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Ben Wiseman 
 
Our son, Ben was born on 8th 
December 1977.  He weighed 
900 grams and was about the 
size of litre milk carton.  He 
spent the first three months of 
his life in hospitals and it was a 
joyous day when we finally 
brought him home.   
 
Ben was a fun loving boy who 
was adored by his extended 
family and reciprocated the love 
he was shown.  After leaving 
school he decided that he would 
like to become a nurse.  He 
went to Latrobe University in 
Wodonga, Victoria.  We 
thought this was a good omen 
as this was where he was born.   
 
After two years he returned to 
Canberra and began work as a 
personal carer in a dementia 
unit and a high unit at two 
nursing homes.  He was very 
good at his job and enjoyed 
working with the old people.   
 
In 2001 Ben had a seizure.  He 
was on medication for epilepsy 
but being a typical 23 year 
male he wasn’t very strict on 
the taking of his tablets.	  	  He	  
was	  resuscitated	  and	  rushed	  
to	  Canberra	  Hospital.	  	   
 

 

When	  Ben	  was	  of icially	  
declared	  brain	  dead	  on	  3rd	  
September	  2001,	  after	  very	  
rigorous	  testing,	  the	  subject	  of	  
organ	  donation	  was	  raised	  by	  
the	  doctor.	  	  We	  had	  seen	  the	  
poster	  in	  the	  waiting	  room	  of	  
the	  ICU	  highlighting	  organ	  
donation	  and	  we	  agreed	  to	  
donate	  his	  organs.	  	  The	  organ	  
donor	  coordinator	  then	  came	  
and	  discussed	  the	  procedures	  
with	  us.	  	   
 
We	  decided	  to	  donate	  Ben’s	  
organs	  as	  it	  wouldn’t	  seem	  to	  
be	  such	  a	  waste	  of	  his	  young	  
life.	  	  The	  ICU	  staff	  where	  
wonderful,	  they	  not	  only	  cared	  
for	  Ben	  in	  the	  most	  
compassionate	  way	  but	  
showed	  every	  kindness	  and	  
sympathy	  to	  us,	  his	  family	  and	  
friends.	  	  For	  instance	  one	  of	  
the	  staff	  asked	  Marguerite	  if	  
she	  would	  like	  to	  help	  give	  Ben	  
a	  wash.	  	  	   

	  Cont... 

Our Heroes  



 

Ben’s	  Story	  Cont…. 
 

She	  will	  always	  be	  grateful	  to	  the	  staff	  member	  
for	  giving	  her	  that	   inal	  opportunity. 
 
The	  doctors	   lew	  in	  from	  Melbourne	  and	  Sydney	  
to	  retrieve	  the	  organs	  which	  went	  to	  recipients	  in	  
both	  those	  states.	  They	  came	  and	  explained	  to	  us	  
what	  would	  be	  happening	  with	  Ben.	  	  Again	  the	  
doctors	  could	  not	  have	  been	  kinder	  or	  more	  
compassionate.	  	  The	  organ	  donor	  coordinator	  
assured	  us	  that	  she	  would	  stay	  with	  Ben	  whilst	  
he	  was	  in	  the	  operating	  theatre	  and	  that	  she	  
would	  look	  after	  him.	  	   
 
Afterwards	  we	  were	  able	  to	  say	  our	   inal	  
goodbyes	  to	  Ben.	  	  	   

 

Connecting Donor Families 

 
Donating	  Ben’s	  organs	  helped	  us	  with	  the	  
grief	  we	  felt	  at	  the	  time	  of	  his	  death.	  	  Since	  
then	  we	  have	  heard	  from	  two	  of	  the	  
recipients	  and	  it	  was	  a	  comfort	  for	  us	  to	  
know	  that	  a	  person	  was	  able	  to	  see	  their	  
irst	  grandchild	  and	  a	  young	  man	  is	  now	  
able	  to	  live	  a	  full	  life. 
 
We	  have	  become	  involved	  with	  the	  organ	  
donor	  awareness	  program	  and	  have	  seen	  
irst	  hand	  many	  examples	  of	  how	  organ	  
donation	  has	  given	  people	  a	  second	  
chance	  at	  life.	  	   
 

Laurie	  &	  Marguerite	  	  Wiseman 

A   couple   of   years   ago   Penny   Napier-
Mitchell   spent  weeks  gaining  4000  peoples  
signatures   to   a   petition   to   have   the   organ  
donation  gift  recognised  on  her  son  Shane’s  
Death   Certificate.   Penny   believes   that   this,  
their   last   legal   document   (an   historical   one  
too),   should   acknowledge   their   generous  
gift.  Many  other  donor   families  would  also  
like  to  see  this  occur.   
 

As   a   result   of   the   Victorian   Government’s  
Inquiry  into  Organ  and  Tissue  Donation  the  
following  recommendation  was  made;;  “That  
the  Victorian  Government  consider  ways   to  
acknowledge  and  recognise  the  altruistic  act  
of   organ   donation   including   the   possibility  
of   suitable   acknowledgment  on   the  donor’s  
death  certificate”. 
 

Well,   as   happens   with   many   government  
reports  after  they  are   tabled  they  sit   idle  on  
some  shelf  and  are  forgotten.  But,  this  report  
was   too   important   to   let   that   happen   so   I  
have   taken   up   the   challenge   to   see   this  
through   to   fruition.   After   emailing   all   the  
Members  of  Legal  and  Social  Issues 

RECOGNITION OF ORGAN DONATION ON  
DEATH CERTIFICATE          Le  C  

Reference   Committee   and   the   Health  
Minister,  David  Davis   to   gain   support   I  
was   very   disappointed   to   only   be   con-
tacted   by   two.  The  Health  Minister   had  
sent   it   sideways   to   the   Department   of  
Health   and   I   received   a   response   from  
Professor   C  W   Brooks   PSM   Executive  
Director  Wellbeing,   Integrated  Care  and  
Ageing.   I  was  extremely  underwhelmed  
by  his  response    which  was  a  diatribe  of  
facts   and   figures   on  donation,   supposed  
support    and  his  avoidance  of  what  could  
be  done  to  change  the  necessary  Acts  of  
Parliament.   The   other   response   came  
from   Colleen   Hartland   the  Member   for  
West  Metropolitan.  We  have  since  had  a  
very   informative   conversation   and   we  
are  meeting  in  person  in  late  October   to  
plan   the   next   phase   of   our   campaign.   I  
believe  Colleen  will  prove  a  very  useful  
ally.   
Watch  out  for  the  latest  update  on  this  in  
the  next  newsletter! 



 

Connecting Donor Families 

Congratulations to all those involved at DFA, it has been a 
very significant contribution since announcing its arrival a 
few months ago.   
 
From this addition on we will be featuring the real heroes 
of organ/tissue donation, the Donor.  In all the awareness 
campaigns you can be excused as to not knowing who is 
the real hero in a system of so many parts.  This is the 
one group we need and are sadly lacking in numbers.  
These are the people who save lives, many of them.  
When a fireman or a lifesaver pulls someone to safety 
the community makes a fuss, as it should, sadly a Donor, 
who will save many lives, is unrecognised by the 
community as a whole.  We need to tell the community it 
is good to be a Donor. 
 
It’s  good  to  read  a  story  like  Ben’s  .    It  is  DFA’s  goal  to  
make every Donor Family story equally as rewarding.  It 
is when we can let the community know you and your 
loved one will be cared for in this way that trust in the 
system will ensure rates will increase.   
 
We need the physicians, the bureaucrats and the media 
to be more aware of what the Donor and their Families 
have done.  Just in this last month I have been shown a 
publication by a transplant physician in Queensland who 
refers  to  her  work  as  “Doing  a  Donor”  and tells us that 
the inexperienced surgeons are assigned to performing 
the work on our loved ones.  She even quotes an example 
of   where   the   surgeon   in   charge   was   very   unwell   but   ‘it  
didn’t  matter  as  the  patient  was  already  dead’.   

We at DFA sent through an introductory email to Ms Yael 
Cass at Donate Life   but were disappointed to get back a 
response   that   included   Donate   Life   will   “consider   and  
identify   ways   that   your   organisation   could   contribute”.      
It would seem that Donate Life does not recognise what 
Donor Families and their loved ones have done already.  
In terms of contribution no single group has done more to 
the National Reform Agenda than Donor Families and their 
loved ones.    For Donor Families to now be told that they  

will be informed at some later stage as to how they may 
contribute is a total disregard to our heroes.   
 
The other night a news item came over the ABC 7.00pm TV 
news here in WA.   Here the journalist in her piece said 
“experts   say   families   can   often   be   the   stumbling   block   to  
organ   donation”.      So   now   we   have   the   journalists   saying  
Families  are  “stumbling  blocks”  because  experts  are  telling  
them that.  These comments are leading the general 
community to the conclusion that families should be taken 
out of the process and that families are overriding their 
loved ones wishes.  In fact the numbers of families that do 
override are minimal and the main reason families say no is 
because  they  don’t  know  what  their  loved  wanted.    In  these  
cases their loved one did not register or have the 
discussion.      Hardly   reason   to   call   families   “stumbling  
blocks”.       
 
Perhaps the most important story to come out in the last 
few weeks is the discussion paper by two members of the 
National Advisory Council to Donate Life, Anne Cahill 
Lambert,   AM   and   Chris   Thomas,   headed   “Improving   Organ  
Donation Building On Achievements Of The First Triennium 
A   Community   Perspective”.      The   general   thrust   of   the  
discussion paper is to bypass the Family.  How this paper 
can use the heading a Community Perspective is 
bewildering.  I know as a father of a donor that if a doctor 
told me at the time that they had helped themselves to my 
daughter without my consent the grief already present 
would be multiplied not to mention my anger.  We 
encourage Donor Families to read it and to let DFA know 
what they think.  Please use our webpage  and or Facebook.  
It is important that politicians and the media are made 
aware of your thoughts.  Our collective voice will have more 
power than our individual opinions.   
 
This paper is a disturbing trend that seems to be coming 
forward from the so called experts.  It can only help 
introduce mistrust into the process.  When you listen and 
read all this what do you think families are going to say at 
that  horrible  time.    Let’s  get  those  that  work  in  the  system  
to get behind their Donor Families and their Donors and who 
knows this change in direction could even translate into 
better donor rates.                         Bruce McDowell 
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Connecting Donor Families 
 
Donor  Families  and  Grief  
Study 
 

Rachel   Potter   is   an   honours   Social   Work   and  
Social  Planning  student  at  Flinders  University  in  
Adelaide,  South  Australia.  She   is  undertaking  a  
research   project   on   ‘Donor  Families   and  Grief’,  
to   explore   the   experience   of   donor   families  
particularly  in  relation  to  their  grief. 
 
The  purpose  of   this  study   is   to  gain  knowledge  
in   relation   to   the  experiences  of  donor   families,  
and  contribute   to   further  understanding   that  will  
assist  medical  and  community  services  to  better  
support   families   dealing   with   the   experience   of  
organ  and  tissue  donation  following  the  death  of  
their  family  member. 
 
Rachel   hopes   to   interview   5-10   families   in  
Australia   whose   loved   one   has   been   an   organ  
and/or   tissue  donor.  Members  are   invited   to  be  
part   of   a   one-on-one   conversational   style  
interview  with  Rachel   to  answer  about  a  dozen  
questions  about   their  experience.  The   interview  
can  take  place  in  person,  via  Skype  or  over  the  
telephone,   depending   on   location   and   the  
preference   of   the   participant,   and   will   take  
approximately   60   minutes.   Participation   is  
voluntary  and  any   identifying   information  will  be  
removed  to  ensure  confidentiality. 
 
By   sharing   your   experiences,   you   will   be  
contributing   to   research   that   informs  
organisational   and   public   policy   and   practice,  
which  the  researcher  hopes  will  benefit  you  and  
your   community.   It   is   hoped   that   the   sharing  of  
your  unique  story  will  be  a  positive  experience. 
 
Interested   in   participating?      Please   contact  
Rachel  at  either  -   
Email:    pott0136@flinders.edu.au 
Or   
Phone  0477  672634 
You  must  be: 

18  years  of  age  or  over,  and 
a  family  member  of  a  deceased  adult  loved  

one  whose  organ/s  and/or  tissue  have  
been  donated  within  the  past  five  years. 

 
Rachel  is  grateful  for  the  opportunity  to  gain  
insight  from  members  of  Donor  Families  
Australia.  She  is  happy  to  answer  any  questions  
you  may  have  in  relation  to  the  study  and  thanks  
you  in  advance  for  your  interest. 

 
Donor 
Supporters   
 
 
The owner (Jaqueline) of the firm below 

rang me the other day to say she had 

photographed the Geraldton Donor Awareness 

Fountain and she was so impressed that she 

had taken it back to her marketing 

manager.   
 

The marketing department proceeded to 

display the photo via their social media 

and within days had over a hundred likes.  

Jacqueline also informed me she had spoken 

about organ donation with all her staff 

and impressed upon them the importance of 

discussing it with their family.   

 

Well done Jacqueline and 

her firm REPIPE! 

Donor Families Australia would like to 
acknowledge all those families who are 
remembering the Anniversaries of their 
loved ones. 
 
 

Those we love don't go away, they walk beside us every 
day. 

Unseen, unheard, but always near; still loved, still 
missed and very dear. 

                                                                                      
                                                                                                        

- Anonymous 
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HOLLY’S  INSIGHT 

Connecting Donor Families 

The	  power	  of	  the’ick’	  factor	  in	  organ	  
donation.  
 

Over the last few weeks a number of 
incidents in the public sphere have 
highlighted the problem of callous, 
inaccurate and insensitive representation of 
organ donation. The BBC faced strong 
complaint and approbation from the NHS for 
its depiction of organ donation in a recent 
television drama. In Australia last week a 
television program aired which presented a 
case of a death and subsequent organ 
donation. This program created outrage 
amongst nursing colleagues and those who 
are awaiting organ transplantation for its 
poor portrayal of organ donation and nurses. 
A strongly voiced view from my colleagues 
was that the outcomes could negatively 
colour the organ donation views of those 
who viewed the episode. This event 
coincided with a discussion about the release 
of a new book by a liver transplant surgeon 
aimed for public consumption, displayed in 
the new books section of a public library and 
picked up by a family member of an organ 
donor. This book was passed for review to 
Donor Families Australia. The donor family 
members were deeply distressed by 
insensitivity displayed in the portrayal of the 
organ donation surgical process and the 
apparent relegation of the donor to a vessel 
for organs. 
 

A real anxiety about organ donation held by 
many in our community is sometimes 
referred to as the ‘ick’ factor and includes the 
idea of bodily mutilation, disrespect for the  

grieving family and confusion about the 
terminology and determination of death.  
The organ donation sector describes these 
fears as the ‘myths’ of organ donation. These 
fears and uncertainties are known to intrude 
and sometimes strongly influence the decision 
making process of people contemplating their 
own or their relatives’ death and organ and 
tissue donation decision. Despite an increase in 
the number of organ donors in Australia since 
the introduction of funding to facilitate the 
clinical requirements of organ donation, 2013 
figures indicate around 45% of families still 
decline the request for donation, a figure that 
remains effectively unchanged across the last 
decade. For this reason Australia still lags well 
behind most developed countries in organ 
donation rates with a rate half that of Spain 
who has the highest donation rate, and seeks 
family consent for every donation despite its 
Opt out scheme. It is possible that despite the 
altruistic character of Australians and a 
willingness to support the idea of organ 
donation; many of us carry a subconscious 
hesitation to agree to organ or tissue donation 
underpinned by distrust in the process.  

I am saddened that despite the general 
acknowledgement in the public conversation in 
Australia that we should increase our organ 
donation rates with calls for opt-out legislative 
frameworks to over-ride the influence of 
families in the decision making process ; many 
thought leaders remain amazingly insensitive to 
the impact they have in influencing the organ 
donation decisions of the community. People 
who include not only those who may be 
required to make a decision in the future about 
organ donation; but also grieving donor 
families who, having made a decision to 
donate, benefit from affirmation for what is 
often a harrowing experience.  

 

 



 

The experience of empathy and compassion 
contribute to the trust and hope which is 
essential for families to make a decision to 
donate, and for our community to expect to 
donate as a normal part of end of life care. 
Families need to have the trust that their 
relative will be cared for and honoured and 
that their grief will be acknowledged. They 
need to have hope that their decision respects 
their loved ones wishes, and is validated with 
care for their loved one throughout the 
donation process. They require validation for 
their decision and acknowledgement of their 
gift.  

We cannot blame families for declining to 
donate their loved ones organs when their first 
need to is protect and care for them and their 
bodies. The only place families can obtain 
information about organ donation processes 
in Australia is from the media and information 
in the public domain, and this is what they use 
to inform many of their decisions. This leaves 
the hospital staff with the difficult task of not 
only providing excellent care and 
communication in every facet of the patient 
journey, but it also requires skilled expertise to 
fully educate a grieving family about the organ 
donation process. For most people this is new 
and complex information, and is difficult to 
assimilate through the veil of emotion, shock 
and sleep deprivation.  

There are no authoritative standardised public 
education resources available in Australia 
about what it is like to go through the 
experience of donating your relatives’ organs, 
and what families should expect when faced 
with the decision. Until there is, it is beholden 
for us all to consider the impact of our words 
and their power. An interesting comment from 
a participant in a study I am conducting (﴾who 
declined donation)﴿ was "- so much for the 
recipient but nothing for the donor". Please 
consider a more thoughtful approach to the 
way we represent organ and tissue  

Connecting Donor Families 

 

 

If you would like to find out more about Donor Families 
Australia  and how to become a member please visit our 
website: 
 

www.donorfamiliesaustralia.com 
 

Individually we do great things and affect 
those around us. 

 

Collective we do great things and affect  
a nation! 

Holly Northam is Assistant Professor in Critical 
Care Nursing at the University of Canberra. 

She is a Registered Nurse, Midwife and 
doctoral candidate exploring the experiences of 

families who have made organ donation 
decisions. Amongst her previous clinical roles 

Holly was an organ donor coordinator. Holly is 
a Director on the Board of Sharelife Australia. 

donation in public and professional 
communication. It has ramifications. For 
example, there were only four heart/ lung 
donors in Australia in 2012. The number of 
patients who die on the waiting list or are 
removed from the waiting list when dying are 
not published. Anecdotally the numbers are 
significant. I am sure it must be heart breaking 
to be waiting for a transplant and to be aware 
of the possible impact of this insensitivity. 
Importantly, please consider how your family 
would feel if asked to donate a loved ones’ 
organs because in truth it can happen to any of 
us at any time. 



 

Connecting Donor Families 

 
Welcomed       Thank You   
 
 
 
 
 
 
A few months ago I met one of my husbands 
recipients for the first time. His name is Tony. 
He wrote to me 1 year after he received his 
new liver which saved his life. It is the most 
beautiful letter I have ever received in my life. 
It brought me great comfort and pride to 
know that my wonderful husband Peter had 
saved lives.  
 

 It took me 2 years to reply, I don't know 
why, unexplainable. We eventually arranged to 
meet for coffee - we instantly knew who the 
other person was. We talked for over 2 hours - 
the meeting was emotional, scary and 
wonderful. Tony told me his story and had 
been sick most of his life. 
 

 He got to a point where only a liver 
transplant would save his life.  He described 
how he felt guilty knowing that some other 
family was experiencing the grief of loosing 
someone. I told him what comfort it gave me 
to know that out there somewhere were 
people living because of my husband of 37 
years.  
 

 We have since met again and Tony has 
welcomed me into his family, his lovely wife 
Natalie and parents are such lovely people and 
we have formed new friendships with a great 
bond between us all.  
 

 

 

 

 

 

My hope for all members of the DFA family is 

that they are, one day, as lucky as I have been 

that out of such sudden grief comes the joy and 

pride of knowing that their beloved "heroes" have 

made such an incredible difference to the lives of 

other families. 

Philippa  Waldron 

 

A  Special  Gift    by 
  Ailsa  Allen 
 
 
This  book  details  Ailsa’s  working   life   as   a  
donor   coordinator   for   Donate   West.      In  
having  met  Ailsa  I  know  that  she  took  great  
pride   in   what   she   did   and   I   know   Donor  
Families  would  have  been  well  cared  for.      I  
enjoyed   her   book,   it   was   informative   and  
caring.                                                                Bruce  McDowell 



 

The Perth Bone & Tissue Bank 
was rebranded as PlusLife at a 

launch held at the State Reception Centre on 7th June this 
year. The launch was attended by 250 guests including 
PlusLife Board and staff, family and friends, medical staff, 
donor families, recipients and community groups. 
 

The new brand and a marketing strategy were developed by 
Jack in the Box, as part of the Orange Seed Project Gift, which 
the organisation received in 2012. The gift 
also involved an advertising budget in the 
West Australian.. 

 

 
 
 

 
 
 
 
 
 
 

 
The Bank has been operating for 20 years, however little is known about tissue donation. With the 
generous help of donors and donor families, PlusLife has provided more than 13,000 grafts for 
over 8,000 patients; and is seeking to raise awareness of tissue donation in the community to 
support the continuing demand for graft material. 
 

Grafts provided by PlusLife are used for the treatment of spinal deformity in children and 
adolescents, bone tumours (generally in young people), often preventing amputation; complex joint 
replacement surgery; and traumatic and sporting injuries. 
 

PlusLife urgently needs to relocate to larger more suitable premises and is currently planning a 
major fundraising campaign called Plus YOU, to support the relocation of the bank. The campaign 
is scheduled for April 2014 and will include a public event in Forrest Place and a Gala dinner and 
Auction. We will be seeking volunteers and sponsorship to help with both, so if you are interested in 
getting involved, please contact Managing Director Anne Cowie on anne.cowie@pluslife.org.au  
PlusLife is a not-for-profit organisation and financial donations are tax deductible. 
For more information visit our website  http://www.Pluslife.org.au 
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