
I was first diagnosed with kidney disease (Focal Segmental 
Glomerulosclerosis)  in 2007, at the age of 17. Ironically, I was working 
as a nurse in the kidney transplant ward of the Princess Alexandra 
Hospital in Brisbane at the time. Attempts at medical management 
were unsuccessful, and I was very quickly told my condition would 
deteriorate to a point where I would need dialysis, or a transplant.
I remember sitting with my parents—Penny and Graham—as I told 

them of my diagnosis and prognosis. They were both very upset of 
course, but did not hesitate to say that they would both be very 

willing kidney donors to me when the time came. 
That time came two years later, in 2009. My kidney function 
declined to a stage where I was constantly nauseous, 
exhausted, losing weight, becoming malnourished, and 
the potassium levels in my blood rising to a dangerous 

level. I remember initially, the thought of having a transplant 
was abhorrent to me. I hated putting one of my parents in that 

position and was anxious that they would need to go through major 
surgery, but when I got closer to the end, I just wanted to feel better, 
and knew that transplant was my only hope. 
Initially, my Dad went through the process to become my donor, but 

was deemed unsuitable 
for surgery. Mum went 
through the process 
‘with flying colours’-
all her test results 
were perfect, and she 
was “the best donor 
we’ve seen in years.” 
The transplant was 
scheduled for June 18, 
2009.
I was admitted to 
hospital the day before. 
Mum and I sat together 
while waiting for my 
room to be ready, and 
spent a precious few 
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hours chatting and laughing, as we always did. 
She was the perfect Mum—loving and caring, 
but allowed us to make, and learn from, our 
own mistakes. We had a big hug and cry as 
she and Dad left me to spend my first night in 
hospital. I remember that I didn’t sleep a wink 
that night. I knew the next day was going to 
change my life, but I didn’t know the extent 
to which my life was about to be completely 
turned upside down. 
On the day of the transplant, everything went 
perfectly to plan. Mum went into surgery first, 

then it was my turn 
a short time later. I 
remember waking up 
in the recovery unit 
and asking “How’s 
Mum?” I was told 
she was doing great. 
I was sore, nauseous 
from the morphine, 
and full of fluid, but I 
could already tell I felt 
better. I spoke to Mum 
(who was on the ward 
next door) by phone 
that night.

The next day, I woke up feeling completely 
anxious and paranoid. You are given intravenous 
steroids immediately post-transplant as part of 
your immunosuppression, which can make you 
anxious, but looking back, I had this terrible 
sense of something going wrong. 
Around midday, I had a friend 
sitting with me when I heard a MET 
Call (medical emergency) being 
announced for Mum’s ward. I looked 
at my friend and said: “that’s Mum.” 
She told me not to be silly. Soon 
after there was a Code Blue (arrest) 
announced for the same ward. I was 
beside myself. A short time later, a 
group of doctors came in to my room 
to tell me that Mum had collapsed 
and arrested. They were trying to get 
on to my Dad. 
The next eight hours are a blur of 

images and events—Dad 
and my brothers arriving, 
updates on Mum’s 
progress as they tried 
to save her life—first 
in the cardiac catheter 
laboratory, then in the operating 
theatre. During this time, I also 
had to go to vital scans to check 
on my (mum’s) kidney. They had to 
sedate me for this.
Around 8 pm that night, my Dad and brothers, 
Ashley and Philip, walked into my room. I 
looked at their faces, and knew. Dad said: 
“she’s gone.” I remember saying: “no, no, 
no,” over and over, and then looking at them 
all and saying “sorry” because if it wasn’t for 
me, she wouldn’t have been in this situation. 
They quickly told me it wasn’t my fault, and 
have never for a moment allowed me to think 
this since. 
Mum was only the second kidney donor to 
die in Australia. It is extremely rare and the 
operation is generally considered ‘low risk’. 
I believe that living kidney donation is a miracle 
of modern medicine, and I would never want 
someone to hear our story, and not go ahead 
with giving the gift of life to a loved one. But, 
at the end of the day, if there were enough 
deceased organ donors, there would be no 
need for live kidney donation. So, while I did 
not receive a kidney from a deceased donor, I 
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Kelli McDonald, QLD DFA representative remembers 
Ross Lloyd, Recipient of her Mum’s lungs.
You may recall in the Spring edition of the DFA 
newsletter, I reported on the meeting between my 
Mum’s double lung recipient, Ross Lloyd, and I. 
Since then, I’m sad to say that Ross passed away on 
Boxing Day 2015 due to a pulmonary embolism.
Since my Mum’s donation, there have been many 
times where I have wondered how I would react if I 
found out that one of her recipients had passed away. 
I gave this question further thought about a year ago 
when I requested an update from DonateLife on my 
Mum’s recipients.  At the time, I was asked if I wanted 
to be informed if any of the recipients had passed 
away.  Having thought of this scenario before, and 
with a little extra thinking time, I agreed that yes, I 
would like to know if her recipients had died.  More 
questions surfaced in my mind.  Would I feel like I 
was grieving the loss of my Mum all over again or 
would I just feel sad for the recipient and their family?
I can now share with you that I didn’t grieve for my Mum all over again. What I did feel, was 
extremely sad for Ross, his family and friends. I also felt that Ross had been incredibly ripped-off 
and I was angry, questioning fate and circumstance. Why would the universe put a man through 
so much, only to give him a second chance and then only give him two and half years?! Why? 
That was my question to the universe.
After considering that thought for a while, I then wondered, was it worth it? Was two and a half 
years extra time with family and friends worth it for Ross? I thought there is no way those two 
and a half years was enough! When my family and I chose to donate my Mum’s organs, it was 
with the thought that her recipients would live a healthy and happy life for a long time. It was 
this thought that got me though many a day when I was in the depths of grief and desperately 
missing my Mum. 
These thoughts really played on my mind and I had the opportunity to question Ross’ partner, 
Mhar at his wake. I asked her: “Was it worth it? Was two and a half years worth it?” 
Mhar responded,:“Yes, it was two and a half years of joy!” Hearing Mhar speak those words was 
like a weight being lifted from my shoulders and I know that if Ross were here, he would agree 
with Mhar wholeheartedly.
I feel that the reaction from an organ donor’s family when finding out about the death of one of 

would like to thank everyone in the donor family community for their bravery and selflessness in 
making choices that have saved and enriched peoples’ lives.
Since having my transplant I have continued to work as a nurse full time, travelled to fifteen 
countries, hiked up mountains, and maybe best of all, participated in both the Australian and 
World Transplant Games. If it wasn’t for Mum’s selflessness and generosity, none of that would 
be possible.
Suzanne Halbish

IN MEMORY

~continued next page
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their loved one’s recipients 
is very individual. It is 
impossible for one to know 
how they would react until 
such a time eventuates. 
Upon reflection, I think 
what helped me process 
Ross’ death is that I 
had always very clearly 
thought of Ross’ new 
lungs as being his – not 
my Mum’s. I would like to 

end this article with my words spoken at Ross’ 
funeral:- 
“...my family and I became connected to Ross 
on the 5th of May 2013 when he received a 
gift from my Mum, Maree. My Mum gifted Ross 
with a new set of lungs.
Ross and I found each other through sheer 
coincidence. With organ donation being a very 
sensitive issue we tread very carefully and 
went to great lengths to positively identify our 
connection. Our proof was in the receipt of a 
thank you letter from Mum’s lung recipient – 
the same letter Ross sent to his donor’s family.
Some would say that the knowing and meeting 
of a recipient and the donor’s family is a 
cause for concern. I understand the thinking 
behind this; however, in our case it was very 
therapeutic.  Ross and I were willing to make a 
connection and with a high level of sensitivity, 
trust and respect we started communicating.
I can’t explain to you how much I needed 
contact with my Mum’s recipients after her 
donation.  It wasn’t a want — it was a need! 

I needed to receive thanks and I needed to 
know how her recipients were. I wanted them 
not to feel guilt; I wanted them all to be healthy 
and happy. So, you see, to receive Ross’ letter 
was a gift and I will be forever grateful to him 
for writing to us.  
Ross allowed a relationship that I was 
comfortable with, he respected my need for 
space but at the same time changed his own 
Facebook page to public so that my family and 
I could check up on him whenever we felt the 
need. He was respectful to us and we in turn 
respected him.
In August last year, my Husband Bill, my 
daughter, Saskia and I walked the 10km Bridge 
to Brisbane with Ross. Ross and I took the 
opportunity to learn about each other.  Me 
about him and he about my Mum and my 
family.  I am so grateful we were able to share 
this time with him — I am so grateful that we 
got to meet. 
I was so proud of Ross’ achievements since his 
transplant and I always tell people that we won 
the recipient lottery because from the get-go 
Ross did everything in his power to take good 
care of his new lungs. We were truly blessed 
that Mum’s lungs went to a man committed to 
his health and wellbeing. Meeting and getting 
to know Ross gave me comfort and peace 
in my time of turmoil and I think knowing us 
and knowing more about my Mum gave Ross 
peace too.  
Ross had the kindest spirit and a most grateful 
heart, may he rest in peace.” 
In memory of Ross Lloyd.

~continued from previous page
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CHAIRMAN’S MESSAGE
Our first newsletter for 2016. To the credit of 
Donors and Australian Families that said “Yes,” 
2015 was our best ever year for donation.  
The number of Australian Donor Families is 
growing and DFA wants to be available to all, 
so Families can link with people who know the 
unique experience of being a Donor Family.
DFA has been active on behalf of its members 
and the whole Donor Family community. The 
Ernst and Young Review of the Organ and 
Tissue Authority (OTA) was launched recently in 
the courtyard of Parliament House by Minister 
Nash. DFA was invited to attend and present 
its priorities from the review to the media. 
We have singled out the opportunity to have 
input into a more appropriate logo, respectful 
memorials for our hero Donors and contribute 
to staff training to help ensure families are 
given the best support. Additionally DFA 
has endorsed the concept of a Board of 
Management for the OTA with DFA being 
involved to represent its members and the 
larger Donor Family community.
Our Facebook community have told us what 
is important to them. What comes up more 

than anything else 
is the need for 
Donor Families and 
Recipients to meet. 
This topic is very 
involved and has 
State law implications 
as to how this can be 
achieved. DFA has 
put forward to the 
Minister a proposed 
study of the topic with the goal being how 
Australia can make this happen. The proposal 
is currently with the Federal Department 
of Health and we look forward to hearing a 
positive outcome in the near future.
Ongoing in WA is the worry that the Bone 
and Tissue Bank may have to close. The 
ramifications of this happening are nothing 
short of devastating. They have a short time 
left in their current location with no assurity 
from the State government as to where they 
can go. DFA is actively campaigning for their 
cause.  
What DFA is finding is that Tissue Donation 
seems to be treated differently to Organ 
Donation. As we know all the focus is on 
increasing Organ Donation numbers and States 
are measured and funded on this achievement.  
Sadly Tissue Donation becomes secondary 
and it shows. DFA is committed to its Tissue 
Donors and their Families to make sure that 
their Donation and contribution is seen in 
exactly the same light as Organ Donation.  
This is a very exciting time for DFA, our 
membership is growing and our committee is 
just about complete. This week we introduced 
a new committee member for Queensland: 
Sorana Walker Healy and South Australia: Lizzie 
Mazur. We hope to have a Family represent 
Tasmania in the not too distant future and that 
will see every State and Territory represented.  
We achieved much in 2015 and want to keep 
that momentum going into 2016. We look 
forward to our members making comment and 
contributing in our future newsletters.    
Bruce McDowell

 f  

Minister Nash launches the Ernst and Young Review of the 
Organ and Tissue Authority in Canberra. 
(Yes, that’s Bruce in the background!)

https://www.facebook.com/DonorFamiliesAustralia
http://donorfamiliesaustralia.com/contact-us/
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An important 
recommendation from 
the Ernst and Young 
review of the national 
reform agenda on organ 
and tissue donation and 
transplantation was, the 
OTA should consider 
revising the Donatelife 
logo in light of 
the concerns 
expressed by 

donor families (Recommendation 
18, p.52). Increasing evidence that 
the logo causes some families 
distress motivated DFA to conduct 
an anonymous on-line survey to gain 
a clearer understanding of donor family 
views of the logo and its meaning to them. 
The survey captured a ‘snap shot’ of 66 donor 
families through the DFA Facebook site from 
mid-September to mid-December, 2015. 
This article reports the survey findings and 
discusses their implications.
DFA Chairman, Bruce McDowell, invited donor 
families to respond to a short survey. An image 
of the Donatelife logo, symbols representing 
international organ donation organisations and 
the ‘recycle’ symbol provided context for the 
questions. The response to the first question, 
Do you associate the Donatelife logo with 
the recycle symbol? was equally balanced  
49.23% (32) answered yes and 49.23% (32) 
responded no. Seventeen people provided 
additional comments, with most directed 
towards explaining their view of the logo: “Yes, 
it is a direct copy of the recycle logo,” and “…
even the arrows are in the same place.” 
Some could not see the association:  “Not even 
in my wildest dreams” and “never have, never 
will”; to the view, “Yes, but rather than recycle, 
renewal of life, rebirth.” Another view: “it’s 
not inspiring as a logo.” Several respondents 
mentioned how the logo contributed to their 
distress, “My 10 year old gave the gift of life 
but to think of him as recycled is just not on.” 
And, “My daughter was not recycled at the end 
of her life.” And simply, “It’s distasteful.”

People who answered yes to the first question 
were asked: Are you uncomfortable with this 
association to your loved ones organ/ tissue 
donation? Thirty six people responded. The 
majority, 64% (n=23) indicated that, yes, they 
were uncomfortable with the association. 
Conversely, 11 people (30. 5%) indicated no, 
the association did not concern them. Nine 
comments were posted responding to this 

question, with most describing personal 
anguish associated with the logo: ‘I 

think it is very offensive to have an 
association with recycling when 
referring to my loved ones gifts’; 
And: ‘It appears to be just cheap 
marketing as far as our family is 

concerned’.
Respondents were asked: Would you 

like DonateLife to have a different logo? The 
majority, 53.5% (31) indicated yes it should 
be changed. 46.5% (27) said no. Eight did not 
answer. Comments regarding this question 
were provided by 28 people. Strong feeling 
was expressed by some: “It’s a rehash of the 
freaking household recycling. It’s offensive to 
both donors/donor families and recipients. 
We’re nowhere NEAR at a place we can be that 
flippant.” And: “I can understand why it upset 
some people” or II don’t like to think of my son 
being ‘recycled’ but in saying that, that’s kind 
of what happens. I think it’s the arrows that 
make it uncomfortable.” Another, “The heart is 
fine but not when it resembles the recycle logo. 
I find that very upsetting.” And “Something 
more meaningful and thought provoking would 
be more appropriate.” Another view, “Not 
one that looks like a heart, other organs are 
transplanted too.”
Of those who commented no, they did not 
want to Donatelife to have a new logo, several 
identified pragmatic concerns that influenced 
their view to retain the status quo: “I think the 
cost involved in changing the logo could be 
used more productively.” Another expressed 
anxiety that: “This [logo] is recognisable now 
at a time when donations are on the increase.” 
A small number did not associate the logo with 
the recycle symbol but were still keen to see the 

Holly’s 
Insight
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A life that touches others goes on forever
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logo changed: “acknowledge the importance 
of the donor family …the DonatelLife logo is 
outdated and old, it needs to be revamped.” 
One person commented that they “loved the 
original rose pin.”
A passionate view from one family encapsulates 
their positive association between the memory 
of the donation and the logo, “Without fear or 
prejudice in the spirit of our loved one, and 
finding a balance can strengthen connections 
to what the current logo represents. At the 
end of the day its what’s in your heart and 
mind, changing the logo shouldn’t make any 
difference about how you feel about the whole 
process- at no stage did we as a family ever 
connect with anything other than organ and 
tissue donation…We love the magenta ‘heart’ 
with never ending arrows’. 
It is known that branding plays a significant role 
in representing organisations, their ethos and 
professionalism. Transparent and respectful 
communication between the OTA and the 
community is essential for continued progress 
in increasing organ and tissue donation. 
Branding plays an important strategic role 
in representing an organisations values, 
purpose and methods; and establishing trust 
in our contemporary world where ‘a total brand 
experience’ and identity extend the 
importance of the brand and may 
even capture the ‘persona, soul and 
essence’ of an organisation, and 
build pride from within and outside of 
the organisation  (Kylander & Stone, 
2012) . With the review comes the 
opportunity to constructively gain 
a better understanding of the OTA 
and what it stands for and who it 
represents. 
If the current logo is truly 
representative of the organisation, its 
ethical basis and the people it serves 
there will be no need to change. But 
if as we have discovered, the logo 
or branding is already known to 
cause hurt, distress and offense to 
those who are core to its meaning, 
surely it is time to change. Some 
families clearly linked their positive 
experience of the care they received 

through the organ donation process with the 
logo. However, it is possible that other families 
associated negative experiences with the logo 
too. The comments were weighted towards 
views expressed by families who wanted the 
logo changed: ‘Yes, the recycle one is offensive’ 
to ‘Anything but their current logo and colour 
scheme as well’. The recommendations ‘A 
beautiful gift deserves a beautiful, meaningful 
logo’ and ‘I strongly believe the logo should 
send a more humane message’ are powerful 
pointers to future directions. 
To conclude, although this was a small survey, 
confined to a limited community and does not 
represent all donor families.  It provides useful 
information that will be helpful in guiding how 
organ and tissue donation is represented in the 
future. 

Holly Northam. PhD :)
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This issue we hear from the productive team 
at DonateLife Tasmania
DonateLife Tasmania was established as a 
local donation agency within the national 
DonateLife Network in 2010. Prior to that, 
organ and tissue donation was supported in 
the state by DonateLife Victoria.
Since 2010, the co-ordination of organ and 
tissue donation services undertaken by 
professional Tasmanian donation specialist 
staff has been a high priority. With the framework 
provided by the Australian Organ and Tissue 
Authority and local Health Services, DonateLife 
has specialist nursing and medical staff in all 
three major hospitals in Hobart, Launceston 
and Burnie. The agency has grown to employ 
thirteen highly skilled staff who mostly work 
part time to support a 24 hour, seven day per 
week donation service in Tasmania.
DonateLife Tasmania will achieve its goal 
of providing Organ and Tissue donation 
services as an independent agency within 
the DonateLife national network from July 
2016. There has been a considerable focus 
on professional training and development 
since 2010 to prepare for this final stage of 
agency growth. DonateLife Tasmania with the 

support of DonateLife Victoria is undertaking 
the final intensive training and skill building to 
support this important final step in realising the 
agency’s full independence.
Transplant specialists from interstate 
transplant units travel to Tasmania by air to 
support donation procedures, and whilst there 
are additional travel considerations in being 
an island state, carefully planned logistics 
successfully maintain a very efficient system.
The Tasmanian community is very supportive 
of organ and tissue donation, with the second 
highest rate of Australian Organ Donor 
registrations nationally per population. The 
Tasmanian communications campaign has a 
significant part to play in increasing community 
awareness. Tasmania has one of the most 
geographically dispersed populations of any 
state. Close and supportive relationships with 
Tasmanian print, radio and TV media ensure 
we can meet the challenge to reach as many 
people as possible with our campaigns.
Additionally, DonateLife Tasmania benefits 
from the strong support from the transplant 
recipient and donor family network within the 
state, who play an important part in supporting 
promotional campaigns and awareness 
activities.

ORGAN & TISSUE DONATION IN TASMANIA

A life that touches others goes on forever
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Face to face community events 
such as AGFEST, fun runs, 
corporate and community expos, 
conference sponsorships & 
exhibitions, health and wellbeing 
events and university O-Week 
activities all feature prominently 
throughout the annual calendar 
of events. These opportunities 
underpin our community facing 
outreach activity, to increase 
community awareness about 
organ and tissue donation, 
and provide a valuable insight 
for our clinical staff to interact with Tasmanians 
to get a feel for community attitudes towards 
donation.
Contributing to the national DonateLife 
campaign, DonateLife Week features 
prominently in Tasmania as an intensive 
opportunity to raise awareness in the 
community. We enjoy close and extensive 
support for other health sector partners, 
community organisations, government 
agencies, corporate and business community 
associations to extend the reach of our 
campaigning. 
The Service of Remembrance is a valuable 

opportunity 
held mid-year 
annually to bring together network staff, donor 
family and transplant recipient communities, 
to recognise the generosity of donor families, 
and give thanks for the opportunities donation 
provides.
DonateLife Tasmania is looking forward to 
continuing the growth of the local network, the 
support from the community, and increasing 
organ and tissue donation in the state.
For any enquiries to DonateLife Tasmania or to 
join the emailing list please call 03 6270 2209 
or email donatelife.tasmania@ths.tas.gov.au

Some of the DonateLifeTAS team

mailto:donatelife.tasmania@ths.tas.gov.au
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Time is fast running 
out for WA’s only bone 
and tissue bank to 
raise the $10M needed 
for construction 
of cleanroom and 
laboratory facilities, 
putting the State’s 
donor programs at risk.
With the existing 
tenancy set to expire 
at the end of 2017 and 
the State Government 
having leased land 
in Midland, there has 
not been any funding 
allocation towards 
construction. Monies 
for building must be 
secured before the end 
of this year, otherwise 
PlusLife faces closure.
As a local not-for-profit 
organisation, PlusLife has provided services 
valued at more than $30M to the WA community 
over the past 23 years. And all at no cost to the 
State.
After exhausting all other options to raise funds 
in an almost impossible economic climate, 
PlusLife desperately needs the Barnett 
Government to commit to funding essential 
new facilities and ensuring this valuable service 
continues.
Whilst the WA Minister for Health has advised 
the media that he supports PlusLife and a 
proposal has been submitted to Treasury, 
and WA Premier Barnett has asserted that 
PlusLife is an “essential service” and will be 
“accommodated,” no formal confirmation 
has been received to date despite numerous 
requests for information.
Thousands of West Australians’ lives would be 
very different without the bone and tissue grafts 
supplied by PlusLife, according to Managing 
Director, Anne Cowie.

These include children and adolescents with 
spinal deformities and bone cancers where 
many young people receive a bone graft and 
avoid disfiguring amputation. Other major areas 
are in arthritic joint disease, sports injuries, and 
facial and dental reconstruction surgery.
“Last year alone, we supplied bone and tissue 
to more than 500 patients,” said Ms Cowie.
Without State Government funding for the new 
facilities, WA’s health system will be forced 
to look interstate and potentially overseas for 
bone and tissue to support local procedures.
Ms Cowie said: “Given our observation of a 
national shortage in bone and tissue supplies, 
PlusLife’s closure would disrupt hundreds of 
surgeries and other procedures across the 
state.”
The only service of its type across Australia 
which does not receive any form of state or 
federal funding, PlusLife is calling on the WA 
Premier to end the uncertainty surrounding 
this service and commit to funding as soon as 
possible.

PlusLife, the Western Australian bone and tissue bank is in a race against time to raise the 
funds needed for a new building. Managing Director, Anne Cowie tells DFA why.

RACE AGAINST TIME FOR WA’S ONLY  
BONE AND TISSUE BANK

Building plans for PlusLife. They face closure $10M cannot be secured before the end of 2016.



The community discusses donation 
without the knowledge and input of 
those who have lived through this 
experience.

We connect the community to a 
group that has the experience 
of donation so they might come 
to an informed understanding 
of what it is all about.

We are the only organisation 
in Australia, dedicated 
to Donor Families.

We give those in a position to infl uence 
policy - politicians, bureaucrats, media 
and other agencies - somewhere 
they can fi nd out what this most 
important group in the process think.

Our organisation is a place for Donor Families 
to go.  We want to hear from all Donor Families 
-their stories and experiences assist all 
Families with what they are going through.

Donors and their families 
are special enough to be 
heard and consulted on 
organ and tissue donation 
policy.

We have a role to play by working to help 
educate the public on the system from a 
Donor Family perspective - understanding 
it is not a simple process - celebrating 
and honouring our loved ones’ gifts.

We believe there is much we can 
do to improve the Donor Family 
experience and help many more in 
need because the community trusts 
and understands the process.

90 per cent of Australians 
support the idea of organ 
donations, yet many have not 
let their next of kin know, or  get 
the opportunity to do so. 

Being a Donor 
Family is forever a 
unique and changing 
experience.

Donor Families be 
treated with the utmost 
regard and considered 
throughout the process.

Join the conversation
www.donorfamiliesaustralia.com
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City Beach Foreshore was a perfect setting 
for the 2016 DonateLife Honour Ceremony. A 
lovely warm Perth evening with the sun setting 
over the ocean and the parrots and birdlife 
(somewhat noisy at times) added to a beautiful 
and emotional ceremony which was very well 
conducted.
Approximately 600 people attended and 
experienced the music of the Georgia Meredith 
Trio whilst a projection of Honour Roll Donors 
from 2014 and prior was displayed on the 
big screen in the marquee. The Master of 
Ceremonies, Mr Graham Mabury, was a 
perfect choice to host the evening and chat 
with Donor Family guest, Mr Greg Scroop and 
transplant recipient guests, Anna Monaco and 
Sandi Bowie (Parsons).
Dr Bruce Powell welcomed everyone and 
Mayor Kerry Shannon from the town of 
Cambridge gave a short address. Dr Wai Lim, 
clinical nephrologist, gave a heartfelt speech. 
Accompanied once again by soft music, the 
names of the donor heroes Honour Roll for 
2015 were again portrayed on the big screen 
for all to see... To many in attendance, the 
ceremony was a beautiful and fitting tribute to 
their heroic loved ones.

After many years of the ceremony being held at 
Lake Monger, this new venue will also become 
very special and will be even more so when the 
promised Donor Honour Memorial is erected 
— hopefully this year after many, many years 
of discussion. 
How wonderful it will be for donor families to 
visit throughout the many years to come with 
the importance of Organ and Tissue Donation 
talked about as families and friends enjoy our 
amazing City Beach Foreshore.
Our thanks to the Town of Cambridge and 
DonateLife WA.

DONOR MEMORIAL SERVICE PERTH
DFA WA Representative, Philippa Warton, recently attended the DonateLife Memorial Service 
in Perth and shares her experiences (upcoming services around the country are listed on 
page 19).
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On Saturday 19 
March 2016, a 
small contingent 
of the Donor 
Families Australia 
Queensland group 
met at Happy Valley, 
Clarke Place Park, 
Bulcock Beach, 
Caloundra.
Even though it was 
hard at times, it was 
also very comforting 
to speak with other 
donor families. 
Each and every one of us has a very different 
story; however, what links us all together is 
the fact that we have a Hero in our family. 
Our loved ones saved lives and gave second 
chances because their families chose to say 
‘yes’ to organ and tissue donation. What was 
very clear coming from all families was that we 
all said “yes” because we didn’t want another 
family to suffer a loss like we had. 
Unfortunately, quite a few of our other donor 
families and recipients couldn’t attend, but we 
look forward to meeting them at the next meet-
up in Brisbane in July.
On a personal note, this meet-up has been 
a huge accomplishment for me. When my 
Mum passed away, I was desperate to speak 
to other donor families. Even though I valued 
having access to DonateLife’s Social Worker, 
I didn’t want to speak with her – I wanted to 
speak to people like me, who were grieving 
the loss of a loved one but also dealing with all 
the emotions attached to the donation of their 
loved ones organs and tissue. Unfortunately, 
when I asked DonateLife if there were any 
support groups for donor families, I was told 
that there wasn’t.

Through my 
association with 
Donor Families 
Australia, I have 
been able to 
facilitate the first 
Queensland meet-
up and I couldn’t 
be prouder. After 
consultation with 
group members, I 
made the decision 
to include recipients 
into the group as I 
have found it to be 

very therapeutic to interact with recipients too. 
Thank you to the donor families and recipients 
who have supported me in my role as the 
Queensland Representative of Donor Families 
Australia, I couldn’t do this without you. I have 
a long way to go and it’s my vision to have 
support groups throughout Queensland in 
Cairns, Townsville, Mackay, Rockhampton, 
Harvey Bay, Sunshine Coast, Brisbane, the 
Gold Coast and out west. We are a small group, 
but it is my hope that as time goes by more 
donor families and recipients will hear about 
us and may wish to join our wonderful group 
of families. 
In Queensland during 2013-2015, there were 
220 organ and tissue donors. In January and 
February this year, seventeen. That's a lot of 
families out there, who, like me, may want to 
interact with other donor families. And that’s 
only the numbers for the last three years! 
I feel it’s important for families of organ 
and tissue donors to be given the option of 
accessing a support group such as ours. We 
are a group of wonderful people and I hope our 
group gains more support as time goes by.

QUEENSLAND’S INAUGURAL DONOR 
FAMILIES AND RECIPIENTS’ MEET-UP
Kelli McDonald, QLD Donor Families Australia Representative, tells DFA News about the recent 
Queensland Meet-Up she organised and the mutual support this special group was able to 
give through their shared experiences.
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We are complex beings with layers of experiences 
which affect the way we cope with, struggle through, 
and learn to live with grief. “The intensity of loss and 
grief is directly proportional to the intensity of the 
attachment bond and its felt component, love.”1

The role of all staff working with donor families is to 
recognise this grief and provide information about 
organ and tissue donation in a compassionate and 
caring manner to support the family to make a 
decision that feels right for them in their immediate 
grief and into the future.

Understanding the family’s experience is crucial in 
attuning to their individual needs and preferences 
so the best possible care can be provided. Often 
the family’s journey starts with sudden news of a 
catastrophic event leading to hospitalisation, their 
experience of getting to the hospital, the hours and/
or days which follow and finally being informed of 
the death. This will be unique for each family, as 
is their journey to donation. However, common 
to every donor family is experiencing the loss of 
a family member and this requires sensitivity, care 
and compassion from the professional team. While 
families experience grief differently, the role of the 
professional team to support the family in the way 
that best suits the family’s needs. 

Support at the hospital
At the hospital, support for the family starts 
immediately. The intensive care doctor (or caring 
physician) and possibly other intensive care staff 
(such as nurses or social workers) spend time 
explaining the gravity of the situation or that death 
may be imminent. The staff will answer questions 
and provide as much information as the family 
needs. Additional support services are also usually 
organised to assist the family (eg: contact with 
social workers, religious workers or community 
leaders). 

Donation is discussed after brain death is 
confirmed or after discussion on a decision to 
withdraw treatment. Many hospitals now ensure 
the caring physician and donation specialist (staff 
with training in Family Donation Conversations) are 
involved in this.

Following a family’s support for donation, a more 
detailed conversation occurs with a donation 
specialist nursing co-ordinator or nurse. This 
includes formal consent, more information about the 
process and completion of a detailed medical and 
1Alan B. Eppel. Sweet Sorrow:  love, loss and attachment in human life. 
2009. Karnac.

social history of the potential donor. The booklet: 
“Understanding Death and Donation” provides 
detailed information about brain and circulatory 
death and the donation process, (available on the 
DonateLife website http://www.donatelife.gov.au/
donor-family-support-resources). 

Before donation surgery, the donation specialist 
can assist the family to create mementos, such as 
handprints, footprints or a lock of hair.

The donor family will be asked if they would like 
to see their loved one after the donation retrieval 
surgery. Sometimes families prefer just to see their 
loved one at the funeral home. 

DonateLife telephones 24 to 36 hours after the 
surgery to tell the family about the outcome of the 
donation and transplantation surgeries. 

Ongoing support
As part of the National DonateLife Family Support 
Service, there are Donor Family Support Co-
ordinators (DFSCs) and Donation Specialist 
Nurse Co-ordinators in each state and territory 
DonateLife Agency to offer bereavement care 
to donor families. These staff have training in 
understanding and supporting families in grief. 
The DFSC telephones the family in the first month 
after the death, discusses their support needs and 
additional services, and their experience of the 
process at the hospital. A follow up call may be 
made if required or agreed.  

Following donation, an information pack is sent to 
families from DonateLife which includes:

• Letter acknowledging the generous gift of 
donation and information about the donation 
outcome. If possible, includes broad information 
about the recipient(s). At donor family request, 
updates on recipient progress can be provided 
by the DFSC. 

• “In reflection” booklet, specifically written for 
families who have supported organ and/or 
tissue donation, provides information about 
grief, support services available and more 
details on donation process.

• Brochure on community support services and 
contacts for local DonateLife agency.

• Name of Donor Family Support Co-ordinator 
following up with them.

• Details on Annual Services of Remembrance.

• Special lapel pin signifying donor and family 
generosity in making a donation decision. 

DONOR FAMILY SUPPORT
Many donor families have questions about support services available for them. Diane Murphy, 
Donor Family Support Co-ordinator at DonateLife QLD answers some of the most common.

http://www.donatelife.gov.au/donor-family-support-resources
http://www.donatelife.gov.au/donor-family-support-resources
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DonateLife agencies facilitate exchange of 
anonymous correspondence between donor 
families and recipients, in collaboration with 
transplant co-ordinators. It is a legal requirement 
under state and territory Human Tissue Acts 
(or equivalent) that no identifying information 
about a donation, donor or recipient is disclosed 
by the health professionals involved. To ensure 
confidentiality is maintained, any correspondence 
is conveyed anonymously. The OTA, DFSCs and 
Transplant Nurses’ Association have developed 
‘Correspondence Guidelines - Donor Families’ 
and ‘Correspondence Guidelines - Transplant 
Recipients’ (available on the OTA website http://
www.donatelife.gov.au/donor-family-support-
resources).

DonateLife Annual Services of Remembrance are 
held across Australia, usually in May and June. This 
year, there are eighteen services in different shapes, 
sizes and formats but with common elements 
deemed symbolic and inherent. The service 
provides a public forum opportunity to acknowledge 
the personal journey and generous gift of all organ 
and tissue donors and their families. Services are 
attended by donor families, transplant recipients 
and health professionals. It is an occasion to meet 
other donor families and transplant recipients and 
a symbolic ritual interweaving gratitude, mourning 
and remembrance. Details for 2016 Services of 
Remembrance are provided in this newsletter. 

DonateLife has a ‘Book of Life,’ a collation of stories 
on how organ and tissue donation has touched the 
lives of donor families and recipients. It pays tribute 
to the generosity of donors whose lives ended 
suddenly. You can read and submit your story on 
the DonateLife website http://www.donatelife.gov.
au/submit-your-story. 

To access a Donor Family Support Co-ordinator, 
visit the website (http://www.donatelife.gov.au/
donor-family-support-services).

Tissue donation
When someone becomes an 
organ donor, they often also 
become an eye and tissue 
donor. Eye and tissue donation 
can occur when organ donation 
is not possible, for example, 
when death occurs outside 
hospital or in a hospital ward or 
nursing home. The family may 
receive a telephone call from a 
tissue bank service or coronial 
system offering opportunity 
to consider eye and tissue 
donation. 

Supportive information and counselling is offered 
by tissue banks and in some cases by the coronial 
system. Tissue donors receive a letter with broad 
details of the donation outcome and “In Reflection” 
booklet from the bank with information on support 
services. (Available online http://www.donatelife.
gov.au/donor-family-support-resources). 

Common Questions
In my role as DFSC, I meet many donor families. 
Below are some questions most commonly asked 
and how I respond. 

“I am still having bad days when I cry all day. Is 
this normal?”

A resurgence of sorrow mainly in response to 
memories, anniversaries, and role changes is a 
normal experience. Research indicates grief is a 
constant presence. ‘Words converge at the point 
that is most unbearable for us. It is not a matter 
of “getting on with it” but finding a way to make 
loss a part of existence2.’ Going into our grief more 
deeply from time to time, allowing ourselves to fully 
experience our emotions and process our thoughts 
about our loved one and their meaning is a normal 
and healthy response. It really is a way of honouring 
our own loss, rather than minimising it. When our 
normal day to day functioning is impaired, it may 
be time to seek professional support. It’s not 
how much time has passed but what we do with 
the time that matters. Grief is an active process. 
People are often surprised by the intensity of their 
emotions. A spike in deep sadness and sometimes 
anxiety is a normal part of the grief reaction. There 
are no timelines for grief. As Mal McKissock an 
Australian bereavement counsellor and educator 
has said: “You are not not living, you are living with 
your grief”.

“What about experiencing problems with grief 
2Darian Leader. The New Black:  mourning, melancholia and depression. 
2008  London:  Hamish Hamilton.

http://www.donatelife.gov.au/donor-family-support-resources
http://www.donatelife.gov.au/donor-family-support-resources
http://www.donatelife.gov.au/donor-family-support-resources
http://www.donatelife.gov.au/submit-your-story
http://www.donatelife.gov.au/submit-your-story
http://www.donatelife.gov.au/donor-family-support-services
http://www.donatelife.gov.au/donor-family-support-services
http://www.donatelife.gov.au/donor-family-support-resources
http://www.donatelife.gov.au/donor-family-support-resources
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many years later?”

McKissock says: ‘If grief is the internal response to 
a significant loss, then it seems to me...unless there 
are severe psychiatric conditions, you can’t not 
grieve3.’ He provides us with wonderful comment 
on the misleading judgements others make about 
coping with grief in his book “Coping with Grief” 
saying others tend to judge wellbeing on how they 
feel about what you are doing. “We all just do our 
best to survive what initially feels unsurvivable, and 
often need to reassure ourselves that we do know 
what is best for us, that we are not going mad4.” 
The extent of not functioning is the clue. There 
have been many studies in the last two decades to 
measure grief reactions.

We are now familiar with the grief response in 
acute grief and over time. Bereaved people know in 
themselves if their grief or depression has become 
problematic, and may feel they have used up all the 
patience of friends and family. It is then contacting 
a grief counsellor is appropriate. Sometimes people 
make statements in counselling such as “This is 
the first time I have felt understood” which shows 
the importance of permission for bereaved people 
to tell their story. Clinicians attempt to separate 
major depression from normal spikes in depression 
that may be felt for many years, changing the 
intervention accordingly.

We are all familiar with the saying “Life is a journey 
not the destination” and grief is no different. 
McKissock reminds us there is no linear timeline 
for grief and no end point which we feel a magical 
“acceptance.” We may never feel okay about 
the death of our loved one, however we can 
accommodate our grief. How, is as personal and 
variable as our grief response. McKissock says the 
first step is to stop trying to be the same person, 
because we are forever changed after the death 
of a significant other. We need to acknowledge for 
ourselves the significance of the person in our life, 
our relationship with them, and the right to grieve 
for them and for our own loss.

“How do I cope with an anniversary?” 

The answer to this is as varied as human beings. 
Sometimes learning from the year before that 
it is a difficult time leading up to and the day of 
the anniversary is a wonderful start to the self-
knowledge required so planning something specific 
or different for the next anniversary or hurdle is put 
3Health Report interview with Mal McKissock (Radio National - ABC 
Radio) 2011  http://www.abc.net.
au/rn/talks/8.30/helthrpt/stories/
s441997.htm

4Mal and Dianne McKissock. Coping 
with Grief 4th Edition. ABC Books 
2012, p.49.

in place. This can range from something formal to 
remember and honour the loved one (eg: visiting 
the grave or dedicating time to reflect) through to 
informal (eg: going for a walk). It can be very private 
or something you share with friends or family.

“Will you tell me if the recipient has died?” 

Yes. If you have asked for an update there is a 
chance at some stage that a recipient may have 
died. You will be told the truth and this may 
represent a secondary loss; you may re-grieve your 
loved one.

I have experienced this particularly with families 
(but not exclusively) when a heart recipient has died, 
as the heart carries a great deal of our society’s 
symbolism of life and love. DonateLife agencies are 
not aware of a recipient death in the normal course 
of work, so we only ascertain this when seeking an 
update for a donor family.

Learning from families
A donor family’s experience is unique with many 
dimensions of emotion which may continue to 
arise for many years. Learning from these provides 
valuable insight and ideas on how support services 
might be strengthened. 

There have been many studies by The Australasian 
Transplant Co-ordinators Association (ATCA). In 
2014, the Organ and Tissue Authority released 
the Wave 1 Donor Family Study reviewing the 
experience of donor families throughout the 
process from initial conversations through to follow 
up support after a donation decision. This study 
works to more closely identify family needs and 
inform professional clinical practice and training, 
and to identify how to provide the best possible 
support for families.

Wave 1 study results are available on the DonateLife 
website http://www.donatelife.gov.au/national-
wave-1-donor-family-study. The Wave 2 study 
will invite participation by families who made a 
donation decision in a hospital setting in 2012 and 
2013, commencing in the coming months. Future 
Waves of the study will invite families to share 
their donation experiences from ongoing years to 
ensure all families have opportunity to comment on 
the support services provided to them.

We look forward to receiving feedback from donor 
families through the study and other mechanisms 
so that family support services are strengthened at 
hospital level and after donation through DonateLife 

Agencies so all families 
receive the best possible 
care.

http://www.abc.net.au/rn/talks/8.30/helthrpt/stories/s441997.htm
http://www.abc.net.au/rn/talks/8.30/helthrpt/stories/s441997.htm
http://www.abc.net.au/rn/talks/8.30/helthrpt/stories/s441997.htm
http://www.donatelife.gov.au/national-wave-1-donor-family-study)
http://www.donatelife.gov.au/national-wave-1-donor-family-study)
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Donor Families Australia is adding 
an 'Upcoming Events' section to 

our quarterly newsletter. 
We distribute DFA News throughout 

Australia so advertising events across the nation here 
is a great way for everyone to know what is happening 
in each State or Territory and the opportunity to join 
you. 
If you have a public event planned in relation to organ 
and tissue donation, whether you’re a Donor Family 
holding an event in remembrance of your loved one, a 
Recipient celebrating your gift or honoring your Donor, 
or you’re involved with another organisation's event, 
please let us know and we can publish your event 
details**.

  To advertise an event, contact us by our website: 
http://donorfamiliesaustralia.com/contact-us 
*We publish quarterly so please allow enough lead 
time.
*Please make sure the event is yours and/or that you 
are authorised to advertise the event details.

Upcoming Events
Kelli McDonald, DFA QLD 
representative, announces 
DFA News’ brand new section: 
Upcoming Events!New 

Section!

Tasmanian Recipient and Donor Family 

 Get Together, Picnic and Games Day 

12 noon Saturday 30th April 2016 

Valentines Park, High Street Campbelltown 

BYO Food and Drinks 

Or 

Remember, Campbelltown has lots of  great takeaways 

For more information or  to R.S.V.P  contact either 

Andrew Gibson on 0424509770 

Or 

Kelly Read  on 0408073237 

Email  kellyread13@gmail.com 

Upcoming Events // Upcoming Events // Upcoming Events

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/contact-us/
http://donorfamiliesaustralia.com/contact-us


Maiden Gully Recreation Reserve
B E C K H A M S  R O A D ,  

M A I D E N  G U L L Y  V I C  3 5 5 1

J U L Z E E 3 @ H O T M A I L . C O M
0 4 2 7 4 6 1 4 7 3

‘ P I T C H E R ’

D O N A T E L I F E -  
O R G A N  A N D  T I S S U E  D O N O R S  ‘ A W A R E N E S S ’

A S T H M A  F O U N D A T I O N  V I C T O R I A -  D O N A T I O N S
D O N O R  F A M I L I E S  A U S T R A L I A

SUNDAY MAY 1ST, 2016

34
M A T T H E W  J O H N  L A W R Y 1 3 . 1 0 . 1 9 7 8 - 1 4 . 0 4 . 2 0 1 3

P E R P E T U A L  M E M O R I A L  B A S E B A L L  C U P

Fun day out for a wonderful 
cause, raising awareness 
of the importance of organ 
and tissue donation and 
wellbeing of asthma control
Food drinks, coffee by sister 
Cass, merchandise,  
meet family members

Asthma kits available 
Sporting clubs and 
community groups

Face painting

EFTPOS available

All proceeds will be donated 
on behalf of “Matty34Legacy”

Donor Family 
Representatives

#thanksmatty

Upcoming Events // Upcoming Events // Upcoming Events // Upcoming Events // Upcoming Events // Upcoming Events

Sunday 1 May
In remembrance of our Son, Brother and Best Friend to so many

Baseballer  
No. 34 Scots (Bendigo)
No. 64 Williamston 
Wolves
Matthew - Matty - 
Matt -Uncle Cool Matt 
Rockstar!
13/10/1978 - 14/04/2013

WHO IS DONOR FAMILIES AUSTRALIA?
Losing someone we love is one of the hardest things we may ever have to live 
with. Formed in 2013, Donor Families Australia is a national member-based 
independent support and advocacy group comprising families who have 
donated their loved ones’ organs and tissue. It is the only organisation of its 
kind in Australia specifically dedicated to Donor Families.



ACT
Saturday 21 May at 10.30 am for 11:00 am start 
(10.15 am for those wishing to contribute to the display)
National Gallery of Australia, Canberra
RSVP: Monday 9 May 2016
Ph: 02 6174 5625 
E: organ.donation@act.gov.au

NSW
Saturday 28 May at 2.00 pm
Wesley Centre,220 Pitt St, Sydney
Enquiries: Alison Barnwell, NSW Organ and Tissue Donation 
Service - 02 8566 1700

NT
Alice Springs
Saturday 7 May at 10.00 am
Olive Pink Botanic Garden
RSVP: Friday 22nd April
Ph: 08 8944 1396  
E: andrea.james@nt.gov.au

Darwin
Saturday 4 June at 9.30 am – 11.20 am
George Brown Botanic Gardens (Near the lily pond and fountain) 
Gardens Road, Darwin
RSVP: Friday 20th May
Ph: 08 8944 8349
E: andrea.james@nt.gov.au

QLD

Brisbane
Sunday 5 June at 2.00 pm
Brisbane City Hall, King George Square
No RSVP required
Enquiries: DonateLife QLD - 07 3176 2350

Bundaberg
Sunday 22 May 2016 at 2.00 pm
Loyola Centre, Shalom College 
Fitzgerald Street, Bundaberg
Enquiries: Martin Brennan - 0417 704 784 or 
Lindsey Druce - 07 4150 2445

Cairns
Tuesday 7 June 2016 at 6.30 pm
The Good Shepherd Anglican Church
Cnr Mayers St & Collins Ave, Edge Hill, Cairns
Enquiries: Loren Ginders - 0419 281 619

Gold Coast
Saturday 4 June 2016 at 2.30 pm
Robina Community Centre
196 Robina Town Centre Drive, Robina
Enquires: Amanda Gilbert Ph: 07 5687 5676

Hervey Bay
Saturday 18 June at 1.00 pm
Urangan Community Centre, Elizabeth Street Urangan
Enquiries: Ian Rogers - 0427 256 123

Mackay
Friday 3 June 2016 at 6.30pm
St Francis Xavier Catholic Church
Bridge Road, Mackay
Enquiries: Donna Contor - 0417 716 292

Rockhampton
Sunday 22 May 2016 at 2.00 pm
Bauhinia House, Cnr Berserker & High Streets, North 
Rockhampton  
Enquiries: Josephine Reoch - 0437 278 950 or 
Katrina Duff - 07 4932 5458

Sunshine Coast
Saturday 18 June 2016 at 10 am
Immanuel Church, Forest Drive (off Wises Road), Buderim
Enquiries: Shona McDonald 0438 547 820 or 
Danielle Upson 0411 523 900

Toowoomba
Thursday 2 June 2016 at 6.30 pm
St Vincent’s Hospital Chapel
Scott Street, Toowoomba
Enquires: Liz Hill - 07 4616 5139

Townsville
Sunday 19 June at 3.00 pm 
Plantation Deck, Mercure Townsville, Woolcock Street, Townsville 
Enquiries: Sue Baxter or Rhonda Farley - 07 4433 2202

SA
Saturday 28 May at 3.30 pm -5.30 pm
Capri Theatre, 141 Goodwood Road, Goodwood
RSVP 6 May 2015
Ph: 08 8207 7117 
E: donatelifesa@health.sa.gov.au

TAS
Saturday 4 June at 2.00 pm
1145 Westwood Road, Hagley
RSVP: Friday 18th May 2016
Ph: 03 6270 2209
E:donatelife.tasmania@ths.tas.gov.au

VIC
Saturday 28 May at 2.00 pm (doors open from 1.30pm)
RMIT Storey Hall Auditorium, Building 16
336 Swanston Street, Melbourne
Enquiries: DonateLife Vic - 03 8317 7400

Please note:
The DonateLife WA service was held on Sunday 6 March 2016.

2016 DonateLife Annual Services of Remembrance

Upcoming Events // Upcoming Events // Upcoming Events // Upcoming Events // Upcoming Events // Upcoming Events



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:


