ready to meet. She is such a beautiful 
woman and I saw she had adopted some of 
Stewart’s characteristics! I had lunch with 
her family and although quite an emotional 
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experience, it was genuinely very healing. We 
remain friends and I hope one day I will be 
blessed to meet some of the other recipients. 
I know Stewart would be looking after his 
recipients, to stay safe and hopefully healthy. 
I started a group facebook page, reaching out 
to donor families and recipients living here 
without much support. I remember how alone I 

felt when I first returned 
to Darwin after my son 
died. I was seeing a 
counsellor who searched 
everywhere for a support 
group but found nothing. 
I made it my mission 
to one day help donor 
families here. I commenced 
a diploma in counselling at the 
beginning of the year but nothing compares 
to real life experience and talking with other 
donor families who understand what you are 
going through.
If you are a donor family looking for support 
in the Northern Territory, please join the group 
at this link: https://www.facebook.com/
groups/135657013463824/
I became a Donor Families Australia committee 
member as Northern Territory representative. 
Through their assistance, I have become more 
focused on doing positive things for myself and 
other donor families. This has really helped me 
through the daily pain of loss and knowing that 
in a special kind of way, he still lives on through 
those six recipients. Somewhere out there, his 
precious heart continues to beat.
It’s this work that helps keep my beautiful son’s 
legacy going.
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CHAIRMAN’S MESSAGE
On behalf of us all at Donor Families Australia 
(DFA) we would like to wish all our members 
and readers a very Happy and Peaceful 
Christmas.  We know this can is a very difficult 
time for families who have lost a loved one. 
Included in this edition is an article from Sean 
Dicks, Donate Life ACT Donor Family Support 
Co-ordinator, to help all those who have 
lost someone special and also to help those 
around you provide the family support needed 
on Christmas Day. Please read it and pass 
around.
We have a special Christmas message from 
the Minister, Fiona Nash. At this time of the 
year, it is nice to know that the community is 
thinking of donor families and anyone who has 
lost a loved one.
Our lead article features a donor hero. Read 
what Stewart has achieved in life and now 
with his donation, as told by his very loving 
and strong mother. We are indeed fortunate 
to again have another living donor story. This 
one reads as though it could be from a fairy 
tale. The topic of a donor family meeting their 
recipient is explored in this issue with a story 
from the recipient.
We have a great spread of photos of people 
that attended the Donor Families Australia 
barbecue in Melbourne on Sunday 22 
November for the Inaugural National Thank 
You Day. Special thanks to Kevin Green, DFA 
committee member, for organising this special 
function. Everyone enjoyed each other’s 
company and it was voted a huge success. 
We would like to see similar things organised 
next year around Australia. To demonstrate the 
overall effect of the National Thank You Day, 
our Facebook page, Donors and Recipients 
received over 12,000 hits on this day. We had 
recipients expressing thanks to their donor 
heroes and donor families supporting each 
other.
The growth of DFA was demonstrated with 
our last newsletter having achieved over 6,000 
people reached via our facebook page. This 

is a tremendous 
circulation given it 
is done voluntarily 
by our dedicated 
team at DFA and a 
very special lady, 
Sam, in Perth.  
Congratulations 
to all concerned.  
In the last 
Newsletter, I 
did mention we 
were compiling 
a survey on the 
appropriateness of the DonateLife logo.  We 
are in the process of collating that information 
now and will present the results in our next 
newsletter.  
I am encouraged to report that DFA has been 
invited to be part of a new initiative which the 
Organ & Tissue Authority is undertaking. It is 
pleasing to see that DFA, as an organisation 
representing and reaching many donor 
families, is being invited to give the donor 
family perspective. I can’t emphasise enough 
how important that is.
2015 was a very significant year for DFA. Our 
committee has just about covered Australia 
with members. With this growth, DFA has 
been very effective in being able to give donor 
families a voice, a place to go for support and 
a say in how organ and tissue donation rates 
can improve. For that, I give a big thank you 
for the tireless efforts of our committee, and 
we look forward to an even bigger year in 2016 
with the inclusion of committee members from 
South Australia and Tasmania.
Thank you also to our readers and facebook 
followers for your feedback and support.  
Bruce McDowell

 f  

LOCAL MEMBER’S BOLD MOVE
Geraldton MLA Ian Blayney has vowed to make 2016 the year 

for Organ and Tissue Donation.
Mr Blayney is attaching Organ and Tissue Authority leaflets to every letter 

leaving his office, providing constituents with the facts on organ and tissue 
donation, and the process for registering as a donor.  

Mr Blayney has welcomed any other politician, state, federal or local 
wishing to follow his lead.

Donor Families Australia applauds Mr Blayney’s initiative and 
likewise encourages others to follow suit!

Geraldton MLA Mr Ian Blayney with DFA’s Bruce McDowell, at the Donor Awareness 
Fountain, holding leaflets Mr Blayney will be distributing to constituents in 2016
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This year, Pollyannar Gibson, photographer, and Michelle Jarni, filmmaker, embarked on a 
journey to discover what it really means to be a registered organ donor. They wanted to put 
a face to the statistics and highlight some of the stories of those involved in the transplant 
experience. The Big Picture has 110 portraits (those on the waiting list, recipients, living 
donors and donor families). The photo, showcased as one continuous image, 1.2 metres 
high and 35 metres long, was displayed in Melbourne’s The City Square, during DonateLife 
Week. To support this, Michelle produced four short videos: Donor Families, Dialysis, A 
Determined Community and Small Stories, which can be viewed at The Transplant Big 
Picture Web Series Vimeo.

BIG PICTURE PROJECT
“As we launch DonateLife 
Week it is an appropriate 
time to reflect on the donor 
family contribution in organ 
and tissue donation.
“To the living donors who 
have placed their own lives 
on hold and weighed up 
the risks associated with 
donating to their loved one; 
we commend your bravery.
“To the donors who made 
the decision to sign on to the 
register or discussed their 
donation wishes with their 
families ; we acknowledge 
your humanity.
“To the donor families who 
upheld their loved ones’ 
wishes or consented to 
organ and tissue donation; 
we say a huge thank you. 
The donation process can 
be challenging and we 
recognise your courage at 
this most traumatic time of 
your lives.
“For without the donor 
families there would be no 
transplants. We remember 
our loved ones for the 
amazing people they were 
and for the gift of life they 
chose to give to another.”
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DONOR FAMILIES’ THANK YOU DAY BBQ
Here we show some of the many photo’s taken at the Donor Families Australia BBQ/Get 
Together at Albert Park Lake on Sunday 22 November.
The event was offered as a great chance to meet other donor families, support each other and 
remember our loved ones and the decision made to save the lives of others through donation. 
We were thrilled to host recipients and even a living donor!
View our video of the balloon releasing at: https://youtu.be/5094u1x-4XE

Video and photos by Kevin Green, Donor Families 
Australia
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The Australian Donor Family Quilt was launched in 2010 at the Australian Transplant Games 
and consisted of three quilts with twenty patches in each quilt. The quilts have been on display 
at various events around Australia since 2010 and always have a profound impact on those 
who view it, whilst also importantly, raising community awareness regarding organ donation and 
transplantation.  
Transplant Australia welcomes donor families all over 
Australia in contributing a patch to the Donor Family Quilt. 
A new quilt is currently being created for unveiling at the 
2016 Australian Transplant Games, in Western Sydney, 
September 24 to October 1.
Submitting a patch:
• Measurements:  9 ½ inches square
• 100% cotton
• Send completed patch to Julie Edwards at Transplant 

Australia by May 31, 2016
• Please include a tribute dedicated to the donor of 100 

words or less 
• Send to Transplant Australia, 304/354 Eastern Valley Way, Chatswood NSW  2067
Transplant Australia truly appreciates the contribution of donor families who dedicate a patch to 
their precious loved-ones.  
To view the Donor Family Quilt please visit http://transplant.org.au/donor-family-quilt. For 
queries about the Donor Family Quilt, please call Julie Edwards on (02) 9922 5400 or email: Julie.
Edwards@transplant.org.au 

JOINING THE QUILT!  

 

CHRISTMAS MESSAGE FROM MINISTER FOR RURAL HEALTH 
SENATOR THE HON FIONA NASH 
 
Dear Donor Families, 
 
DonateLife Thank You Day was an important opportunity for Australians to 
acknowledge organ and tissue donors and their families.  I hope you were 
able to participate in some of the activities arranged around Australia to mark 
the event. 
 
I know that this time of year can be very hard for families who have lost loved 
ones.  Families like yours, who have agreed to organ donation for your loved 
one, are particularly special because your decision has transformed the lives 
of others.  I hope this most generous decision brings you some comfort at 
Christmas time. 
 
I wish you all a happy and peaceful Christmas and hope you enjoy some 
valuable time with family and friends. 
 
 

 
 
 
FIONA NASH 

Transplant Australia would like to take 
this opportunity to wish Australian donor 
families our best wishes for Christmas.

The staff at Transplant Australia are 
always inspired by the courage and 

generosity of donor families who have 
honoured their loved-ones’ decision or 
have made the decision to donate on 

behalf of their loved-ones and, by doing 
so, have provided new life to others. 
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I recently returned 
from the International 
Organ Donation 
and Transplantation 
Procurement Congress 
in Seoul, South Korea. 
The opening ceremony 
carried a tribute to 
those who make 
transplantation happen-  
organ and tissue 
donor heroes. 

This caught my attention because 
despite widespread public use of the 
term in relation to organ donation, 
the idea of donors and donor 
families as heroes is contentious in 
philosophical and regulatory circles. 
The Oxford Dictionary defines a hero as 
“a person who is admired for their courage, 
outstanding achievements, or noble qualities” 
and provides examples of ‘war hero’ and 
‘football hero’.  Many would argue that saving a 
life through donating organs and tissue at death 
is also heroic. However, a view that deceased 
organ donation is not heroic and should not 
be portrayed as such is justified by the idea, 
1) that it is not possible to harm the dead, 2) 
deceased organ and tissue donation saves 
lives and benefits society, and 3)  most people 
share this view. These ideas underpin many 
practical, regulatory and legal approaches to 
organ donation around the globe-including the 
idea that unless stated otherwise, consent to 
donation should be assumed following death 
because it’s the ‘right thing to do’.
The Age recently published an article by 
renowned Australian philosopher Peter Singer 
and others (Savulescu, Singer, & Isedale, 2015) 
who argued that families have a duty to agree to 

donate because “donating organs after death 
is the easiest rescue of all, because there is no 
cost to giving organs in these circumstances”.  
This is the nub of the question regarding 
heroism, because if we assume there is no 
cost, we can assume there is no courage or 
sacrifice, or noble action and therefore we 
conclude there is no heroism.
The idea that donation is for the ‘greater good’- 
a utilitarian based argument, fails to consider 

the potential the cost of the decision 
for families. My research shows that 
some families find the cost involved 
in agreeing to donation became 
a sacrifice too great for the family 
to bear. Whereas, other families 

experienced overwhelming benefits 
associated with the decision. 

 Importantly, in calculating the costs of 
donation consent there is an assumption that 
barriers to honouring the dead are irrelevant, 
that potential harm to families is irrelevant, 
and that informed consent is irrelevant in the 
calculation. These assumptions fail to consider 
the cost to families caused by poor information 
and communication with the health care team 
regarding end of life care and organ donation. 
Care of the deceased and the bereaved 
underpins our social cohesion and sense of 
humanity. This is evidenced by the effort and 
costs involved in trying to recover, honour and 
repatriate the bodies of deceased in cases of 
war, air disaster, ship wreck and accident. The 
argument that there is no cost associated with 
family consent to organ and tissue donation 
will be supported when our community have 
the opportunity to understand the organ and 
tissue donation process and its potential 
impact on themselves and their families 
at death;  when health care professionals 

Holly’s 
Insight

DONOR HEROES?

~continued next page

The Geraldton Donor Awareness Fountain 
has just celebrated its third anniversary.
In that time, it has become a major attraction 
in the City of Geraldton, some 430 kilometres 
north of Perth, hardly missing a beat with its 
24/7 rotation of the four tonne ball.
The City of Greater Geraldton does a fantastic 
job of advertising the Fountain and has it listed 
as the first tourist sight to see here in town 
and street signs showing how to get there.   
Popular with children, the general public and 
many of the tourists from the cruise ships 
or passing through on their way up north or 
going down south.

As part of their ongoing commitment to the 
Fountain, the City just completed a major 
refurbishment. A new water reservoir, pumps, 
solenoids and cleansing machines have been 
fitted. It is now equipped for the next three 
years, and many more, to ensure the message 
of Organ and Tissue Donation continues here 
in the Midwest of WA, and farther afield.   
Donor Families Australia heartily congratulates 
the City of Greater Geraldton for honouring 
our loved ones, providing a peaceful place of 
reflection for Donor Families and promoting 
awareness of Organ and Tissue Donation. 

FOUNTAIN CONTINUES FLOWING

have sufficient knowledge in the practices of 
determining death and managing organ and 
tissue donation to effectively communicate 
with decision makers; and when the families of 
the deceased believe their loved one is suitably 
honoured and remembered for their donation.
In conclusion, is the decision to be a donor 
a heroic decision? Are donor families heroic 
in agreeing to donation? Every experience 
is different, but in every donation situation 
people are required to consider life and the 
survival of themselves and others in the 
face of death. At an individual level and at 
a family level the decision-making process 
may require a heroic effort. Some donors 

and their families experience 
excellent care within our 
health care system- but 
that cannot be said for 
all. For those who have 
received excellent care, 
it can be argued that 
there was little if any cost i n 
agreeing to donate- in f a c t 
many would say that the decision benefited 
them and their families. For other families, 
the experience may be very different - and 
ultimately the donor and their family may make 
sacrifices to enable donation which are heroic.
Holly Northam

~continued from prevoius page
DONOR HEROES?
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Sean Dicks, Donor Family Support Co-
ordinator, DonateLife ACT explains the value 
of connections with others in the family’s 
support network and importance of finding 
actions and interactions that fit. 
What helps donor families to heal? This could be 
approached from a number of angles including 
current theories of grieving, how donation allows 
a range of meanings to be attached to death of a 
loved one, how families find value in knowing they 
have facilitated a process that has helped others, 
or how families adjust to changed routines and 
circumstances in their lives.

Research that asks “What helps donor families 
to heal?” has found family support was the most 
helpful, followed by support from friends, religious 
and cultural beliefs, from the organ donation 
organisation, and knowing about recipients’ 
progress. While these findings might be predictable, 
it is interesting to note most theories of grieving 
focus on individual responses rather than ways in 
which relationships and interaction contribute to 
bereavement experiences.

The experience of support can depend on factors 
such as time and place. For example, at the 
hospitalisation of their loved one, a key factor to 
well-being and coping of families is the extent 
to which they feel hospital staff contribute to a 
supportive environment. Families say they focus on 
this as a source of information and direction in an 
unfamiliar context.

After returning home, families look to each other 
for understanding and a way forward. They may 
discuss the death and donation, and its impact. 
Although everyone reacts differently, family 
members often show acceptance of each other 

and different perceptions and reactions. In this way 
they create a sense of togetherness in a caring 
environment. Individuals and the family as a whole 
move through periods where focus is on loss and 
pain, and others on the day to day -like work, 
school or family activities.

While social networks are key sources of support, 
this does not mean they are not also sources of 
frustration. For example, extended family or friends 
might think they are protecting the bereaved by 
not talking about the deceased, but this may be 
perceived as distance rather than compassion 
or empathy. Bereaved people often say when 
others have taken time (and risk) to ask, listen and 
understand the impact of the death, it is somehow 
easier to go on, to face the day, or even to enjoy a 
laugh again.

Families usually understand lack of involvement 
from their support network is only because others 
do not know how to act around them. They know 
others care. Nevertheless, isolation makes them 
less confident and they may feel unable to make 
contact with others. Those who do find ways of 
“activating” their support network mostly report 
family and friends just needed a “heads up” and 
were then able to show compassion, kindness and 
empathy.

When dealing with colleagues, it may be useful 
to identify a key person to share messages. For 
example, you may feel unable to repeat the story of 
your loved one’s death so it may be useful to say, 
“Thank you for asking. It’s difficult for me to talk 
about. I’ve asked John to share information with 
you guys. Please feel free to chat to him.”

When donor families notice those around them 
do not know how to act, they could offer advice 
such as “It’s alright to talk about him. I may cry, 

WHAT HELPS DONOR FAMILIES TO HEAL?

What is “support”?
The term “support” often gets used without its meaning being 
clearly defined.  It is my view that by interacting with others 
and making use of connections within our social network, we 
experience a sense of connection, belonging and purpose.  When 
interactions fit, individuals and families feel understood and 
accepted.  It is this process that is supportive while the bereaved 
gradually find meaning after the death of a loved one.  
In other words, support is not provided by someone and received 
by someone else. Instead, the sense of being in a supportive 
environment is experienced when the actions, emotions, and 
thoughts of those around us are in tune (or fit) with our own 
actions, emotions, and thoughts.

but that doesn’t mean I’m more sad than before 
crying”, or “Thank you for asking, but I don’t feel 
up to talking about that today. Can I let you know 
when I’m ready?” Family and friends could take 
the lead saying, “I’m not sure whether you’d find 
it comforting to talk about what happened. If you 
would, please just let me know and I’ll be glad to 
listen.”  

In each situation, the speaker clarifies their position 
while empowering the other, contributing to a 
supportive environment.

It is useful to have connections across a range of 
degrees within one’s social network. Immediate 
family often understand exactly and may feel the 
same. This can assist certain conversations and a 
sense of closeness and comfort often develops. 
On the other hand, that closeness sometimes 
prevents the bereaved expressing themselves 
without impact on the other person. Relationships 
with those less involved may enable expressions of 
emotion that may not seem appropriate at home.

Donor families have potentially extended their 
network to other donor families and organisations 
such as Donor Families Australia. These 
connections can provide special empathy and 
understanding because of similar experiences. 
Families often appreciate less time explaining to 
other donor families. Often a deep trust means 
statements and advice are seen as more credible, 
coming from experience.

Even if there is no contact with recipients, donor 
families know recipients are out there. Families 
may request updates on recipient progress, and 
often report it is meaningful to know their decision 
and loved one’s gift made a difference. Where there 
is contact, knowing the recipient is grateful is very 
valuable. For recipients, knowing the gift was given 
in the hope it would make a difference allows them 
to let go of any guilt they may have about feeling 
well and enjoying life.

Connections could also form with DonateLife staff. 
Families often say the relationship with donation 
coordinators and nurses they met in hospital 
helped in various ways. The very act of consenting 
represents one of the first decisions a family takes 
following death of their loved one. When made in 
an informed, confident way it can help families feel 
able to take their next steps.

Some families choose to speak of their experiences 
or contribute to the DonateLife Book of Life. Again, 
these actions contribute to interaction with others. 
It is possible they also contribute to the process 
of support described earlier even when strangers. 

Once again, this happens when there is a fit – for 
example, a family wants to share their story, and 
others to listen. That fit contributes to a sense of 
sharing, respect, and togetherness, providing value 
to the family’s actions.

Transplantation is possible because families have 
been able to show compassion at a very difficult 
time. Compassion shown by family, friends, religious 
groups, hospital staff, recipients, and others in turn 
helps donor families find a way forward. Donor 
families may later find it meaningful to play a caring 
role in the lives of other donor families. This cycle 
of care plays a valuable role in the lives of those it 
reaches.

Previous DFA News articles, including David 
Easton’s (October 2015), offer suggestions on 
milestones and special days. It may be helpful to 
read these again as the holiday period approaches. 
If you or a family member experience ongoing 
emotional pain or inability to slowly engage in life’s 
responsibilities, please consider speaking to your 
general practitioner or contacting your DonateLife 
office.

The thoughts shared come from understanding 
gained by speaking to donor families, attending 
courses and workshops, and lots of reading.  Of 
course, this is not the same as having had the 
experience of donor families.

Donor Family Support Co-ordinators (DFSC) in 
each state/territory acknowledge there is much 
we can learn from families and are always open 
to hearing your views on how we can enhance the 
way we provide care. If you have any comments 
or queries or need advice after reading this article, 
please contact the support coordinator in your 
state or territory (contact details are in the link to 
the Resources and Assistance brochure at: http://
www.donatelife.gov.au/donor-family-support-
resources).

DonateLife always appreciates the opportunity 
to learn from donor families, through the Donor 
Family Study or feedback from families to support 
coordinators.
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I still remember the first time my (now) husband 
took me out for dinner. He rolled up his sleeve 
to show me his “buzzing” arm. Despite being 
in a medical field, I had never seen a fistula 
before and didn’t know they were essential 
for haemodialysis. He said this was a line he 
had used before:  “Do you want to feel my 
vibrating arm?” but to me it seemed like a less 
confronting way to tell me about his ongoing 
health concerns. He told me a little about his 
previous kidney history and what was expected 
in his future.
As we got to know each other better, he told 
me about his failed transplant years earlier 
and other operations he had needed along the 
way. Saying it was all stable and nothing to 
worry about, he never seemed concerned so I 
tended to follow his lead. After we had known 
each other about a year, his kidney function 
started to deteriorate. His mother had been 
tested previously for donation so we assumed 
this could happen and we may be able to avoid 
dialysis all together. I had thought about putting 
my hand up as a live donor, but with his mum 
willing and knowing they 
don’t last forever, I thought 
we might need mine later on. 
Organ donation was not new 
to me, in my last year of high 
school, my uncle received 
the amazing gift of a heart 
transplant, which continues 
strongly today.
When they ruled out David’s 
mum as a possible live donor, 
I broached the subject with 
David. Initially he dismissed 
it, but I was insistent. That 
started a twelve month 
journey of specialists and 

tests to work out whether it would affect my 
health and if our kidneys were as compatible, 
as we seemed to be in our relationship. This 
was a very stressful and trying time, which was 
important, but certainly I feel that if we hadn’t 
been as committed to each other, determined 
to get past dialysis and continue living our 
life, it would have been easy to pull out of the 
process. Eventually all the tests were positive 
and we were told we could set a date.
After arranging my mum to come from 
Queensland to look after my six year old son, 
we set a date. At this stage I was a little scared, 
but my primary motivation was to help get 
David back on track, to stop the immediate 
need for dialysis. 
We knew my kidney is probably not a lifelong 
solution, but it could give us a few years to 
continue our relationship, at that stage only 
two years in, to travel and hopefully spend our 
life together. So exactly two years to the day 
after we met, we were admitted to Melbourne 
Private Hospital and had surgery the next day. 

THE LITTLE KIDNEY THAT COULD: 
A STORY OF LIVING DONATION

It was an immediate success, with my little 
kidney settling in and working well from the 
start. It was quite a painful procedure for me, 
not having had any surgery previously, so my 
recovery was a little slower than anticipated. 
But in no way did that make me regret what 
had just happened.
Fast forward two years and we have just 
celebrated our second “transplantiversary.” 
David has had a few issues over the last six 
months but they seem to have settled and 
things are going fine.
We celebrated our first wedding anniversary 
last month as well. So we have stayed as 
compatible as that little kidney!

Someone* is missing 
from our network.

*is it you?
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4 November, 2015 will be a day I will always 
treasure; the day my family and I had the rare 
opportunity of meeting the family who gave me 
the ultimate gift, the gift of life.
After being diagnosed in June 2012, with 
Idiopathic Pulmonary Fibrosis (IPF), a condition 
causing scarring of the lungs, my specialist 
told me I would eventually need a double 
lung transplant. After maintaining this deadly 
disease for almost two years, I was on the 
waiting list at Prince Charles Hospital.
On 6 March 2014, I received the gift of life, after 
just fifteen days on the waiting list. Immediately 
I knew I had to write a letter of thanks 
to my donor family. 
Going through the correct 
DonateLife channels, 
I wrote to my donor 
family and continued, 
for every special 
occasion, at every 
milestone. I told my 
husband I would do so 
until I was told to stop.
One day, sitting in my 
lounge room, I received a phone 
call from two ladies asking me personal 
questions about letters I had written, and 
about my illness. I thought it was a prank, but 
when was I was asked if I had a gold locket, I 
responded: “Yes, I do,” I heard them say: “You 
have our sister’s lungs.” Wow, what a goose-
bumpy feeling. My donor family had found me.
We communicated via email and facebook, 
building our relationship and getting to know 
about my donor and her family. I was planning 
a trip to the Melbourne Cup with my entire 
family. They said they would meet me there. 
With very mixed emotions, we arranged to meet 
in Melbourne. I didn’t know what I was going 
to say or how I would react when I did finally 
meet them. These are no ordinary people; they 
saved my life with their selfless brave act.
My heart was racing when I met Thuy, Aileen’s 
sister, in their motel foyer. She is such a 
beautiful loving and caring person. We hugged 
each other and smiled. We then went up to her 
room where Aileen’s two daughters, Jemha and 
Chanel, were waiting. Wow…what an amazing 

feeling to finally meet. Suzie, Aileen’s youngest 
sister, was also present. The atmosphere in the 
room was wonderful. This family had so much 
love to share; they welcomed us with their 
grieving hearts.
Our two families had an instant connection, 
there were no awkward moments. We laughed, 
cried and enjoyed each other’s company whilst 
I learnt more about Aileen. She was a beautiful 
fun-loving person who adored her little girls and 
was loved by her family and friends. Aileen was 
born in Malaysia, originally named “Island”.   
It’s sometimes said recipients pick up some 

traits of their donor. Before the 
meeting, I had placed a picture 

of Aileen in a white frame 
with a blue butterfly on 

its edge. I later learned 
Aileen had a blue 
butterfly tattooed on 
her back.
I was able to tell them 

how grateful I was and 
that there were no words 

big enough to say “thank 
you.” They told me they got 

comfort from the meeting, knowing 
they did the right thing and the difference it 
made to my life and my family.
It is because of them, I was able to walk the path 
of roses at the Melbourne Cup without gasping 
for air and without that horrible wheelchair. 
We have discussed them travelling to Gladstone 
to experience the fishing, camping and 
crabbing that my family enjoys. Thuy wishes to 
put a “snag on the barbie” and Suzie’s partner 
wants to catch a mudcrab with his bare hands. 
This was not just a one-off meeting, that’s for 
sure. I would love the rest of my family and 
close friends to meet this beautiful family.
I have no regrets doing this. It was the best 
experience of my life, apart from having my 
two children. I believe the two families are now 
one. There is so much love between us all. 
And all becuase of organ donation. This family 
holiday was the most memorable and beautiful 
trip for me, one I will never forget. 
Tracey Slatter

NO ORDINARY MEETING

Pictured: Tracey Slatter with her donor’s beautiful daughters, Jemha and Chanel.

Rebecca MacAlpine tells DFA about some 
of her experiences as Donation Specialist 
Nurse, at the Acute Care Unit, Tamworth Base 
Hospital, New South Wales.
Organ donation is a challenging, complex and 
dynamic field. In late 2009, federal funding was 
announced to implement hospital based organ 
and tissue donation specialist staff throughout 
Australia. Tamworth Rural Referral Hospital 
was fortunate to secure a part time Donation 
Specialist Nurse (DSN) role. Tamworth Hospital 
is supported by The John Hunter Hospital 
organ donation team in Newcastle to provide 
a 24/7 service to the Tamworth and Armidale 
communities. 
I began a twelve month maternity relief position 
in April, replacing Emily Daley, who has been in 
the role for over two and a half years. 
This position was the first of its kind within 
the hospital, a blank canvas to implement 
national reform and engage key stakeholders 
of the hospital. Very autonomous, it relies on 
networking, media relations, time management 
and availability. Importantly, it provides critical 
care areas of the hospital with support for 
staff and donor families during the donation 
process, including bereavement support and 
follow-up care. The majority of my role in the 
regional setting, focuses on providing hospital 
and community education on all aspects of 
organ and tissue donation.
In a regional area, the DSN provides a face 
for organ and tissue donation. Throughout 
the year, events are attended by the hospital 
DSN to engage the community in discussions 
about this topic. This year, one of the many 
events was The Commonwealth Bank AgQuip 
Field Days in Gunnedah, a fantastic platform 
to speak to well over four thousand rural 
community members about donation. The 
positive attitudes were extremely encouraging 
and gave great insight into the generosity of 
Australians living in rural and remote areas.
It would be easy to judge the success of the 
national reform program only on increases in 
donor numbers. However, it is not all about 
numbers - it is about providing opportunity 
for every Australian to be an organ donor, and 

why regional representatives are so important. 
John Hunter, as tertiary referral and regional 
hospital, has had a Donor Co-ordinator for 
over twenty years, and maintained status as 
one of the leading hospitals in NSW donation. 
Staff training at Tamworth, Armidale and Taree 
hospitals, and open lines of communication, 
has enabled donation opportunities to be 
explored and facilitated, ensuring patients and 
their families are cared for closer to home.
Identification and management of regional 
donors provide greater challenges to staff in 
emergency and intensive care environments 
due to rarity of the event. Tyranny of distance  
plus isolation, or where travel is required, 
means longer timeframes for donor families 
in smaller regional locations, making donation 
quite logistically challenging. It is a very 
important part of my role to act as patient and 
family advocate during this process, assisting 
families in making the best decision for them.  
Discussion on donation is emotional and 
intense, involving newly bereaved families and 
health professionals. It therefore requires very 
clear and sensitive communication. These 
conversations are made particularly difficult, 
when this is a rare event in any city; even lesser 
frequency is compounded for regional areas. 
Despite this challenge, mutual understanding 
and trust ensures the hospital team and 
families work together through difficult 
and painful issues, including withdrawal of 
intensive therapies, death of a loved one and 
consideration of donation.
Based on my professional experience as a 
DSN, I believe success should not be measured 
in terms of donation or refusal rates, but rather 
as the proportion of families who, at the end of 
the donation process, believe they had made 
the right decision for their family. Therefore, 
regional representatives for organ and tissue 
donation cannot be underestimated and 
support from a DonateLife representative for 
our rural community, hospital staff and donor 
families is an essential element to ensure best 
outcomes for all those involved in organ and 
tissue donation.

ROLE OF DONATION SPECIALIST NURSES



Donor Families Australia is a place for Donor Families to go
We want to hear all our Donor Families’ stories and experiences
We want to assist all Donor Families with what they are going through

We will always act as a voice for our membership

Help us build a caring community 
and shape the future

Donor Families Australia

and support families 
who have  donated their 
loved ones’  organs and tissue

  
and give donor families  a voice 

the wider community 
about the benefits of 
organ and tissue donation 
whilst emphasising the very important role

of Donor Families in this process

your experience  
with similar people 
to support those making 
life changing decisions

in all aspects of 
organ and tissue donation

is here to:
Advocate

ShareEducate 

Care 

www.donorfamiliesaustralia.com
Join
now:


