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Executive summary

The Organ and Tissue Authority gathers feedback on the experiences of
donor families in the National Study of Family Experiences of Organ and
Tissue Donation (Donor Family Study). This report details the findings of
Wave 5 of the study and represents the views and experiences of families
who made a decision about donation in 2018 and 2019. The research includes
families who consented to and those who declined donation. The research
seeks to understand families’ experiences before, during and after the
decision about donation, to understand and monitor how the needs of

families can best be met.

This wave's findings demonstrate that almost all families
(96%) felt comfortable with the decision they made about
donation.

Amongst the family members who consented to
donation in 2018 and 2019, 491 family members opted
to participate in the Wave 5 study, resulting in a 20.7%
response rate. Families who declined donation were
also approached, with 34 family members choosing to
participate. This equates to a 7.2% response rate.

Of the 525 family members who participated in Wave 5 of
the Donor Family Study, 197 volunteered to take partin
an in-depth interview. This included 187 family members
who consented to donation and 10 family members who
declined donation. From this group, 31 family members
were randomly selected to take partin an in-depth
interview, including 25 who had consented to donation
and six who had declined donation.

We wish to acknowledge and thank all family members
who gave their time so generously to talk about their
experiences. Feedback from families is integral to the
study, providing insight and evidence that leads to
improvements in the way donor families are cared for
and supported.

Impact of prior knowledge

Findings from the Donor Family Study continue to
highlight the importance of prior knowledge of a family
member’s donation wishes when it comes time to making
a decision about donation in hospital.

Families who know what their family member wanted
find it easier to make a decision about donation (88% of
family members who discussed and knew their family
member’s wishes found the decision easier). When
decisions align with a family member’s wishes, families
feel comfortable with their decision.

Conversely, the study shows that when the wishes of

a family member are unknown, the decision about
donation tends to be a more difficult one, with 16% of
those who had not had a conversation with their family
member being more uncertain of their decision. When
wishes are unknown, family members can struggle to
come to a unified decision, and this can result in conflict,
discomfort, and sometimes regret over their decision.

Prior knowledge of a family member’s donation
wishes is important for families when making a
decision about donation.

Motivations and barriers to donation

Consistent with previous waves, most donor families
(78%) saw organ and tissue donation as a chance for
something positive to come out of a personal tragedy.
Seven in 10 (72%) family members were motivated to say
yes to donation as they felt their loved one would have
wanted to help others.

When looking at barriers to donation, the main reason
most families declined donation was because they knew
or felt that their family member would not want to donate
(30%). The next highest reported reason for declining
donation, at 27%, was the belief that their family member
had been through enough. This is consistent with Wave 4
findings.

Interaction with hospital staff

The experience of those who are asked to consider
donation usually begins in the Intensive Care Unit or
Emergency Department of hospitals across Australia.
The majority of families, irrespective of their decision
about donation, felt hospital staff treated them with
consideration and sensitivity (91% of families who
consented to donation felt this occurred to a great
extent, and 82% of families who declined donation felt
this occurred to a great extent).

Organ & Tissue Authority | Proof Research Pty Ltd 1



Families who made a decision about donation in

2018 and 2019 mostly experienced great kindness,
compassion, empathy and sensitivity from hospital staff.
Families were also especially appreciative of the respect
shown to their family member by hospital staff. Families
who stated they were treated with consideration only
to some extent were more likely to have experienced
inconsistencies in the level of care shown to them by
hospital staff.

The majority of families approached about donation felt
that hospital staff made it clear that their family member’s
condition was critical and that they would not survive
(97% of families who consented and 94% of those who
declined donation). These findings have been consistent
since Wave 1.

Helping families to understand that their family
member will not recover requires clear, concise
and consistent communication and information
from hospital staff, delivered with authenticity,
compassion and empathy.

Brain death testing

During 2018 and 2019, 25% of family members surveyed,
who experienced the neurological determination of death
pathway, were asked if they would like to be present
during the brain death testing of their family member.
This is a significant decrease since Wave 4, where 36% of
family members were given this opportunity.

Of the families who chose to be present, the majority
(86%) of consenting families and all declining families,
said that it helped them to understand that their family
member had died. Some families will need the clarity that
comes from brain death testing before they can take in
new information about donation.

Witnessing brain death testing often helps
families to understand that their family member
has died. All family members should be given

the opportunity to witness the brain death
testing of their family member, as it can help to
provide clarity of their family member’s death.
Family members who choose to attend should be
supported by hospital staff during the testing.

The donation conversation

Consistent with previous waves, health professionals
continue to be the primary initiator of the donation
conversation. This occurred with 60% of families who
consented to donation and 71% of families who declined
donation. Families who raised donation themselves
represent 27% of families who consented to donation
and 9% of families who declined.
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In 2018 and 2019, 46% of consenting family members
were asked about donation by a health professional
before (10%) or at the same time (36%) as being told of
their family member’s neurological death or expected
death. Amongst families who declined donation, 80%
were asked to consider donation at the same time or
before being told of their family member’s prognosis.

Wave 5 findings indicate that families are much more
receptive to the donation conversation after they have
had time to accept that their family member is not going
to survive. Approximately three quarters (76%) of family
members who consented to donation, and 65% of
families who declined donation, felt that the timing of the
approach by health professionals was appropriate. While
timing is one factor; the way donation is approached
must also be considered.

The donation conversation should only be
raised by health professionals after neurological
death or expected death has been confirmed
with, and understood by, the family, and the
family provided with time to digest the news.

The way families are approached about organ donation
can influence not only their decision, but their view

of donation. The overwhelming majority of family
members in Wave 5 who consented to donation felt that
discussions about donation were handled sensitively
and with compassion (92% of family members strongly
agreed). This is significantly less so amongst families
who declined donation (56% strongly agreed that the
conversation was handled sensitively).

With regards to making an informed decision about
donation, 98% of family members who consented to
donation agreed (88% strongly agreed) that they were
given sufficient information to allow them to make an
informed decision. Families who declined donation were
significantly less likely to feel that they were given enough
information to allow them to make an informed decision
about donation (64% strongly agreed that they were).

Almost all family members (98%) who consented to
donation in 2018 and 2019 agreed that their family was
provided with enough opportunities to ask questions
about donation (89% strongly agreed). Families who
declined donation were significantly less likely to feel this
way (60% strongly agreed).

Most families (97%) who consented to donation felt they
were given enough time to discuss donation and to make
their decision (88% strongly agreed). Families who declined
donation were much less likely to feel they were given
sufficient decision-making time (50% strongly agreed).



When asked how the way in which donation was
discussed with them at the hospital could have

been improved, 61% of family members felt that no
improvements were necessary as the discussions

were handled well and staff were compassionate and
supportive. However, there is still scope for improvement,
as 18% of families suggested better communication to
keep families informed of the process and timelines.
Families who declined donation suggested improvements
in the timing, approach, and the tone of the donation
conversation, as well as who is present in the room.

Families need clear and consistent
communication, compassion, time, and privacy.

They should be provided with sufficient
information to enable them to make an
informed decision and hospital staff should
ensure that families know that they can

ask questions at any time. Key pieces of
information required at this stage are around
the donation process and timelines.

Donation process

Nine in ten (92%) donor families participating in Wave

5, recalled meeting or having a discussion with a
Donatelife staff member. After this meeting 83% of donor
family members felt well informed, whilst 15% still had
unanswered questions, and 3% left the discussion with no
clear understanding of the donation process. Significantly
fewer families (48%) who went on to decline donation
recalled meeting with a Donatelife staff member. Of the
15 families who did meet with a DonatelLife staff member
and subsequently declined donation, 80% felt they were
well informed after this meeting.

In 2018 and 2019, 52% of consenting donor family
members recalled being provided with written
information explaining organ and tissue donation whilst
in hospital. Of families who declined donation, just 6%
recalled receiving written information.

Information delivered verbally should be
tailored to the needs of individual family
members - succinct and delivered in layman’s
terms for ease of processing, or more detailed
when requested. Donation Specialist have
specific skills and training and it is important
for a Donation Specialist to be involved

in the conversation and process to aid in
supporting and informing families when they
are making a decision about donation.Written
information, given to families whilst is hospital,
is supplementary detail that may provide
support and assist families to consolidate their
understanding of donation.

Three quarters (76%) of donor family members in Wave 5
were offered the support of a social worker or chaplain at
some time during their family member’s stay in hospital.
Of families who declined donation, 70% report they were
offered this type of support. Families noted that the
support received helped them during this time.

In terms of the information provided to families about
donation surgery, 85% of donor family members felt they
were given the information they wanted and 88% felt that
the amount of information they received was just right.

The research found that the following can
reduce the distress of family members between
the time of consenting to donation and
donation surgery:

— Being kept informed about timeframes

— Allowing private time with their family
member

— Health professionals continuing to care for
their family member with respect

— Being shielded from witnessing procedures
that directly relate to donation surgery

Donation surgery

Almost all families (96%) who consented to donation
during 2018 and 2019 felt they were given enough time
with their family member prior to donation surgery. The
majority of donor families had positive experiences with
ICU staff; 93% of donor family members felt that their
family member was treated with respect by ICU staff in the
lead up to the donation surgery.

A recurring theme present in the Donor Family Study

is the support provided when a family member’s loved
one is taken for donation surgery. This is a difficult time
for families because of the finality of the situation and
families often feel lost and alone at this point. There is an
opportunity to strengthen the provision of support for
family members at the time when their family member is
leaving for donation surgery.

It is often helpful to prepare families and talk
through options on how they might like to
spend this time. Families may also benefit
from having a social worker or suitable person
available to support family members when
their loved one leaves for the donation surgery.

Organ & Tissue Authority | Proof Research Pty Ltd 3



Follow-up service and DonateLife resources

During 2018 and 2019, 95% of family members

who consented to donation state they were offered
support from either a hospital and/or Donatel.ife staff
member. Of those families who were offered support
from DonatelLife, 90% accepted it. The support from a
Donatelife staff member was reported to be helpful by
the majority (97%) of family members. Of the families
surveyed, 21% who declined donation said that a follow-
up phone call from a DonatelLife staff member would
have been helpful.

Families can initially under-estimate the value of follow-
up contact and resources from Donatelife. However,
over time the support offered by Donatelife can provide
families with reassurance and comfort. Some family
members surveyed (18%) advised that ongoing contact
with DonateLife helps them because it makes them feel
less alone, and that they are valued and not forgotten.

In terms of Donatel.ife resources, donor families found
the initial phone call informing them of the outcome

of the donation to be helpful (99% of family members
who received it). The content of the DonatelLife letter
and some basic information about the transplant
recipients are also considered helpful by 99% and 100%
respectively of donor families who received these.

Most donor family members (85%) felt the contact they
have had with DonateLife has been at the right level.
Conversely, 13% of donor family members felt they have
not had enough contact with DonateLife since their family
member died, a significant decrease since Wave 4 (20%).

Contact from DonatelLife provides families with
support. Family members need to feel that
their loved one is not forgotten and that their
donation is appreciated. One of the greatest
comforts for family members was to know the
progress of recipients.

Correspondence with recipients

More than half (56%) of donor families who participated
in Wave 5 have received a letter from at least one
transplant recipient, via DonateLife. All those who
received correspondence from recipients were
comforted by this (77% found the correspondence to be
of great comfort; 22% of some comfort). For most donor
families, hearing from recipients not only reaffirmed their
decision to donate, but made them feel that their family
member's death wasn't in vain. This correspondence
from recipients often also filled donor families with pride
for their family member, and most importantly, helped
them to heal.

In Wave 5, 30% of donor families who had opted-

in to receive correspondence from recipients, had
not received any. These families reported feelings of
disappointment and sadness by the lack of contact.
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DonatelLife will continue to work with
transplant teams to convey the significance
for many donor families of receiving
correspondence from the recipient.

On reflection

For 96% of families who consented to donation, the
decision about donation made in 2018 and 2019 still

sits well with them today, 86% very much so. When
reflecting, families not comfortable with their decision
cite not knowing their family member’s donation wishes
and difficulty coming to terms with their death as the two
predominant reasons.

One quarter (24%) of families who declined donation are
not very comfortable with their decision about donation
today; 6% are very uncomfortable with their decision.
Some of these family members wanted to donate but
there were other members of the family who didn't, and
in the absence of knowledge of what their family member
would have wanted, the family opted to decline. On
reflection, some feel that they may have made a different
decision if they had more time.

The majority of donor family members (96%) found
comfort from their family member being able to donate.
For these family members, donation provided comfort
through knowing that their loved one has helped
somebody (90%) and that they have honoured their loved
one’s wishes (53%).

Consistent with previous waves, 88% of family members
surveyed who consented to donation would donate their
own organs and/or tissues after death. Among families
who declined donation in 2018 and 2019, 83% would
make the same decision again, while 7% would make a
different decision about donation, and 10% are undecided.

We are heartened to note the vast majority of families
reported being treated with compassion and respect
during their experience. It is important to recognise
families who consented to donation reported finding
something positive out of this very difficult time.

We thank all families who gave their time
to contribute to this report by providing
feedback. The sharing of your experiences
will help guide further improvements in

the way donor families are cared for and
supported throughout the donation process
in Australia.



Part A - Research overview

1 Research background

The Organ and Tissue Authority (OTA) contracts Proof Research to independently conduct the National Donor Family
Study to obtain information on family experiences of deceased organ and tissue donation. The study seeks to learn
from and understand the family’'s experience, from early interactions with hospital and Donatelife staff and initial
donation conversations, through to the follow-up contact and support provided to families after donation.

The insights gained from surveys and conversations with families provide valuable evidence for the ongoing review
and enhancement of the care and support provided to families before, during and after the decision about donation is
made. The Donor Family Study gives the opportunity for families to be heard. The findings are used to determine how
the needs of families can best be met.

This report details findings of Wave 5 of the Donor Family Study. Wave 5 represents families who made a decision
about donation in 2018 and 2019 and compares findings with the previous waves of the Donor Family Study.

@ This is why I was very keen to respond to this questionnaire, because I felt like, ‘okay, I've got a
voice now, I can be heard.’”
2019 - Consented to donation

@ I think it was a very good survey.... It is such a delicate process, in my case it was losing a son who I
had cared and loved for 40 years. Thank you for giving me the opportunity to be in your research.”
2018 — Consented to donation

@ I just want to help. It's great that you're doing this research.”
2018 — Declined donation

Organ & Tissue Authority | Proof Research Pty Ltd 5



2 Research objectives

The overall aim of the Donor Family Study is to:

Provide evidence-based insight into the experiences of families who have been asked to consider
organ and tissue donation in a hospital setting.

This aim is supported by a number of key objectives:
« Determine factors influencing the decision to consent to or decline donation.
« Identify the nature and quality of services provided to families at all stages of families’ experiences.

« Identify the way in which information is provided to families to help them with their decision
about donation.

« Determine perceptions of care and support provided before, during and after the decision about donation and
process.

- Identify family preferences in relation to support services.
- Identify aspects of service provision requiring improvements.

« Investigate family attitudes in relation to contact with recipients and support provided.

6 Wave 5 | National Study of Family Experiences - Research Report



3 Research methodology

A mixed methodology comprising quantitative and qualitative research was used to address the overall aim and
objectives of the national study.

The program involved four key stages:
Stage 1 Review of research instruments and documents

Stage 2 Human Research Ethics Committee (HREC) and Research Governance (RG) submission
and approval process

Stage 3 Fieldwork - quantitative and qualitative research

Stage 4 Analysis and reporting

3.1 Stage 1: Review of research instruments and documents

Wave 5 of the Donor Family Study was treated as an extension of earlier waves, with minor amendments made to the
survey instruments, as required.

Alist of HREC approved study documents is shown below.
« Covering letter from Hospital Health Services (HHS) / hospitals (for families who declined donation)
« Covering letter from the CEO of the OTA
« Participant Information Statement (PIS)
« Participant Information Sheet
— Consent form for families who declined donation in Victoria

« Site-specific Participant Information Sheet

— Consent form (PICF) for families who declined donation in Victoria

Participant
L . . . . PRADF Information
- Consent Form (fOl’ participation in a personal interview) —

«  Questionnaire:

— Families who consented to donation Study of family
experiences of organ

.. . . and tissue donation
— Families who declined donation —

Participant Information Statement

« Discussion Guide for use in the in-depth personal interviews:

— With families who consented to donation

— With families who declined donation

Organ & Tissue Authority | Proof Research Pty Ltd
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3.2 Stage 2: HREC and Research Governance submission process

Approval to conduct Wave 5 of the Donor Family Study was granted by the Human Research Ethics
Committees (HRECs) shown in Table 1.

Table 1 List of HRECs for consenting strand of research

State/territory Human Research Ethics Committee Wave 5 Approval Date
ACT ACT Health HREC 19 September 2020
NSW South Eastern Sydney Local Health District HREC 9 February 2021
viC Austin Health HREC 22 December 2020
Australian Red Cross Blood Service Ethics Committee 17 September 2020
NT Menzies School of Health Research 6 August 2020
Central Australian HREC 11 August 2020
WA Sir Charles Gairdner Osborne Park Health Care Group HREC 8 March 2021
StJohn of God Health Care HREC 12 AugUst 2020
QLD Townsville Hospital and Health Service HREC 6 August 2020
SA SA Department for Health and Wellbeing HREC 6 August 2020

7 December 2022

TAS UTAS HREC 13 August 2020

10 March 2023

Site specific applications were required to include feedback from families who declined donation, as
family contact details are held by the Hospital and Health Service/ hospital, not by DonateLife. Approval
to conduct Wave 5 of the Donor Family Study with families who declined donation was granted by the
Research Governance Offices (RGOs) outlined in Table 2.

Table 2 List of Research Governance Offices for declined strand of research

State/territory Research Governance Office Wave 5 Approval Date

ACT ACT Health HREC (for Canberra Hospital and Calvary Hospital) 19 September 2020

NSW Northern NSW Local Health District 16 February 2021
The Sydney Children's Hospitals Network 10May2021
lllawarra Shoalhaven Local Health District >3March 2021
Northern Sydney Local Health District suy2021
Hunter New England Local Health District ompril2021
Western Sydney Local Health District 18 March 2021

8 Wave 5 | National Study of Family Experiences - Research Report



State/territory
A/ [of

Peninsula Health

Research Governance Office

Wave 5 Approval Date

3 June 2021

Ballarat Health Services

17 June 2021

Northern Health

30 June 2021

Austin Health

22 April 2021

Eastern Health

10 June 2021

Western Health

7 July 2021

The Royal Children’s Hospital Melbourne

16 June 2021

St Vincent's Health

9 April 2021

Melbourne Health

11 June 2021

Monash Health

8 June 2021

NT Top End Health Service (TEHS) 18 February 2021

WA North Metropolitan Health Service 29 june 2021
Child and Adolescent Health Service 7September 2021
South Metropolitan Health Service 15june 2021
East Metropolitan Health Service e A

QLD Gold Coast Hospital and Health Service 25 September 2020
Metro South Hospital and Health Service 10 February 2021
Townsville Hospital and Health Service 29 October 2020
Metro North Hospital and Health Service T Seiemer 2030
Sunshine Coast Hospital and Health Service S8 2031

SA Central Adelaide Local Health Network 3 September 2020

TAS Department of Health Tasmania 13July 2023

Organ & Tissue Authority | Proof Research Pty Ltd
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3.3 Stage 3: Fieldwork

A mixed methodology was used involving quantitative and qualitative data collection. Both stages were
conducted concurrently. Integrating the data in this way provides a deeper understanding of families
and their experiences.

Many family members who completed the survey or took part in a personal interview expressed their
thanks to the research team and to the Organ & Tissue Authority for allowing them to share their feedback.

@ We really appreciate this opportunity to be able to put some of our feelings, thoughts
and reflections down on paper, so thank you.”
2018 — Consented to donation

3.3.1 Quantitative fieldwork

Databases containing contact details of family members were received from authorised DonateLife
Agencies and hospital staff throughout Australia. Survey packs were then prepared by Proof Research and
distributed via Australia Post direct to families.

The survey packs contained:

« Introductory letter from the hospital (for families who declined donation)
« Introductory letter from OTA

« Participant Information Statement (PIS)

« Consent Form

« Questionnaire, enclosed in a sealed envelope

« Areply-paid envelope for families to return their consent form and/or completed questionnaire
to Proof Research.

Each pack was coded with a unique identifier to maximise anonymity and data confidentiality throughout
the study. The unique identifier allowed Proof Research to isolate non-responding family members

and send a respectful reminder card. The reminder cards were only sent to family members who had
consented to donation; those who declined donation were not sent a reminder card.

Fieldwork was staggered according to HREC and RGO approval dates, and receipt of the relevant
databases from Donatelife agencies (for the consenting strand) and hospitals (for the declining strand).
Survey packs were distributed to families who consented to donation between 24 August 2020 and
20 April 2021. Reminder cards were distributed between 29 January 2021 and 8 June 2021.

For families who declined donation, survey packs were distributed between 17 November 2020 and
13 January 2022.

The survey was made available to family members in both hard copy (distributed with survey pack) and
online formats (survey link distributed with survey pack).

3.3.2 Qualitative fieldwork

In-depth interviews with families who agreed to participate in a personal interview were conducted by
Proof Research. Interviews were conducted in person with families in Queensland, and via Zoom with
families in other states and territories, due to COVID-19 travel restrictions. Rhonda MclLaren, Director
of Proof Research, conducted all interviews, with the interview length averaging 60 minutes.

Interviews were conducted between 16 March 2021 and 14 March 2022. All family members interviewed
gave permission for their interview to be audio recorded for transcription and analysis purposes.

During the interviews, the offer of further support via a Donatelife Agency and Lifeline was made.
There were no instances where the participant required intervention or requested further support.
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Those who participated in an in-depth interview were grateful for the opportunity to speak about their
family member. Whilst the topic of death and donation is an emotive one, participants spoke openly
and honestly about their experience.

@ It was quite cathartic to meet with you yesterday and relive those 3 days in April 2019
when my husband died.”
2019 - Consented to donation

@ I didn’t want contact from DonateLife, but I can see that this research is a genuine effort
to improve the system. It's important for us to be providing feedback.”
2018 — Consented to donation

3.4 Stage 4: Analysis and reporting

Quantitative fieldwork for families who consented to donation was completed in July 2021 while

the fieldwork period for families who declined donation was completed in January 2022. Data from

the questionnaires and online survey were then merged into one central file for statistical analysis.
Quantitative analysis was carried out using SPSS software. A phase of data cleansing and validation was
carried out to address anomalies, missing responses and to confirm the final response rate. Recordings
of in-depth interviews were transcribed and full content analysis on each was carried out.

3.4.1 Analytical notes

In terms of the analysis and reporting of findings:

« The analysis throughout this report is primarily based on individual responses, consistent with past
reporting. Where it makes more sense to report on the views of a whole family unit rather than family
members within that unit, this has been done and noted.

« Where possible, findings from Wave 5 are compared and contrasted against findings from earlier waves.

« Throughout this report, statistically significant differences are noted for sub-groups of the sample with
these symbols: [ |significantly lower | |significantly higher

Asignificant’ difference refers to a statistically significant difference or result that is not due to chance
(i.e. not just a difference that could be due to taking a sample, rather than conducting a census where we
have a 100% response rate).

The findings of both the quantitative and qualitative components are reported together throughout
this document.

Note, throughout this report where sub-totals add to +1% of the parts, this is due to rounding errors to
zero decimal places.

Organ & Tissue Authority | Proof Research Pty Ltd
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4 Sampling - families who consented to donation

4.1 Sample frame

Families who consented to organ and/or tissue donation in a hospital setting during 2018 and 2019 were
invited to participate in Wave 5 of the Donor Family Study. This invitation included intended donors (i.e.
families who consented to donation but the donation did not proceed).

4.2 Response rates

Survey packs were sent to N=2,553 family members who consented to organ and tissue donation. Of
these, 176 were returned to sender due to a change of address or the family member had died. This
brought the total survey population to N=2,377. Of these, n=491 family members who consented to
donation in 2018 or 2019 took part in Wave 5 of the Donor Family Study. This equates to an overall
response rate of 20.7%. The maximum margin of error associated with this sample size is + 3.9% at the
95% level of confidence.

In terms of the qualitative research strand, 187 consenting donor family members agreed to participate
in an in-depth personal interview. Of these, 25 in-depth interviews were conducted, with each interview
averaging 60 minutes in duration.

4.3 Sample composition - quantitative

4.3.1 Geographic coverage

The distribution of the sample across states and territories is shown in Table 3. Comparing the distribution
of the research sample with the distribution of the population of donor families, we see that the sample is
in line with the population across all states and territories, between 0.1% (WA) and 2.6% (NSW).

As shown in Table 3, 491 individual family members took part in Wave 5 of the Donor Family Study. These
individuals represent 421 unique donor families. Including members of the same donor family in the study
is important as an individual family member’s experience is unique and inclusion ensures that the full range
of experiences is captured.

Table 3 Wave 5 - Quantitative sample distribution by state/territory (consenting strand)

Target Population Participating Sample
State/ Consenting Donor % of National No. Family % of National Response
Territory Family Members* Total Members Sample Rate
Participated

QLD 457 19.2% 97 19.8% 21.2%
NSW o 78327 7 o 375‘0% 7 o 71 59 7 - 372‘4% 7 . 7 191 %
\/IC” o 7654 7 o 277.5% 7 o 71 417 7 - 28.7% 7 . 7 21 46%
WA” o 71 56 7 o 66% 7 o 7337 7 - 67% 7 . 7 21 42%
AC% o 71 14 7 o 48% 7 o 7197 7 - 39% 7 . 7 1647%
NT” o 7187 7 o 08% 7 o 7 5 o - 10% 7 . 72748%
SA” o 7647 7 o 27% 7 o 7 167 7 - 33% 7 . 7 2540%
TAé o 7827 7 o 34% 7 o 721 o - 43% 7 . 7 2546%

Total 2,377 100.0% 491 100.0% 20.7%

* Excluding survey packs that were returned to sender

A comparison of the Wave 5 sample of individual family members and unique families is shown in Figure 1,
together with the trend data from earlier waves.
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Figure 1 Quantitative sample - National breakdown

Northern Territory

4 families 5 members

2 families 3 members

5 families 5 members

5 families 5 members

Wavel 0 families 0 members

Queensland

Western Australia

31 families 33 members

78 families

97 members

83 families

101 members

National

\VEVCE 421 families

491 members

A\WVEVCRA 348 families

405 members

\WEVCRAR 229 families

257 members

\VEVCA 263 families

319 members

Wavel 131 families

185 members

46 families 53 members New South Wales
39 families 40 members
60 families 70 members 129 families 159 members
24 families 27 members
Wavel 38families 46 members 93 families 115 members
26 families 31 members
34 families 38 members
Wavel 6 families 7 members
62 families 86 members
Wavel 36 families 54 members
South Australia
16 families 16 members Australian Capital Territory
20 families 21 members 14 families 19 members
19 families 22 members 12 families 17 members
18 families 21 members 13 families 21 members
Wave1l 14 families 20 members 9 families 18 members
Wavel 5 families 6 members
Victoria Tasmania
131 families 141 members 18 families 21 members
83 families 89 members 16 families 19 members
71 families 71 members 17 families 20 members
73 families 76 members 10 families 12 members
Wavel 25 families 40 members Wavel 7 families 12 members

4.3.2 Year of donation

In terms of the year-of-donation breakdown, 49% of donor families included in the Wave 5 sample
consented to donation in 2018; the remaining 51% in 2019 (Table 4).

Organ & Tissue Authority | Proof Research Pty Ltd
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Table 4 Total number of unique donor families by state/territory and year of donation
across all waves

Wave 1 Wave 2 Wave 3 Wave 4 Wave 5
State/ plo) (o) 201 2012 2013 2014 2015 2016 2017 plo)t:] 2019
Territory
NSW 13 23 33 29 14 20 32 61 61 68
QLD . ﬁ4 . 24 . 23 . 37 . 21 . 25 . 41 . 42 . 38 o 40
VIC . 79 . ﬁ6 . 34 . 39 . 30 . 41 . 36 . 47 . 73 o 58
WA 74 72 . ﬂ3 . ﬁB . 78 . ﬁ6 . ﬁ9 . 20 . ﬁ . VZO
ACT 72 73 76 . 73 . 77 . 76 . 77 . 75 . 78 o 6
TAS 74 73 75 . 75 . ﬁO . 77 . 76 . ﬁO . 75 o 13
SA 78 76 77 . ﬁ1 . 78 . ﬁ1 . ﬁO . ﬁO . 78 o 8
NT VO VO 72 . 73 . 74 . 71 . 72 - . 73 o 1
Total 54 77 123 140 102 127 153 195 207 214

(41%) (59%) (47%) (53%) (45%) (55%) (44%) (56%) (49%) (51%)

4.3.3 Donation pathway

There are two pathways to deceased donation: donation after neurological determination of brain
death' (DNDD) and donation after circulatory determination of death' (DCDD). Families who consented
to donation after their family member was determined dead via either neurological or circulatory
determination of death, were included in the Donor Family Study. Figure 2 shows that DNDD comprises
66% of the Wave 5 sample, while DCDD comprises 34%.

Figure 2 Donation pathway of study sample - Provided by DonateLife agencies

@ oroo @ ocop

National Sample

State/Territory DNDD DCDD
NSW 89 40
- S 6 .....................
o L 57 ....................
T o 23 ....................
.o . 1
S o 9 .....................
S o e
e Lo 1 ......................
Total no. 261 137
unique families (66%) (34%)

Base: Wave 5 sample of unique families, excluding non-response (n=398)

1 The Australian New Zealand lintensive Care Society (ANZICS) Statement on Death and Organ Donation Edition 4.1 defines the standards for
determining death after circulatory determination of death and neurological determination of death (formerly referred to as brain death

determination). For the purpose of this report, death after neurological determination will be referred to as brain death and donation after circulatory
determination of death will be referred to as circulatory death.
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4.3.4 Donation outcome

Thirteen percent (13%) of families who took part in Wave 5 intended to donate, but donation did not
proceed due to medical reasons.

Figure 3 Study Sample profile - Outcome (unique donor families)

. Wave 5 . Wave 4

Did donation proceed?

Donated

Tissue only

Intended

‘ 0% ‘ 10% ‘ 20% 30% ‘ 40% ‘ 50% ‘ 60% 70% 80% 90% 100%

Base: Total sample of unique families, less non-response: Wave 5 (n=405); Wave 4 (n=348)

4.3.5 Relationship and age

Table 5 shows the relationship of the family member to the donor, together with the average age and age
range of donors.

Table 5 Relationship of respondent to donor and age of donor

Relationship of Respondent to Donor “I am his/ her/ their ...."” Average Age of Donor Age Range of Donor
Parent/ guardian 34 years 10 months to 61 years
Spoursré/ parthér ) ) ) - 58 years o 33 to”80 yearé )
Daugﬁfer/ sohr ) ) ) - 67 years o 52 to”84 yearsm
Brothéf/ sisterrr ) ) ) - 54 years o 20 to”71 yearsm
Othefr(rsister—irrrw—lavv, nriréce, gréhdparéﬁt, unclrer, friendr)” : . 55 years o 10 to”80 yearé :
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As shown in Figure 4, a wide range of family members are included in the study, with donors ranging in

age from 10 months to 84 years.
Figure 4 Relationship to donor and age of donor

. Wave 5 . Wave 4 ’ Wave 3 . Wave 2

Family member’s relationship to donor

I o
I, <27
e I o
guardian
I =70
29%
k&
B
seousel N o
partner °
I -2
26%
I 2
I
Daughter/ o
Daushter/ I 12%
I
19%
[ REE
I 5
Brother/ o
cicter N 3%
I
19%
W
B 2%
Other - 5%
Il 5%
6%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50%

Base: Total sample of donor family members: W5 (n=491);
W4 (n=405); W3 (n=257); W2 (n=319); W1 (n=185)
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Wave 1

Age of donor

u
7
<8 [l 3%
B 3%
8%
o
. 7
1824 [ 3%
I
5%
I 5%
I 2%
25-30 [N 21%
I 1<
17%
I, 0%
I 57
40-so | 39%
I, 40%
42%
I 5
I 25%
o+ [N 4%
I =0%
29%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50%

Base: Total sample of unique donor families, less non-response:
W5 (n=487); W4 (n=344); W3 (n=228); W2 (n=261); W1 (n=131)

|:| Denotes statistically significant difference from previous Wave



4.3.6 Ethnicity

Six percent (6%) of the Wave 5 sample of donor families stated that their family member spoke a language
other than English at home, consistent with Wave 4 (6%). The languages spoken include:

Auslan .
Bengali .
Chinese .
Croatian .
Czech .
Danish .

Dutch
Estonian
Filipino
French
German
Greek

Hungarian
Italian
Kannada
Macedonian
Maltese
Mandarin

Norwegian
Serbian
Slovene
Tagalog
Tamil
Vietnamese

Consistent with earlier waves, 2.4% of the Wave 5 donor sample are of Aboriginal or Torres Strait Islander
(ATSI) descent. According to the latest available Census data (Australian Bureau of Statistics, 2021),
Aboriginal and Torres Strait Islander peoples represent 3.8% of Australia’s population.

The Donor Family Study also reached families living outside of Australia. Figure 5 shows that families in
New Zealand, India, the United States of America, the Philippines, and Cyprus took part in the online
version of the survey.

Figure 5 Response distribution — Online survey
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States of
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4.4 Sample composition — qualitative

A summary of the qualitative sample structure of family members who consented to donation is shown in Table 6.

Table 6 Qualitative sample structure of consenting donor families, by state/territory, year of donation
and donation pathway

No. of Donor No. of In-depth Year of Total In-depth
State/ Family Interviews Conducted Donation Interviews conducted
Territor Members . for each State/
y Agreed to In- DNDD DCDD  1'ssU€ | iended 2018 2019 Territory - Consented
depth Interview I to Donation
NSW 62 7 1 - - 4 4 8
QLD 34 2 1 - 1 1 3 4
VIC 56 4 - - - 2 2 4
WA 13 2 1 - - 2 1 3
ACT 6 3 - - - 2 1 3
NT 2 1 - - - 1 - 1
SA 9 - - - - - - -
TAS 5 1 - 1 - - 2 2
National 187 20 3 1 1 12 13 25

As shown above, 187 family members who consented to donation volunteered to take part in an in-depth interview
with a Proof Research researcher. Of these, interviews were conducted with 25 families, including a family who
consented but the donation did not proceed (intended).
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5 Sampling - families who declined donation

5.1 Sample frame

Families who declined organ and/or tissue donation in a hospital setting during 2018 and 2019, at a participating
hospital, were invited to take part in Wave 5 of the Donor Family Study. Identification of families who declined donation,
for the purpose of inviting participation in the study, is complex given their limited contact with DonatelLife. Thirty
hospitals in Victoria, New South Wales, Western Australia, Queensland, and the Australian Capital Territory took part

in the declined strand of the Donor Family Study, Wave 5, providing families who declined donation an opportunity to
share their experiences.

5.2 Response rates

Survey packs were sent to N=526 family members who declined organ and tissue donation. Of these, n=52 were
returned to sender due to a change of address or the person being deceased, bringing the total survey population
to N=474. Of these, n=34 family members took part in Wave 5 of the Donor Family Study. This equates to an overall
response rate of 7.2%, higher than that achieved in Wave 4 (5%). Table 7 shows the breakdown by state/territory.

Table 7 Wave 5 - Quantitative sample overview by state/territory (declined strand)

Target Population Participating Sample
State/ Family members who No. Family Members Response
territory declined donation* Participated rate
NSW Wave 5 143 12 8.4%
N . 1,00 . 4 ....................... 40% ............
T . 50 . 8 ,,,,,,,,,,,,,,,,,,,,,, 160% ..........
S 58 ,,,,,,,,, 1 ,,,,,,,,,,,,,,,,,,,,,,,,, 17% ............
Wavel D|d not p;artidpeﬁe S
QLD Wave 5 87 7 8.0%
Y é4 ,,,,,,,,, 6 ....................... 71 % ............
G %9 ,,,,,,,,, 5 ....................... 63% ............
Y 53 ,,,,,,,,, 5 ....................... 94% ............
Wavel D|d not bartidpa£e S
ViIC Wave 5 165 6 3.6%
S . 1,88 . 9 ....................... 48% ............
N . 1,90 . 13 ....................... 68% ............
S . é3 . 2 ....................... 24% ............
Wavel D|d not bartidpa£e o
WA Wave 5 55 7 12.7%
N éo ,,,,,,,,, 2 ....................... 25% ............
G 52 ,,,,,,,,, 2 ....................... 38% ............
N 61 ,,,,,,,,, 2 ....................... 33% ............
Wavel D|d not bartidpa&e S
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Target Population Participating Sample

State/ Family members who No. Family Members Response
territory declined donation* Participated rate
ACT Wave 5 24 2 8.3%
L 9 ,,,,,,,,,,, 2 ,,,,,,,,,,,,,,,,,,,,,, 2 22% ..........
S . 4 ,,,,,,,,,,, O ,,,,,,,,,,,,,,,,,,,,,,, OO% ............
Wave2 D|d not p;articipa£e ..........................................
e . 9 e 0 ,,,,,,,,,,,,,,,,,,,,,,, oo% ............
TAS Wave 5 Did not participate
e . 1,‘2 e 1 ,,,,,,,,,,,,,,,,,,,,,,,,, 83% ............
e . 1,‘8 e 4 ,,,,,,,,,,,,,,,,,,,,,, 2 22% ..........
e . 1,‘2 e 2 ,,,,,,,,,,,,,,,,,,,,,, 167% ..........
e . 6 e 1 ,,,,,,,,,,,,,,,,,,,,,,,, 167% ..........
SA Wave 5 Did not participate
Wavea D|d not bartidpa£e """"""""""""""""""""""""""""""""""""""
e . 1,‘6 e 1 ,,,,,,,,,,,,,,,,,,,,,,,,, 63% ............
e . 1,‘1 e o ,,,,,,,,,,,,,,,,,,,,,,, oo% ............
G 5 ,,,,,,,,,,, o ,,,,,,,,,,,,,,,,,,,,,,, o o% ............
NT Wave 5 Did not participate
e B 4 e o ,,,,,,,,,,,,,,,,,,,,,,, oo% ............
L 1,‘2 ,,,,,,,,,,, o ,,,,,,,,,,,,,,,,,,,,,,, OO% ............
L W ,,,,,,,,,,, O ,,,,,,,,,,,,,,,,,,,,,,, OO% ............
L 6 ,,,,,,,,,,, O ,,,,,,,,,,,,,,,,,,,,,,, 0 o% ............
Total Wave 5 (families in 2018/2019) 474 34 7.2%
Wave 4 (families in 2016/2017) H 477 24 50% ..........
Wave 3 (families in 2014/2015) : 421 33 7 8% ...........
Wave 2 (families in 2012/2013) H 279 12 43% ..........
Wave 1 (families in 2010/2011) H 26 1 38% ..........

* Excludes survey packs that were returned to sender

In terms of the qualitative research strand, 10 families who declined donation agreed to participate in
a personal interview. These families were from Victoria, Queensland and New South Wales. In-depth
interviews, each lasting approximately 60 minutes, were conducted with six family members.
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5.3 Sample composition — quantitative

5.3.1 Geographic coverage
The geographic distribution of the 34 family members who declined donation who took part in the
research, is shown in Figure 6.

Figure 6 Response distribution - Families who declined donation (Wave 5)

v N -
oo I -

ve I - -

ws N - )

act [ s -2

TAS Did not participate
SA Did not participate

NT Did not participate

0% 10% 20% 30% 40% 50%

Base: Total sample of family members who declined donation (n=34)
5.3.2 Year of decision about donation
Table 8 shows the sample distribution by year of decision about donation, across previous waves.

Table 8 Total number of participating unique families who declined donation by state/
territory and year of donation decision

Wave 2 Wave 3 Wave 4 Wave 5
(no. of families) (no. of families) (no. of families) (no. of families)

State/territory 2012 2013 2014 2015 2016 2017 2018 2019

TAS 0 2 2 2 1 0 N/A N/A

SA 0 0 1 0 N/A N/A N/A N/A
NT 0 0 0 0 0 0 N/A N/A
Total 3 9 16 16 13 m 17 15
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5.3.3 Relationship and age

Table 9 shows the relationship of the family member to the potential donor, together with the average age
and age range of potential donors.

Table 9 Relationship of respondent to potential donor and age of potential donor

Relationship of Respondent to Potential Donor Average Age of Potential Age Range of Potential
“l am his/ her /their....” Donor Donor
Spouse/ partner (n=18) 62 years 47to 77
Parent/ guardian (n=4) Jyears 191045
Daughter/son(n=10) 74years 591089
Brother/sister (v=2) 63years 531072

5.3.4 Ethnicity

Among families who declined donation who took part in the research, 81% spoke only English at home;
19% spoke another language (Burmese, Italian, Filipino, Thai, German, Hindi). No families in the research
sample who declined donation were of Aboriginal or Torres Strait Islander descent.

5.4 Sample composition - qualitative

A summary of the qualitative sample structure of family members who declined donation is shown in
Table 10. Ten family members (from 10 individual families) agreed to an in-depth interview and six family
members were interviewed.

Table 10 Qualitative sample structure of families who declined donation, by state/territory
and year of decision about donation

State/ No. of Family Members Year of Death Total In-depth Interviews Conducted
Territory Agreed to In-depth Interview 2018 2019 Declined Donation

NSW 4 3 1 2
= S e .
e S , e S
o S , S S
NT Did Hrrw‘ot participate - - -
o S ; S e
SA Did Hrrw‘ot oarticipate - - -
TAS Did Hrrw‘ot oarticipate - - -

National 10 7 3 6
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Part B - Research findings

6 The decision to consent to or decline donation

Unlike most other important and enduring decisions, the decision about donation is made at a time when families are
under enormous emotional stress and significant time pressures. Whilst every family is different, the Donor Family
Study has identified similarities in the paths leading to a decision about donation. These paths, shown in Figure 7, have
remained consistent over time.

Figure 7 Pathways to decision about donation

Had discussion Had they registered on the More
and knew No AODR/indicated wishes on — Yes — likely to
donation wishes their driver's licence? consent

No
] l l | l l l
. Type of The view How
Did the . What's the
Y Unsure person My view of of other was the

wantto ——> . . . process/
they donation family question .

donate? timeframe
were members asked?

Consideration of these factors

Decision Decision

More
likely to
decline

More

could go
either way

could go
either way

likely to
consent
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Figure 7 shows that when a family member’s donation wishes are known, either in the form of prior
knowledge through a discussion, via the Australian Organ Donor Register (AODR), or as indicated on a
family member’s driver’s licence, making a decision about donation is easier for families. Family members
often feel the final decision about donation is not actually theirs to make; they are simply carrying out the
wishes of their loved one. The impact of prior knowledge is discussed in greater detail in Section 6.

@ No one was stressed about the decision to agree to donation because it was known that
this was his wish.”
2019 - Intended to donate

@ I recall him saying something about ticking that box on his license renewal, so in that way
I felt we needed to respect that. It was just a sense of respect for what his wishes were.”
2018 - Intended to donate

In the absence of knowledge of their family member's donation wishes, families typically consider several
things, including:

« How they themselves feel about donation
« How the rest of their family feels about donation

« The type of person their family member was and what they would want to do

@ We weren't sure how he would feel about donating. However, knowing how much he
loved to help people, we felt fairly sure he would have agreed.”
2019 - Consented to donation

Whilst these three areas considered by families can be discussed and explored by donation specialists
and medical practitioners, greater influence could possibly be achieved through focused community
awareness and understanding of donation to provide some clarity to the conversations that families have.

The last two areas that families consider, as shown in Figure 7, are well within the control of hospital staff.
They are:

« How families are approached about donation
« The donation process/ timeframe

How donation is approached with families and the impact of this on the decision about donation, is
detailed in Section 8.0.

In terms of the process and timeframe, findings indicate that family members are looking for clear,
concise and easy-to-understand information. What are the broad steps in the process and how long
will it take? How will potential donation impact on their family member’s stay in hospital?

Findings show that providing timely information and keeping families up-to-date during their
hospital stay is essential to their experience.
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6.1 Impact of prior knowledge

Findings from the Donor Family Study continue to highlight the importance of prior knowledge of a family
member's donation wishes when it comes time to making a decision about donation in hospital. These
findings have been consistent since Wave 1 of the Donor Family Study.

However, it's not just about having the discussion. It's about having the discussion and ensuring that a
family member’s wishes are clearly known. Figure 8 shows that half (50%) of family members who took
part in the study had discussed organ and tissue donation with their family member and knew their
wishes. This is consistent with Wave 4 findings (50%). As shown, 11% of family members who consented
to donation and 24% of those who declined donation had discussed the topic, but no clear decision about
donation was articulated by their family member.

Figure 8 Prior discussion of organ donation

. Wave 5 ’ Wave 4 ’ Wave 3 . Wave 2 Wave 1

Had you discussed donation with your family member, no matter how brief, at any time
prior to being asked to consider donation?

Consented to donation Declined donation
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veswe N - B
ey I 63 I 1%
and | knew
their wishes NN <o I 3%
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o I -
S B 2 I 2
discussed it ° °
butnoclear [l 8% I 2%
decision was @

% 25%
" Il o I 25
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I 35 I 2<%
o) 0,
No,wedid N 34% I 3%
notdiscuss [N 29% I zs%
the subject N 2% I 2%
32%

‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% 100% ‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80%
Base: Total consented sample, less non-response: Base: Total declined sample, less non-response:
W5 (n=491); W4 (n=405); W3 (n=257); W2 (n=317); W1 (n=185) W5 (n=34); W4 (n=24); W3 (n=32); W2 (n=12)

@ Not knowing if it was what he really wanted made our decision difficult.”
2019 - Declined donation

Figure 8 also shows that approximately 2 in 5 family members (38%), including those who consented to
donation and those who declined donation, had not discussed organ and tissue donation with their family
member prior to being asked to make a decision about donation in the hospital. Not knowing the wishes
of a family member makes the decision about donation more difficult.

‘ 100%
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In addition to making the decision about donation more difficult, when a family member’s wishes are
unknown, because either a conversation had not occurred or because their wishes had not been
recorded on the AODR, over time, some family members can grow to doubt the decision they made in
hospital, irrespective of whether that decision was to consent to or decline donation.

@ That’s another reason why it is just so important that people have these conversations,
because if there is one thing that haunts me, it’s that. Did we get this right? We will never
know.”

2018 — Consented to donation

As shown in Table 11, those who had discussed donation with their family member and knew their wishes
found it much easier to make a decision about donation in a hospital setting. Of those who had discussed
donation and knew their family member’s wishes, 88% said it made their decision easier, compared with
23% of those who had not had this conversation with their family member.

@ We had all spoken about it as a family and knew that if we were ever in that position,
that's what we would do. So it was easy to say yes on that day because she would have
been so furious if we would have said no.”

2018 — Consented to donation

@ We had talked about it and we were both really clear about what we would do in this
situation. Even though it was a really hard decision, it was a simple one because I knew."
2019 - Consented to donation

Consistent with findings from previous waves of the Donor Family Study, 78% of families who had

discussed donation and knew their family member's wishes found the decision to consent to donation
a lot easier, compared with just 16% of those who had not discussed donation (Table 11).

Table 11 Impact of donation discussion on decision — Families who consented to donation

Discussed and Discussed but no Total Discussed Did not discuss

Impact of Degree of Discussion knew wishes clear decision made donation donation
(n=245) (n=55) (n=300) (n=188)

Made our decision a lot easier 78% 22%

67% 16%

Made our decision a bit easier 11% 24% 7%

= =
=S B

Made decision easier - net 88% 45% 80% 23%

61%

Did not impact on our decision 11% 42%

Made our decision a bit more difficult 9% 2% 11%

Made our decision a lot more difficult 4% 1% 5%

16%

Made decision more difficult - net 0% 13% 3%

D Significantly lower likelihood to feel this way D Significantly higher likelihood to feel this way

This was also the case for families who declined donation. As shown in Table 12, 59% of families who knew
their family member’s wishes found it a lot easier to decline donation (in line with those wishes), compared
to just 13% of those who had not had the discussion.

@ It was comforting to know I was following his wishes.”
2018 — Declined donation

@ I knew exactly what he wanted. He strongly did not want to donate.”
2018 - Declined donation
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Table 12 Impact of prior discussion on the decision about donation — Families who
declined donation

Discussed and Discussed but no Total Discussed Did not discuss
Impact of Degree of Discussion knew wishes  clear decision made donation donation

(n=17) (n=8) (n=25) (n=8)
Made our decision a lot easier - 40% 13%
Madé our aecisién a brirt easirerr i - - i 13% .. 4% ........ -
Made decision easier - net 59% 13% 44% 13%
Did not impact on our decision 12% 50% 24% 88%
I\/Iadé our aecisian a brirt mofé difﬂéult 71 2% - 25% T . 1 é% ........ -
Madé our aecisién a Iéf mofé diffigult ”71 8% - i 13% .. 1 é% ........ -
Made decision more difficult - net 29% 38% 32% -

D Significantly higher likelihood to feel this way

Figure 9 shows the difference between families who knew the donation wishes of their family member
(through a conversation or because they were registered on the AODR or via their driver’s licence) and
those who did not. As shown, 88% of those who knew their family member’s wishes say this made the
decision about donation easier, compared with 17% of those who were unaware of their family member’s
wishes. This is a significant difference.

Figure 9 Impact of knowing/ not knowing donation wishes

. Made decision easier . Made decision more difficult . Did not impact on decision

Knew wishes Did not know wishes

Base: Family members (consented and declined) who knew their Base: Family members (consented and declined) who did not
loved one's wishes, either through a conversation or through know their loved one's wishes: W5 (n=225)
registration on AODR or DL: W5 (n=296)

NB: Totals may not add to 100% due to rounding

Family members were asked in what way knowing or not knowing the wishes of their family member made
their decision easier or more difficult. Responses have been grouped and coded, and are shown in Table
13. These findings indicate that those who knew their family member’s wishes found the decision easier
knowing that they were honouring those wishes (76%). Further, 12% stated that knowing those wishes
helped to facilitate conversations with their family and helped all family members to agree.
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@ Of course we are very happy that we were able to honour our sister's wish to
donate her organs.”
2018 — Consented to donation

@ He was registered as an organ donor, and I know I wanted to donate but I hadn't spoken
to him about it. Knowing he was registered made it easier to justify to family members who
were against it.”

2018 - Consented to donation

As evidenced in Figure 7, in the absence of prior knowledge of a family member's donation wishes, family
members who found the decision easy relied on the type of person their family member was (50%) and
the fact that their donation would greatly help others (38%).

Almost three quarters (73%) of those who did not know their family member’s wishes and found the
decision difficult said it was difficult because they could not be guided by their family member - they didn't
know what he/she would have wanted.

@ The decision was difficult as I didn't know his wishes and I wanted to do what he would

have wanted.”
2018 — Consented to donation

Table 13 Reasons for decision being easier or more difficult - Consented to donation

Wave 5 - Consented to donation Decision made Decision made
easier more difficult

Please explain how knowing/ not knowing made your decision Knew Did not Knew Did not

easier or more difficult wishes know wishes know
(n=213) wishes (n=2)* wishes
(n=24) (n=26)

Wanted to honour the vwshes of our fam||y member - -

Knowing h|s/her wishes made the decision easier at a dlfﬂcult time (no - - -
further mformann)

Not knovvmg means we vv||| always vvonder if we made the right - - -
decision / decision difficult because we didn't know family member’s

wishes

.Iutmmade it easier for all famlly members to agree"d‘ue to vvlshes de‘mg - - -
known

Not knovvmg made it d|fﬂcu|t for%emny to agree """""""" - - - 19%
“F‘iei‘led on type of'“derson donor vvas (generous and glVII’lé) """ 6%'%“ WWSO% H 15%
kddwmg that theﬁdonann vvouldml"]elp other ped|d|e """ 7%’“ N - H -
E)He‘dsmn made eee|er because vv'e”beheve in dodedon """"" 9%8% - H -
We had no doubes“about vvhat tddo / we were cﬂe‘rtam """"" | 5%’“ 4% - -
Just seemed like the mght thmg tddo """""""" 2%8% - H 8%
We felt comforta'b"\e with our deddon """""""""" 1% 8% I 4%
Know someone vvho has recelvedﬁ‘/ is vvaltmg formfuransplant """ | 3%'“ .W 7%‘” - -
.\X/’drk in med|ca| deld and underemend the |mpor“tence of donaudd | 2%’“ | - - -

* Caution: small sample size

D Significantly higher when comparing knowing and not knowing a family members wishes
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Looking specifically at families who declined donation, of those who said their decision was a relatively
easy one, all (100%) were following the wishes of their family member not to donate.

@ The deceased had made her wishes very clear and I simply complied with those wishes.”
2018 — Declined donation

6.2 Personal views of donation

Figure 10 shows that 86% of family members who consented to donation were supportive of organ
donation prior to their family member's death, compared with 76% of family members who declined
donation (this difference is not statistically significant). Pleasingly, a significantly higher proportion of family
members who declined donation during 2018 and 2019 held positive views of donation (76%), compared
with families in 2016 and 2017 who declined donation (46%).

Figure 10 Personal views of donation prior to family member’s death

. Positive . Negative . Mixed feelings

Prior to your family member’s death, how would you describe your own views about
organ and tissue donation?

Consented to Donation

Wave 5 86% 1% 13%
Wave 4 86% 1% 13%
Wave 3 87% 1% 12%
Wave 2 84% 2% 14%

Declined Donation

wave's
Wave 4 46% 4% 50%
Wave 3 53% 6% 41%
wave 2

‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base:
Total consented sample, less non-response: Wave 2 (n=317); Wave 3 (n=257); Wave 4 (n=404); Wave 5 (n=490)
Total declined sample, less non-response: Wave 2 (n=12); Wave 3 (n=32); Wave 4 (n=24); Wave 5 (n=34)

|:| Denotes statistically significant difference from previous Wave

Looking specifically at family members who declined donation and took part in an in-depth interview with
the researcher, there were instances where a family member wanted to donate their loved one’s organs,
yet other family members felt differently.

@ I know that Dad wanted to donate and if I had the choice, I would have said yes to it, but

unfortunately Mum decided not to.”
2018 - Declined donation

Organ & Tissue Authority | Proof Research Pty Ltd

29



6.3 Motivations for donation

Consistent with previous research waves, a large proportion of donor families (78%) in 2018 and 2019,
saw organ and tissue donation as a chance for something positive to come out of a personal tragedy

(Figure 11).

Figure 11 Motivations for donation

30

. Wave 5 . Wave 4

What were the main reasons you decided to agree to donation?

Opportunity for
something positive
to come out of
tragedy

For someone else
to live a better life

Would have
wanted
to help others

67%

7.

78%
77%

2%

77%

Right thing
to do 33%
Part of him/her 40%
oatiecnin |
someone else °
0,
to donation e
Indicated wishes 24%
on AODR 27%
Indicated wishes 23%
on driver's licence 27%
Know a 1%
recipient/donor 15%
It's what they 5
3%
wanted/knew P
wishes °
‘ 0% ‘ 10% 20% 30% 40% 50% 60% 70% 80% 90%

Base: Total sample, less non-response: Wave 5 (n=488) Wave 4 (n=404), 'Other responses of 3% not shown on chart

[ Denotes statistically significant difference from previous Wave
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@ I felt donation was the only positive that could come out of this horrible tragedy. There
is nothing else. If we don’t do this, we walk out of here with nothing; nothing to hold on to.
There is no legacy, there is nothing.”

2018 — Consented to donation

Seven in 10 (72%) donor family members were motivated to donate because they felt that their family
member would have wanted to help others. In these instances, family members used substituted
judgement - they put themselves in the place of their family member and tried to choose as they would.

Altruism continues to be evident as a motivating factor. Seven in ten (74%) donor family members agreed
to donation so that someone else can live or have a healthier life, whilst two in five (43%) felt like donation
was the right thing to do (an increase since the previous wave).

@ To increase the quality of life for someone else by donating; the value of that is significant.”
2018 — Consented to donation

6.4 Barriers to Donation

As many family members consent to organ and tissue donation because they know or believe that

this is what their family member would want, so too do some families decline donation - because

they know or believe that their family member would not wish to donate. Carrying out the wishes of a
family member not to donate is a reason for declining donation for 30% of families. However, in 29% of
cases (n=10), families selected not to donate, despite knowing their loved would have wanted to. This is
due to a cultural or religious belief, or because they feel uncomfortable with the idea of donating their
family member’s organs.

@ It made it difficult because I felt we were going against his wishes, but my mother's
cultural belief that he go to heaven whole also made it difficult to go against her wish to
decline donation.”

2018 — Declined donation

@ My mother had expressed that she was happy to donate but my father wouldn't allow it.”
2018 - Declined donation

Amongst family members surveyed who declined donation during 2018 and 2019, 27% declined because
they felt that their family member had been through enough and/or they didn't want him/her to have the
donation surgery. This ‘best interests’ approach to decision making is when the family decide what they
think is best for their family member. Findings are consistent with Wave 4 (39%).

Process related concerns are cited by 24% of families surveyed who declined donation. These concerns
include the extra time needed in hospital to accommodate the donation process, and the timing between
extubation and donation.

@ I wanted to spend every minute with him. Taking him away after passing was too soon.”
2018 — Declined donation

A full list of reasons for declining donation, tracked over time, is shown in Table 14. Please note that this

question prompted family members with a list of pre-coded responses, whereas the in-depth interviews
encouraged family members to speak freely and allowed further exploration of reasons for declining.
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Table 14 Reasons for declining donation across Waves 2-5

What were the main reasons you decided

to decline donation?

He/she didn't want to donate

He/she had been through enough

Donation was going to take too long and | couldn’t wait
He/she was not registered on the AODR*

Other family members declined

Family member would be taken away too quickly
after dying

| didn't have enough information about what was
involved with donation

| didn't accept death and couldn't agree to donation

| don't like the idea of donation

| didn't want him/her to have surgery for donation

| didn't know what he/she would have wanted
Donation is against my religious beliefs

| wanted the donated organs to go to specific people
I wasn't happy with the care

Other

17% (n=2)

33% (n=4)

8% (n=1)
N/A

17% (n=2)

17% (n=2)

17% (n=2)

8% (n=1)

25% (n=3)
25% (n=3)

17% (n=2)

20% (n=6)

33% (n=10)
17% (n=5)

N/A

7% (n=2)

17% (n=5)

7% (n=2)

17% (n=5)

23% (n=7)

13% (n=4)

7% (n=2)

23% (n=7)

35% (n=8)

26% (n=6)

9% (n=2)
N/A
4% (n=1)

4% (n=1)
4% (n=1)

30% (n=7)
22% (n=5)

4% (n=1)
4% (n=1)

22% (n=5)

30% (n=10)
7277% V(n:79)7
71 5% V(n:75)7
71 5% V(n:75)7
71 5% V(n:75)7

12% (n=4)
9% (n=3)
6% (nN=2)

6% (nN=2)

21% (n=7)

* New statement in Wave 5

D Significantly lower than Wave 4

In-depth interviews were conducted with six families who declined donation. Analysis of their experiences
revealed four common themes regarding reasons for declining donation, some of which are present in

the above table. They are:

1 Honouring wishes of family member not to donate
2 Poor approach to family

3 Family disagreement

4 Donation process

These themes are supported by the following comments from family members:

@ I felt pressured that we had to make a decision in a couple of minutes. I had to ask to

have some private time to talk about it.”

@ His daughter, ex-wife and friends came back and said that we weren't going to donate,

and that was basically it. I felt I was outnumbered, even though I was his next of kin. No
one really consulted me. I feel bad about it because he wanted to donate.”

I @ One of the main concerns was we would have to be in the hospital longer.”

I @ We didn't want her to be alone when she passed.”

The approach to family is further discussed in Section 8.
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6.5 Families’ thoughts about their decision to donate

Families were asked the open ended question during the survey, “Is there anything else you would like to
add about your decision to donate?” Findings from the 187 family members who responded to this question
are detailed in Table 15.

Table 15 Thoughts about decision to donate

Is there anything else you would like to add about your Donation Intended to Declir!ed
decision to donate? proceeded donate donation
(n=153) (n=16)* (n=18)*

Happy with decision to donate / was right decision
Donatioh provided comfort/ meahrrrg / helped the - 2%% - 15% o .
grrevrhg process
We believe in orgah donatron - 14% o 1§% _
We vvahted to heIp others . 12% . 12% - o
Follovved family members W|shes . 11% S 17%
Recerved excelleht support from hosprtal staﬁ‘ ahd Donateere team 7 8% - 12% - =
Famrly member vvould have vvanted to help 7 7% - 6% o .
Very drfﬂcult decrsron : . 7% S o
Would make same decrsron again . 5% S o
Posrtrve experrehce - 40/0 - 6% - -
DOhat|Oh process is d|ff|cu|t/stressfuI/arduous . 4% S =
Would ||ke more |nformat|0h and updates about reC|p|ehtS/ . 3% N .

would ||ke to hear from reC|p|ehtS

Process Should be faster once deC|S|0h about donat|0h has beeh 3% 6% 6%
made / t|meframes Should be better communicated to fam|||es

Updates about/from reC|p|ehts prowdes comfort/ reC|p|eht 3% - -
updates make us feel appreoated

Hospital and Donateufe staff require further trammg / poor - 3% N 6%
treatment from staff

Felt pressured / hot glveh enough tlme to make decrsron 3% 6% - 6%
Sad ahd dlsappomted that some organs were hot able to be used - 3% - 6% -
Dlspute about next of klh / staff not mcludrhg certain famrly - 2% I

members in discussions

Felt famrly member had beeh too srck in past to now be a donor - -
Wanted to be vvlth famlly member at time of death - - 22%
Not happy about donatron approach (mcludlhg tlmlhg ahd tone) - - 17%

Other (1 response each) 8% 12% 28%

*Caution: small sample size

D Significantly lower when comparing between columns D Significantly higher when comparing between columns
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7 At the hospital

7.1 Interaction with hospital staff

As shown in Figure 12, all donor families feel that hospital staff treated them with consideration and
sensitivity prior to any discussions about donation (91% feel this occurred to a great extent; 8% to some
extent). These findings are consistent with previous research waves.

@ Myself, my husband and daughter were given compassion, empathy and understanding.
We, as a family, were so very grateful. We couldn't praise the doctor, nurses and specialist
enough. Forever thankful.”

2018 - Intended to donate

The majority of families in the study who declined donation also feel that they were treated with
consideration and sensitivity prior to making their decision about donation (82% feel this occurred to a
great extent; 18% to some extent). These findings are consistent with Wave 4.

@ The staff in ICU were amazing, caring, compassionate, incredible. We can't thank them
enough for everything they did for our daughter, for us and our family.”
2018 - Declined donation

Figure 12 Interaction with hospital staff prior to decision about donation

. Wave 5 . Wave 4 . Wave 3 . Wave 2 Wave 1

To what extent do you feel hospital staff treated you with consideration and sensitivity at this time?

Consented to donation Declined donation

I, o719 I 529
I, 1% I 06%
To a great
extent I 00% . 82%
I, 1% I 759%

89%

Il &% I 15

% W 4%
To some o o
Togome M % -

Il s I 2

1%

0% 0%

0% 0%
Notatall | 1% B &%

| 1% 0%

1%

‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100% ‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100%
Base: Total sample of families who consented to donation, less Base: Total sample of families who declined donation, less
non-response: Wave 5 (n=487); Wave 4 (n=402);, Wave 3 (n=257); non-response: Wave 5 (n=33); Wave 4 (n=23);, Wave 3 (n=33);
Wave 2 (n=316); Wave 1 (n=183) Wave 2 (n=12)
NB: Question wording changed in Wave 5 to 'hospital staff' from NB: Question wording changed in Wave 5 to 'hospital staff'
'staff in ICU/ED' from 'staff in ICU/ED'
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Figure 12 shows families mostly experienced great kindness, compassion, empathy and sensitivity from
hospital staff, and they are especially appreciative of the respect shown to their family member.

@ All staff members were so compassionate. They showed not just our family, but also
treated our son with such amazing respect and as a human being. They are a credit

to the profession.”

2019 - Consented to donation

Family members who felt that hospital staff treated them with consideration only to some extent
generally experienced inconsistencies in the level of care shown to them by hospital staff, as
demonstrated in the following comments:

@ Unfortunately we had a doctor in the beginning who was very blunt and showed no
real compassion but all the nurses and the doctors after him were very good. If the original
doctor had not been so uncaring, the decision to donate his organs could have been a group
decision, not by just me.”

2019 - Consented to donation

@ Most staff were empathetic and informative. Only a few were a little callous.
Some staff were very compassionate and helpful. Some treated us like lepers.”
2018 - Consented to donation

Findings indicate that families understand that the first priority of hospitals is caring for
patients. The study shows the importance of hospital staff treating family members
with kindness and sensitivity, especially considering the often fragile emotional state
of families.

7.2 Delivering news of death or impending death

7.2.1 Clarity of communication

The majority (97%) of family members who consented to donation felt that hospital staff made it clear
that their family member’s condition was critical and that they may not survive. These findings have been
consistent since Wave 1 (Figure 13). Similarly, the majority (94%) of families who declined donation felt
that the prognosis of their family member was clearly communicated to them.
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Figure 13 Clarity of communication - Prognosis

. Wave 5 ‘ Wave 4 ’ Wave 3 . Wave 2

Wave 1

During the time your family member was in the ICU or ED, did the hospital staff make it clear
that his/her condition was critical and that he/she may not survive?

Consented to donation

Declined donation

I, o7 I, 0<%
I, 04% I, o1%
ves  [H—— o5% —— 1%
k= I, o3%
94%
| 1% M %
B 4% W 4%
No [l 4% B 3%
I 2% I 7
4%
I 2% 0%
I 2% B s
Not
s:re | 1% M 5%
0 3% 0%
2%
‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100% 0% 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100%

Base: Total sample of families who consented to donation, less
non-response: Wave 5 (n=488); Wave 4 (n=400), Wave 3 (n=257);
Wave 2 (n=313); Wave 1 (n=184)

Base: Total sample of families who declined donation, less
non-response: Wave 5 (n=32); Wave 4 (n=23);, Wave 3 (n=32);
Wave 2 (n=12)

Families need to have a realistic view of their family member’s prognosis so that they can move to a place
of acceptance (this is further explored in Section 8.0). Witnessing brain death testing, and being shown
scans and medical evidence of their family member’s condition helps families to understand the prognosis
(further information in Section 7.3). Findings show that acceptance is necessary before being asked about
donation and that bad news should always be delivered privately and sensitively.

@ I didn't understand their subtle terms and my partner had to communicate it to me.”
2019 - Consented to donation

@ The only negative part was that I was waiting down in ED and was told that my father
was not going to survive over the phone. It would have been better to be told in person.”
2019 - Declined donation

As well as ensuring that families understand the likely prognosis for their family member, findings support
a need for hospital staff to be mindful of how this news is delivered, ensuring that it is communicated in a
direct way, but with kindness and empathy.

@ The specialists and doctors were very prompt to see us. The news was broken to our
family in an honest and kind way, and we appreciated this.”
2019 - Consented to donation
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Mostly this does happen, but unfortunately there are some occasions when the bad news is delivered
without compassion. When this happens, it can impact negatively on families for years to come.

@ The female doctor came in and she was very frank. Too frank for me. She was the doctor
that I was really happy that I didn’t see again after that night. Her words were ‘there is no
hope’. ‘There is no hope. This is it’. Like, you can say those words in a different way. She
may as well have told me that there was no water in the kettle. There was no emotion or
empathy, or anything attached to the way she spoke.”

2018 — Consented to donation

Wave 5 of the Donor Family Study highlights the importance for clarity of information and consistency
of information between hospital staff and the family.

@ The staff were generally informative but we received the incredibly confusing message
on 3 or so occasions that my brother might ‘go to a nursing home’. This was at odds with
the main message we were receiving. It led to confusion for family members as it suggested
the possibility he might improve if given more time and/or treatment.”

2018 — Declined donation

@ I don't really think that I realised that our daughter would die until day 2. I know that
organ donation was talked about by the doctor in charge and by counsellors but it didn't
sink in. We still thought and hoped that she would wake up and be ok. It was only by day
2 when we spoke to one of the nurses that the truth hit us.”

2018 - Declined donation

The findings show that helping families understand that their family member will not
recover requires clear, concise, and consistent communication and information from
hospital staff, delivered with authenticity, compassion and empathy.

7.2.2 Treatment of families

Depending on the circumstances of each patient, hospital staff may have discussed with family members
either testing for brain death or turning off the ventilator. When family members reflected on that specific

time in hospital, the majority who consented to donation (98%) felt they were given sufficient information
to understand that death was expected.

While most of the five constructs measured have remained consistent over time (Figure 14), more families

in 2018 and 2019 felt that hospital staff treated their family member with respect (up significantly from
91% to 96% strongly agreed).
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Figure 14 Treatment of consenting families by hospital staff

. Strongly agree ‘ Somewhat agree . Disagree . Not sure

Disagree Agree

Wave 5 IVl  96%

Hospital staff Wave 4 1% EREIN 8% 1%

treated my family
member with

EESBECE Wave 2 0% =247 78 1%

Wave 3 1% EEEEA (7 1%

Wave 1 IV 96% 4%

Wave 5 1% RR=PAZ 7%
Hospital staff Wave 4 2% [REERA 9%
treated me with
compassion and

sensitivity Wave 2 1% A 1%

Wave 3 IV 90% 9% 1%

Wave 1 IV 91% 9%

Wave 5 90% O 1%

1 was given enough Wave 4 4% 88% 8% 1%

information to fully
understand that Wave 3 1% QREEFA 15% 1%

death was expected Wave 2 1% R 1% 2%

Wave 1 IVl 90% 9%

Wave 5 2% 89% 9%
I had sufficient Wave 4 2% 88% 8% 1%
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Base: Total sample of families who consented to donation, less non-response | NB: Base sizes vary by statement
|:| Statistically significant difference between W4 and W5
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Looking at families participating in the study who declined donation (Figure 15), 94% felt that hospital staff
treated their family member with respect, consistent with Wave 4 findings. Eight in 10 (80%) family
members who declined donation strongly agreed that they themselves were treated with compassion and
sensitivity. There is some room to improve in this area, and again, we see inconsistencies in how families
are treated.

@ The ICU nurses were amazing, compassionate and caring. The Neurologist was heartless.”
2019 - Declined donation

In terms of the language used by hospital staff, findings are consistent with Wave 4 in that 90% of families
who declined donation strongly agreed that the language used was clear and easy to understand; 10%

somewhat agreed. The study continues to show the importance of utlising language that is clear and easy to
understand for families.

Figure 15 Treatment of families who declined donation by hospital staff
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7.3 Brain death testing

During 2018 and 2019, 25% of family members who experienced the brain death pathway, were asked if
they would like to be present during the brain death testing of their family member. This is a significant
decrease since Wave 4, when 36% of family members were given this opportunity (Figure 16).

Figure 16 Brain death testing - Consenting families
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DNDD family members who were offered to be present during testing: Wave 5 (n=76); Wave 4 (n=96); Wave 3 (n=53); Wave 2 (n=64); Wave 1 (n=40)
DNDD family members who witnessed brain death testing: Wave 5 (n=51); Wave 4 (n=61); Wave 3 (n=36); Wave 2 (n=46); Wave 1 (n=22)

|:| Denotes statistically significant difference between Wave 4 and Wave 5
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Among families who declined donation, only 3 families (11%) were asked if they would like to be present
during brain death testing (Figure 17).

Figure 17 Brain death testing — Declining families
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Families who declined donation, who were offered to be present during testing: Wave 5 (n=3); Wave 4 (n=3); Wave 3 (n=7); Wave 2 (n=4)
Families who declined donation, who witnessed brain death testing: Wave 5 (n=4); Wave 4 (n=1); Wave 3 (n=6); Wave 2 (n=3)

|:| Denotes statistically significant difference between Wave 4 and Wave 5
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7.3.1 Impact of witnessing brain death testing

Of families who consented to donation who were invited to attend the testing, 67% opted to be present,
consistent with previous research waves. Of those families who chose to be present, 86% felt that it
provided clarity by helping them to understand that their family member had died.

@ The ‘proof of life’ from the brain death test was an extremely important experience for me.”
2019 - Consented to donation

@ Because I am a layperson, I always thought that while the heart pumps, the person is alive,
but they’re not. I mean I didn’t realise that, and that’s what was hard for me and my kids.”
2019 - Consented to donation

Although base sizes are small, all declining family members in the study who were asked if they would
like to be present, plus one family member who was not asked but requested to attend testing, chose
to be present (Figure 17). All of these family members report that witnessing the testing helped them
to understand that their family member had died. This understanding and acceptance of death is a
necessary precursor to considering donation.

@ My daughters sat in on the test. I didn't want to. They wanted to be absolutely
positively sure before we take that responsibility and turn the machine off.”
2019 — Consented to donation

Feedback from families indicates that witnessing brain death testing on a family member is incredibly
difficult and can cause stress. Fully informing family members about the testing procedure and purpose of
the tests before they make the decision to be present was reported by participants as vital to their ability
to understand and cope during the testing. Findings also show that family members present should be
emotionally supported during the procedure.

@ The nursing and medical staff explained everything and so we understood each element
of the testing. It was emotionally difficult.”
2019 - Intended to donate

7.3.2 Impact of not witnessing brain death testing

Of families who experienced the brain death pathway, approximately half (54%) of family members who
consented to donation and 81% of family members who declined donation, were not given an opportunity
to attend the brain death testing of their family member (Figures 16 and 17 respectively). On reflection,
many of these families are okay with this, but some families (17% of those who consented and 23% of
families who declined donation) felt it would have been beneficial for them to witness the tests.

@ I think if I had been present at the testing it would have placed me in no doubt over the
11 days he was on life support that his death was imminent.”
2018 - Consented to donation

@ I was not offered the opportunity to be present during the brain death testing and was
not aware that it was an option until this survey. I would have appreciated having the
choice regardless of if I agreed or not. I do think that if I had been allowed to be present, it
would have offered another level of closure and acceptance of the situation.”

2019 - Consented to donation
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7.3.3 The process of brain death testing

Family members were asked if they would like to make any comments about the process of brain death
testing. Comments have been coded into like themes and are detailed in Table 16.

In total, 108 family members who experienced the DNDD pathway commented about brain death testing.
Eighteen percent (18%) stated that the process was clearly explained to them, while a similar proportion
(15%) had a different experience and feel that greater explanation was needed at the time.

@ I found it would have been easier to have the tests explained in more detail. I found
them so ‘basic’ that it made me mad knowing there is so much technology around that more
technology should have been used, but now I understand a bit better.”

2019 - Consented to donation

Table 16 Family comments about brain death testing

Would you like to add anything else about the process of brain death testing? Wave 5 DNDD (n=108)
Brain death testing process was clearly explained / staff were informative 18%
.l.\;lg};igformation and expla}’w‘é"tion was needed / st’i‘l’i“ﬁave unanswered qué;‘t’i‘ons """ 15%
Wasnot given the option to"z;&end /had to reques;&;see evidence of braiﬂr;m(‘jeath """ 11%
W|tnessmg testing providedéé‘rtainty and closure /"H’é’l‘ped us to make deci’;i’(;ns """ 10%
Noneed to be present becautjgé we already unders&)"(“)“d family member wa;‘grain dead 10%
Staffvvere considerate/comﬁ‘)’é;sionate/professiona’i """""""""""" 9% """
Hadfulltrust in the hospitalr‘;z‘aff/ trusted Doctors 7 % """
.ﬁé‘%’i‘l’;‘r’ﬁembers should be g|ven the choice to be b’f’é‘;ent / it's necessary tgﬂt;e there/would . 6% """

have liked to be there to help accept death

Hospital staff suggested we do not attend brain death testing due to it being confronting 2%

The study found that not every family member feels the need to witness brain death
testing. However, so that families can make an informed decision, an explanation of
the tests (written or verbal) should be provided, and all families should be given an
opportunity to attend.

Findings suggest family members who choose to attend should be emotionally
supported by hospital staff during testing.
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7.4 Time with family member post-prognosis

In 9 out of 10 instances, family members were given enough private time with their family member after
receiving the news that their loved one was brain dead or was unlikely to survive. This is consistent amongst
families who consented to donation (91%) and those who declined donation (88%), as shown in Figure 18.

Figure 18 Amount of private time with family member post prognosis
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Wave 5 (n=487); Wave 4 (n=399); Wave 3 (n=256); Wave 2 (n=313); non-response: Wave 5 (n=33); Wave 4 (n=24); Wave 3 (n=32);
Wave 1 (n=183) Wave 2 (n=12)

Five percent (5%) of family members who consented to donation and 6% of those who declined donation,
felt that they did not have enough private time with their family member after receiving news that they
would not survive.

@ I asked numerous times to see my sister and each time was told ‘in about 15 minutes’.
I waited nearly 2 hours at the end of the day to see her to say goodbye before I went home
for the night.”

2019 - Consented to donation

Irrespective of the amount of time families are able to spend with their family member, the quality of time
is what's valued. This often means privacy.

@ The hospital and the ICU boss were great. They set aside a separate private room so we

could spend as long as we wanted with our brother.”
2019 - Consented to donation
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7.5 Improving the hospital experience

Family members who took part in the survey were asked an open ended question, “How could your
experience at this time [before discussing donation] have been made easier for you and your family?” Responses
have been coded into like themes and are listed in Table 17. As shown, 43% of families who consented to
donation and 30% of those who declined donation felt that nothing more could have been done to ease
the hospital experience. Further, 53% of families who consented to donation and 26% of declining family
members talk positively about hospital and Donatelife staff, a significant increase among consenting
family members since Wave 4.

@ We have nothing but high praise for our team. They were amazing with our family and
treated our son with the utmost respect and care. The team were very attentive of our
feelings and sadness. Absolutely wonderful!”

2018 — Consented to donation

@ I was not at the hospital as I live in New Zealand, but was included in phone
conversations with family and hospital. Hospital staff were very supportive and sensitive.”
2018 — Consented to donation

Table 17 Improving the hospital experience before donation is discussed

Consented to Declined
Donation Donation
Overall, how could your experience at the hospital at this time Wave 4 Wave5 Wave 4 Wave 5
have been made easier for you and your family? (n=298) (n=328) (n=15) (n=23)
Nothlhg more could have beeh done / handled vvell 40% 43% 47% (n= 7) 30% (n=7)
NET: Positive comments about hospltal and DonateLlfe staff 36% 13% 26%
. Posrtlve comment about ICU/ hospltal staff (amazrhg, caring, 36% 34% 13% (n= 2) 13% (n=3)

respectful l<|hd supportrve compassronate mformatrve)

« Positive comment about Donatelife staff (caring, l<|hd respectful - - -
compassronate |hformat|ve)

« Positive comment about socral vvorker/ chaplam (supportlve helpful, - 2% - 4% (n=1)
compassrorlate)

« Positive comment about staff (staff member unspecrﬂed) - - 9% (nN=2)
(supportlve helpful klhd amazmg)

More empathy and klhdhess from hospltal stafftovvards us ahd our 7% 7% 7% (n=1) 4% (n=1)
family member

More privacy (prlvate room) for - belhg vvlth famlly member / receiving 6% 3% 20% (n= 3) 9% (n=2)
information / famlly drscussrons

Family comfort - more seatlhg / somewhere to sleep / Somewhere to 5% - 4% (n=1)
shower / better prOV|S|Ohs in the famlly/waltlhg room

More time vvrth famlly member / felt rushed /felt pressured 4% 5% - 22% (n=5)
More accurate time frame estimations - prolonged experience or not 3% 5% - -

as much time as expected

Less papervvork / fevver meetlhgs / fevver unnecessary ahd COl’lfl’Ol’ltlﬂg 2% 2% - -
questrons ahd repetrtron
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Consented to Declined
Donation Donation

Overall, how could your experience at the hospital at this time Wave 4 Wave5 Wave 4 Wave 5
have been made easier for you and your family? (n=298) (n=328) (n=15) (n=23)

Improve the approach to organ donation (timing of discussion, how - 2% - -
donation is first mentioned, who is present in the room, sensitivity
regardmg ch||dren)

Too expenswe hospital parkmg / accommodann / meals 2% - - -

NET Better an&clearer corﬁ;\umcatlon """""" 6% - .‘9%“” - 7% H 17%

; """" Better comme'r;|cat|on amoné;t staff / doctor';gave confhcthé 2% - 1 %W - - H 13% (n=3)
information / information not passed on during change of shift

"""" R egular updat’e‘s / clearer mfo"er‘nat\on / moree‘pportumUes teﬁ‘ask 4% | 7% (n=1 )H 4% (n=1)
quest\ons / explain things in Iayman s terms

Allow more famH;/mfnembers mtoﬂeﬁe ICU at the sﬂeﬁwe t|rﬁe """ .“1 %'“ .“1 %H 7% (n 1) -

WISh to have beee‘allowed to beueresent durlngﬂeests / durmg eeeswng 1% .“1 % 7% (n 1) 4% (n=1)

.l.\;lye‘re time given for farmly d|scue;ons """""" 0.3% .“1 %W - - | -

.l(legatlve commeee about staff, |e’e\ud|ng being e}essured into d‘cﬂ)’hatlonw‘ - - 3%’“ - - H 22% (n=5)

/lack of communication from DL staff / not involving certain next of kin
in dISCUSSIOI’]S / unaware of boundaries

Other 6% 6% 13% (n=2) 13% (n=3)

D Significantly lower than Wave 4 D Significantly higher than Wave 4

The Donor Family Study highlighted key areas that could improve the hospital experience, including:

a Greater empathy and kindness from hospital staff:
@ Nurses expressing their personal views on our decision to stop treatment due to their
faith, is not something that should have happened.”
2019 - Intended to donate

b More privacy (for family discussions, with family members and to receive updates):
@ The ICU by its very nature is a traumatic place. I wish I could have had time in a quiet
room just with my daughter and not feel like I was in a hospital. It made the pain a bit worse.”
2019 - Consented to donation

¢ Improved environment for the family's comfort:

@ A comfortable mourning room instead of a corridor.”
2019 - Consented to donation

d Regular updates and clearer communication:
@ I feel that clear and easy to understand language needs to be used so that teenagers of

the family member can fully understand and realise the outcomes.”
2019 - Consented to donation

@ I appreciate it's very hard to keep to scheduled meetings in an ICU setting, but long wait
times and not knowing when the doctor would be free to talk was hard.”
2018 — Consented to donation
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e Not feeling rushed or pressured into making a decision about donation:

@ For Mum to have been allowed to spend time with Dad without continuously being
approached by the doctor about whether she would agree to donation or not.”
2018 — Declined donation

The key things highlighted from the study that families need from hospital staff are:
— Clarity of information

— Consistency of information

— Compassion and understanding from all hospital staff

— Time to absorb the information

— Privacy with family member and family and a private room for family meetings

In addition, that consideration should always be given to the emotional wellbeing and
physical comfort of family members during their loved one’s stay in hospital.
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8 The donation conversation

8.1 Instigating the donation conversation

The findings show that the possibility of donation continues to be primarily raised by health professionals

(60% amongst consenting families; consistent with Wave 4). Figure 19 shows in 2018 and 2019, the

donation conversation was instigated by a doctor in 30% of cases, a DonatelLife staff member in 28%, and
by a nurse in 5% of cases.

Figure 19 Who instigated the donation conversation - Consented to donation
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For the 60% of consenting family members who were asked about donation by health professionals,
including doctors, nurses and DonatelLife staff members, families were sensitive to:

« Who raised the subject of donation (i.e. a doctor or Donatelife staff member) and who was in the room
« The timing of the conversation
« The approach and tone of staff

Once family members knew that their family member had died or would soon die, some thought about
donation, raised it with their family, and then raised the subject with health professionals.

@ I knew she wouldn't survive her injury so I made sure the staff knew of our wishes
to donate.”
2018 - Intended to donate

As shown in Figure 19, these families represent 27% of consenting donor family members. This is
consistent with previous waves. Typically, family members in the study, who raised donation themselves
had discussed donation with their family member (69%), and/or were searching for something positive to
come out of the tragedy (83%). Donation gave them this.

@ Receiving such horrible news, we also saw the positive he could do donating;
he would live on and help someone else.”
2019 - Consented to donation

Table 18 shows who instigated the donation conversation across waves and by donation pathway,

for families who consented to donation. There are no significant differences between pathways in the
proportion of conversations raised by a health professional (61% in DNDD cases; 57% in DCDD cases).
In the case of DNDD, fewer family members instigated the donation conversation during 2018 and 2019
than in previous years (27% vs. 35% in Wave 4).

Table 18 Donation conversation instigator by donation pathway (over time) -
Consented to donation

Who first W1 W1 w2 w2 W3 w3 W4 W4
mentioned the DNDD DCDD DNDD DCDD DNDD DCDD DNDD DCDD
possibility of (n=164) (n=20) (n=276) (n=38) (n=219) (n=38) (n=278) (n=127)

donation to you
at the hospital?

Doctor 1% 10% 34% 37% 25% 29% 31% 26% 31% 28%
Nurse ......................................... o 5%6% ................ 13%8% ................ 16%5%6%5%6% .........
Donateufegtaff .................... 12% ............... 2 o% ............... 2 1 % ............... 18% ............... 2 6% ............... 2 4% ............... 2 4% ............... 3 1 % ............... 28% ............... 28% ........
Total health 47% 35% 57% 61% 52% 61% 56% 57% 61% 57%
professional

Family / friend 10% 10% 12% 8% 10% 3% 16% 12% |10% VY| 4%V
5e|f ................................................... 19% ............... 3 o% ............... 2 2% ............... 24% ............... 2 6% ............... 2 9% ............... 2 3% ............... 2 o% .............. 17% ,,,,,,,,,, ,Wl

Total family/self 30% 40% 33% 32% 35% 26% 35% 29% 27% Vv  30%

Can't recall 23% 25% 9% 8% 12% 8% 8% 13% 11% 13%

NB: Data in table represents the views of all family members who consented to donation, rather than family units (to be consistent with
the way the question was measured in 2004 and 2008).

|:| Denotes statistically significant difference between pathway within Wave 5

AV Denotes a significant increase or decrease since Wave 4 within each pathway
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Amongst families where donation was initially raised by a health professional, 27% say that they expected
to be asked about donation, consistent with Wave 4 findings (Figure 20).

Figure 20 Reaction to donation being raised by hospital staff member -
Consented to donation
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NB: Multiple responses allowed

Just 8% of donor family members felt that being asked about donation by a health professional added to
their family's distress (Figure 20). Looking specifically at these families, the distress was brought on not
so much by the fact that the conversation was raised by a health professional in the first place, but by a
combination of when it was raised, how it was raised and by whom.

@ I wanted a bit more time to come to terms with the situation.”
2019 - Consented to donation

@ At the time it made me angry. I was told nothing could be done and that he would
be taken off life support. Asking if he was a donor could have waited. It was hard to
comprehend the information.”

2018 — Consented to donation

50 Wave 5 | National Study of Family Experiences - Research Report



Looking now at families who declined donation, 71% of donation conversations were initiated by a health
professional, consistent with Wave 4 findings (Figure 21). Although this figure is higher than reported
amongst families who consented to donation, the difference is not statistically significant.

Figure 21 Who instigated the donation conversation - Declined donation
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Figure 22 shows that 20% of families who declined donation felt that the donation conversation being

instigated by a health professional added to their distress, while 30% expected to be asked about donation.

Figure 22 Reaction to donation being raised by hospital staff member - Declined donation
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Consistent with families who consented to donation, those who declined donation who were initially
approached by a health professional were also sensitive to the way in which the conversation was
instigated. This includes the timing, the approach, and who is in the room at that time.
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@ Over the day I was approached 4 times by 4 different staff members.”
2018 - Declined donation
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8.1.1 Who is in the room

Findings from the Donor Family Study suggest that families are more receptive to the donation
conversation when the following steps are taken:

1 The donation conversation is raised after news of the patient’s prognosis has been clearly
communicated to families and families are given time to absorb the information (further demonstrated
in Section 8.2).

2 If donation is something the family will consider, they are asked if they would like to talk about this end-
of-life option further.

3 Only then should the family be approached to discuss the process.

In essence, the conversation should be de-coupled - one family meeting to advise of the prognosis, and a
subsequent family meeting to discuss end-of-life options, which include organ donation.

The following comments from family members who consented to and declined donation demonstrate the
effectiveness of this approach.

@ We got over the initial shock and then we started to deal with it and realised that

she wasn't going to come back. And then the doctor came and saw us and asked us if we
were prepared to speak to the DonateLife people. They said they'll make arrangements for
somebody from DonateLife to come and speak to us and go through what it was all about.”
2019 - Consented to donation

@ At the time I assumed I was finding out what the outcome of the brain test was. Instead,
we were introduced to the donation people before even been told the results. During the
conversation I was told I had 3 hours to make a decision. On day 1 I saw 3 different staff
members from organ donation”

2019 - Declined donation

8.2 Timing of the donation conversation

In 2018 and 2019, 46% of consenting family members surveyed, were asked about donation by a health
professional before (10%) or at the same time (36%) as being told of their family member’s brain death or
expected death. This is consistent with previous years, yet is a practice that families over time have been
disappointed with. Amongst the families surveyed who declined donation, 80% were asked to consider
donation at the same time or before being told of their family member's prognosis (Figure 23).
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Figure 23 Timing of the donation conversation
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As previously stated, findings indicate that families are much more receptive to being asked to consider
donation after they have had time to accept that their family member is not going to recover.

@ After being told there was nothing they could do for him and then a minute later
being asked if he was a donor. That could have waited until my brain had processed
the initial information.”

2018 — Consented to donation

@ The doctor and the DonateLife staff member came in together to discuss the
situation. It was totally inappropriate discussing turning off life support and donation
in same meeting.”

2018 — Consented to donation

Table 19 details the findings regarding the timing of the donation conversation when instigated by a
health professional, across states/territories. Although figures vary, any differences between states/
territories are not significant. This means that throughout Australia, during 2018 and 2019, the donation
conversation was instigated before or at the same time as the news of death/ impending death in 46% of
cases and after the bad news was delivered in 39% of cases.

@ They only spoke to us about donation at same time as discussion about extubation.”
2018 - Declined donation

@ It was a discussion that was had after it was very clear that Dad was not going to survive.”
2018 — Consented to donation

Table 19 Timing of the donation conversation (consented to donation), by state/territory

When raised by a Total QLD ACT NSW viC NT WA SA TAS

health professional  (n=287) (n=60) (n=4)* (n=97) (n=77) (n=3)*  (n=18)*  (n=12)*  (n=16)*
Before 10% 13% - 11% 4% - 11% 17% 19%
At same time 36% 27% 50% 33% 42% 67% 50% 42% 38%
Before/same
time as bad news 46% 40% 50% 44% 45% 67% 61% 58% 56%
delivered
Within an hour 17% 20% - 16% 18% - 6% 25% 13%
More than an hour 22% 27% 25% 22% 19% 33% 28% 8% 25%
After bad news 39% 47% 25% 38% 38% 33% 34% 33% 38%
delivered
Can't recall 15% 13% 25% 18% 17% - 6% 8% 6%

* Caution: small base
NB: Sub-totals may not add to totals due to rounding

There are no significant differences between donation pathways in the timing of the donation
conversation when raised by health professionals. In total, three quarters (76%) of donor family members
surveyed felt that the timing of the approach by health professionals was appropriate; 17% were not sure
and 6% felt the timing was inappropriate (Figure 24). These findings are consistent with previous waves.
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Figure 24 Appropriateness of donation conversation timing
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Families who declined donation were significantly more likely to feel that the timing of the donation request
was inappropriate (35% compared to 6% of families who consented to donation). Mostly these families felt
they needed more time to process the prognosis before they could absorb any other information.

@ We were not prepared that this would be asked at the meeting. They were quite
insistent. After saying no, they still asked again.”
2018 — Declined donation

Figure 25 shows that when donation is raised by a health professional, the perceived appropriateness of
the timing increases when families are given time to process the news of impending death or brain death
of their family member. This has been a key finding of the Donor Family Study since Wave 1.
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Figure 25 Appropriateness of timing when donation raised by health professional
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Base: Families who consented to or declined organ donation, where topic of donation was initially raised by a health practitioner

@ After the doctors tell you that your loved one is brain dead, they should let you process
it. Then you should be given the choice if you would like to speak with the organ
donation people.”

2019 - Declined donation

Consistent with previous waves, Wave 5 findings indicate that there is no golden rule for the best time to
raise the topic of donation after the ‘bad news' family meeting is held; rather medical staff are advised to
use their judgement, allow some time for families to process the information and be guided by how family
members are responding to news.

@ It was important for me to understand and accept that there was zero medical chance
that my husband could recover given more time and care in ICU. Once that fact was
accepted, I then needed time to grieve with my child and we didn't get that time.”

2019 - Consented to donation

Findings indicate that families are more likely to be receptive to the donation
conversation when it is initiated some time after neurological death or impending death
has been confirmed and understood by the family. Conversations should be separated
and paced in line with the family’s needs.
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8.3 Tone of conversation

In the majority of instances, family members who consented to donation felt that discussions about
donation were handled sensitively and with compassion (92% of family members strongly agreed). This
was significantly less so amongst families who declined donation (56% strongly agreed). Findings are
consistent with previous waves (Figure 26).

Figure 26 Tone of donation conversation
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Wave 4 (n=391); Wave 3 (n=247); Wave 2 (n=301);

‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100%

Base: Families who declined donation, less non-response:
Wave 5 (n=32); Wave 4 (n=23); Wave 3 (n=31); Wave 2 (n=9)

When families feel that discussions about donation were not handled as well as they should have been, it
tends to be about a combination of factors including when the conversation was raised, who instigated it,
how many people were in the room, and whether families felt a sense of pressure and urgency.

@ It was at the time when they said that there was no hope and that he won'’t recover. Five
people came in at once and it was a bit overwhelming. Like, maybe one or two would have
been better. And it wasn't the staff who were looking after him, it was different people...”
2018 - Declined donation
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8.4 Information to enable an informed decision

With regards to making a decision about donation, 98% of family members who consented to donation

agreed (88% strongly) that they were given sufficient information to allow them to make an informed
decision (Figure 27); consistent with previous waves. Families who declined donation were significantly less
likely to feel that they were given enough information to allow them to make an informed decision about

donation (64% strongly agreed that they were).

Figure 27 Sufficient information to make an informed decision about donation
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Base: Total sample of families who declined donation, less
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@ Donating was the best decision ever. The DonateLife Coordinator was so helpful and
respectful. I received enough information before, during and after. The doctors made it
very clear that the life of my partner was more important than organ donation, until there
was no longer any hope. Even then a comfortable death was more important than organ
donation. The teamwork, respect and empathy shown by everyone helped immensely
during this horrible time.”

2018 — Consented to donation

Figure 28 shows that 89% of families who consented to donation in 2018 and 2019 strongly agreed that

their family was provided with enough opportunities to ask questions of hospital or Donatelife staff about

donation. Families who declined donation were significantly less likely to feel this way (60% strongly agreed).
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Figure 28 Opportunities to ask questions
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Further, 92% of family members who consented to donation strongly agreed that hospital or Donatelife
staff answered their questions. This is consistent with earlier waves, as shown in Figure 29. Families who
declined donation were significantly less likely to agree that this occurred (75% strongly agreed). The study
indicates that families often don't know what questions to ask and find it difficult to absorb information,

given their high

levels of emotional upset.

@ At the time I wasn't understanding what they were asking. I don't think you are thinking
straight and we were very much in shock that our brother was going to pass away, so it
took a while to take it all in.”
2018 — Consented to donation
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Figure 29 Hospital or DonatelLife staff answered questions
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8.5 Time to

consider donation

Most families surveyed who consented to donation felt they were given enough time to discuss donation
and to make their decision (88% strongly agreed), as shown in Figure 30. Families who declined donation
were much less likely to feel they were given sufficient decision-making time (50% strongly agreed; a

significant difference).

Figure 30 Time to make a decision
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Fitting with this, 88% of consenting donor family members did not feel rushed or pressured to make a
decision about donation. Families who declined donation were significantly less likely to feel this way
(64%, Figure 31).

@ I do know that we never felt pressured into making a decision. They were all very kind
and considerate.”
2018 - Consented to donation
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Figure 31 Feeling rushed or pressured

. Yes . No . Not sure

Did you feel rushed or pressured at any stage?

Consented to donation

Wave 5 9% 88% 3%
Wave 4 10% 85% 5%
Wave 3 7% 89% 4%
Wave 2 8% 87% 5%
Wave 1 8% 88% 4%

Declined donation

Wave 5 30% 64% 6%
Wave 4 4% 74% 22%
Wave 3 24% 70% 6%
Wave 2 18% 73% 9%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Family members who consented to donation, less non-response: Wave 5 (n=481); Wave 4 (n=396); Wave 3 (n=254);
Wave 2 (n=310); Wave 1 (n=182)
Family members who declined donation, less non-response: Wave 5 (n=33); Wave 4 (n=23); Wave 3 (n=33); Wave 2 (n=11)

|:| Denotes statistically significant difference between Wave 4 and Wave 5

In the study, 9% of families who consented to donation and 30% of families who declined donation felt
rushed or pressured to make a decision about donation. Table 20 shows many of these declining family
members felt pressure because of the way in which staff approached the donation conversation
(including the timing, being too early or on the day of planned withdrawal of life support).

@ I felt rushed in as much as the issue had not been on my mind for the 11 days my
husband was in ICU, nor was it raised until the day we turned off life support. I did not have
donation on my mind in those 11 days. Perhaps I should have though. Perhaps it should
have been raised earlier?”

2018 — Declined donation

@ The late timing of the donation issue being raised resulted in a 24 hour delay to the
ventilator being turned off as we had to discuss with family in UK. We'd all been upset by
the way donation was raised, so it took a while to accept and agree. We would have agreed
to more being donated had it been handled more sensitively.”

2018 - Consented to donation
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Findings indicate that the donation process itself and the time the process takes, can also create stress and
pressure for families. It is therefore important to ensure that realistic timeframes are provided to families
upfront, and that families are kept informed if these timeframes change. Findings show that families
experienced pressure when firm time limits were placed on them to make a decision about donation.

@ There is an impasse between the surgeon group and the DonateLife personnel. The
donation procedures were delayed for 48 hours longer than indicated, and would have been
delayed a further 12 hours had I not threatened to reverse my decision.”

2019 - Consented to donation

Table 20 Reasons for feeling rushed/pressured

Consented Declined
In what way did you feel rushed or pressured? to donation donation
(n=36) (n=9)*
Pressure felt due to the timing of the donation conversation and approach 3% 56%
Pressure to fit in with timing of donation process (extending time in hospital or cutting 19% -

time short to fit with recipients)

Pressure from Donatelife/ hospital staff (no further information) 17% 11%
Pressure from other family members 11% .......... -
Given short timeframe to decide by hospital/ DL staff 8% 22%
Pressure to explain why declined / made to feel guilty for decision - 22%
Pressure from DonateLife being present in initial family meeting 8% 11%
Felt rushed because patient was deterioratng 8% -
Short window of time before organs ot viable 8% -
Just because of the urgency of the process 8% -
Concern that organ donation was being ‘pushed at the expense of the patient 6% -
Donation timeframes not transparent / not provided information on timing % -
Otherreason 11% .......... 22%

*Caution: small sample size

8.6 Improving the donation conversation

Family members participating in the study were asked how the way in which donation was discussed with
them at hospital could have been improved after they consented to donation. This was an open ended
question. Findings were collected verbatim and have been grouped into similar themes and detailed in
Table 21, together with findings from previous waves.

A greater proportion of families in Wave 5 spontaneously state that staff were compassionate, supportive
and informative during discussions about donation (35% vs. 14% during Wave 4). Fewer families, however,
stated that discussions were handled well and that they were well informed about the donation process
(29% vs. 39% during Wave 4).

In terms of suggestions for improving donation conversations, 18% of family members suggested better
communication and keeping families informed of the process and any delays.
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Table 21 Improving the donation conversation

How could the way in which donation was discussed with you at Wi w2 W3 W4 W5

the hospital have been improved after you agreed to donation? (n=97) (n=128) (n=121) (n=213) (n=188)

No improvements needed: Staff compassionate / supportive / - 16% 9% 14%
informative / professional / respectful

No improvements needed: Discussions handled well/ was well 49% 49% 48% 39%
informed about the process

Keep family better informed about process / improve consultation 6% 8% 12% 9%
/ provide more information regarding timing and delays / arduous
discussions and paperwork

Improve timing of discussions / felt rushed /pressured / allow families 5% 2% 4% 3%
more time to come to terms with loss before raising donation

More compassion/ understanding/ empathy from staff / staff 1% 2% 2% 4% 7%
need further training / DL staff unsupportive, overly gushy, pushy,
insensitive / lack of continuity of staff

Provide more information around the process of turning off life - 4% 3% 3% 4%
support and what happens post donation surgery

More contact and support (before & after donation) / support - - - - 4%
for immediate family (e.g. siblings)

Issues around next of kin / staff not recognising who had a right - - - - 3%
to be involved in decision-making/discussions

Inform families earlier about restrictions on donation 2% 1% 1% 2% 2%
(e.g. age / medical conditions) and provide explanation

Create more awareness / raise profile of organ donation - - - - 2%

Provide a private room for discussions and meeting with staff/ - 2% 3% 1% 2%
provide a larger room for families to gather (include tissues, tea and
coffee) / a more peaceful/calming room

Social workers were supportive / the importance of having an - - - - 2%
independent advocate to support families (separate from DonatelLife)

To not discuss personal details about the donor in front of the 1% 4% 3% 3% 1%
whole family / inappropriate line of questioning / medical history
qguestioning too taxing

We had to raise the topic of donation - staff apprehensive to raise - - - - 1%
the subject

Never discuss organ donation in the same room/in the presence - - - - 1%
of family member/donor

|:| Significantly lower than Wave 4 D Significantly higher than Wave 4
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Suggested ways for improving how donation was discussed at the hospital with families who declined
donation centre around the timing and the approach. This includes who initially asks about donation,
who is present in the room, and the tone used. Findings are demonstrated in the following comments
from family members.

@ A separate meeting about donation would have been much appreciated. There was also
no compassion from the doctor.”
2018 — Declined donation

@ I don’t think it should be done at the same time it is decided to turn life support off.
Allow family members some time to process before bringing it up.”
2018 - Declined donation

Wave 5 findings highlight there is room to improve communication with family
members, to ensure they understand the donation process and associated timeframes.

The findings show that families should be given a private room in which they can
gather, discuss donation and make a decision that is right for them. They should be
given sufficient time to do this, and know who to contact if they have questions.
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9 Moving towards donation

9.1 Understanding of the donation process

Nine in 10 families (92%) who consented to donation in 2018 and 2019 recall meeting or having a
discussion with a Donatelife staff member (Figure 32). This is significantly lower than families in 2016
and 2017. After this meeting, 83% of donor family members felt well informed; 15% still had unanswered
questions and 3% left the discussion with no clear understanding of the donation process (Table 22).
These findings are consistent with previous research waves.

Figure 32 Meeting / discussion with DonatelLife staff member

. Yes . No . Not sure

Did you meet with or have a discussion with a DonateLife staff member during your time in hospital?

Consented to donation

Wave 5 92% 2% 5%
Wave 4 96% 2% PAs
Wave 3 93% 3% 4%
Wave 2 92% 4% 4%
Wave 1 91% 5% 4%

Declined donation

Wave 5 48% 35% 16%
Wave 4 63% 25% 13%
Wave 3 30% 48% 21%
Wave 2 33% 58% 8%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Families who consented to donation, less non-response: Wave 5 (n=485); Wave 4 (n=399); Wave 3 (n=257); Wave 2 (n=317); Wave 1 (n=183)
Families who declined donation, less non-response: Wave 5 (n=31); Wave 4 (n=24); Wave 3 (n=33); Wave 2 (n=12)

|:| Denotes statistically significant difference between Wave 4 and Wave 5

Figure 32 shows significantly fewer families who went on to decline donation had a discussion with a
Donatelife staff member (48%). Of the declining families who met with a DonatelLife staff member,
80% felt they were well informed after this meeting. The remaining families left the meeting with
unanswered questions (7%) or with no clear understanding of the donation process (7%).
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Table 22 Understanding of donation process after discussion with DonateLife staff member

Understanding of donation process Consented to Donation Declined Donation*

after discussion with DonatelLife w3 W4 W5 W3 W4 W5
staff member (n=240) (n=372) (n=442) (n=10) (n=15) (n=15)

I was well informed and knew all that |

0, 0 0, 0, 0 0,
needed to know about the donation process 80% 84% 83% ~0% e0% 80%
| was informed but still had some questions 18% 14% 15% 20% 20% 7%
| dldl’lF have a good understanding of the 20 20 3% 30% 20% 7%
donation process
Other** - - - - - 7%

* Caution: small base

** Family member did not wish for DonateLife staff member to be present at the family meeting, but they attended

Nine in ten (92%) family members in Wave 5 who consented to donation were made aware that even
if donation was agreed to, it may not happen for a number of reasons. This is consistent with previous
waves and across donation pathways. Intended donor families were more likely to be aware of this
(100% compared with 90% of actual donor family members).

Wave 5 findings highlight the importance of managing family expectations of the
donation outcome.
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9.2 Provision of written information

In 2018 and 2019, 52% of donor family members recalled being provided with written information
explaining organ and tissue donation whilst in hospital (Figure 33), consistent with Wave 4.

One in 10 donor family members (10%) reported they were not given written information about
donation and 40% could not recall.

Of the families surveyed who declined donation, just 6% (2 out of 33 family members) reported that
they received written information explaining organ and tissue donation while they were in hospital.
One of these family members skimmed through the information and found it quite useful.

Figure 33 Provision of written information
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Base: Total sample who consented to donation, less non-response: Wave 5 (n=481); Wave 4 (n=395); Wave 3 (n=254); Wave 2 (n=316);
Wave 1 (n=183). Total sample who declined donation, less non-response: Wave 5 (n=33); Wave 4 (n=24); Wave 3 (n=32); Wave 2 (n=12)

NB: Multiple response

*Includes family members who received information but don't recall when
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For donor family members who received information when in hospital, half (51%) read the information in
detail, while an additional 43% skimmed through it. Six percent (6%) of family members who were given
information decided not to read it (Figure 34). This is consistent with previous waves.

@ I was having some quiet time in the coffee room and read a pamphlet the evening before
the brain testing and this gave me a better understanding of brain death and donation.”

2018 — Consented to donation

@ Handing someone in that circumstance a brochure is not helpful. My brain wasn't
working well enough to read and comprehend and I consider myself a reasonably
intelligent person. Doctors and nurses should tell you everything you need to hear and with

simple language and evidence.”
2018 — Consented to donation

Figure 34 Reading of written information
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Base: Family members who consented to donation and received written information, less non-response: Wave 5 (n=243); Wave 4 (n=224);
Wave 3 (n=119); Wave 2 (n=143); Wave 1 (n=68).

Those who read the information, less non-response: Wave 5 (n=226); Wave 4 (n=200); Wave 3 (n=111); Wave 2 (n=133); Wave 1 (n=67).

For those donor family members who read the written information provided to them in hospital,
34% read it before finalising their decision about donation, and 48% read it after they had already made
their decision about donation.

Table 23 shows that 99% of family members who received and read the written information explaining
organ and tissue donation whilst in hospital, found it to be useful (47% found it to be very useful). Those
who read the information in detail found it to be more useful compared to those who skimmed through
it (66% compared with 25%), which emphasises the importance of encouraging family members to read
the information carefully, in their own time. These findings are consistent with Wave 4.
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Table 23 Usefulness of information by readership

Usefulness Wave 4 Wave 5
I::o‘:vnl:\l:tt?:n Total who received Read in Skimmed Total who received Read in Skimmed
and read information detail through and read information detail through
(n=196) (n=103) (n=93) (n=224) (n=122) (n=102)
Very useful 47% 66% 27% 47% 66% 25%
Quite useful 47% 32% 63% 52% 33% 75%
Not useful 5% 2% 9% 1% 1% 1%

Findings indicate that verbal information, where possible, should be tailored to the needs

of each family member. The study shows Hospital and DonatelLife staff need to be skilled at ‘reading the
room’, to be able to deduce when families need to know more and when it's time to simply leave family
members with their thoughts.

@ We should have been asked if we wanted to hear all the details of what they would
do to Mum. None of us wanted to know but we had no option not to hear it.

It was totally traumatic.”

2018 — Consented to donation

Wave 5 findings highlight the importance of donor families receiving written
information whilst in hospital, however this should not replace verbal communication
from health professionals. Verbal information should be tailored to the needs of family
members - succinct and delivered in layman'’s terms for ease of processing, or
containing more detail when requested by the family member.

The written information is the supplementary detail that families need to consolidate
their understanding of donation.

9.3 Support from health professionals - after decision about donation

Consistent with Wave 4 findings, 9 in 10 family members (91%) feel that hospital staff treated them with
great consideration and sensitivity after they consented to donation. For families who declined donation,
this figure dropped significantly to 72% (Figure 35).

@ There was no change to the way we were treated after we agreed to donation by any
of the hospital staff. All sensitivity and information we received was from the amazing
DonateLife team.”

2018 — Consented to donation
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Figure 35 Interaction with hospital staff after decision about donation
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To what extent do you feel the hospital staff treated you with consideration and sensitivity after you
agreed to/ declined donation?
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There were no significant differences between the way that family members felt they were treated by
hospital staff prior to making their decision about donation and after making that decision, although

a minority of families surveyed, including some who consented to donation and some who declined,
experienced a noticeable shift in the attitudes of staff towards them after their decision about donation
was made known.

@ When we declined to allow organ donation, the doctor was clearly angry/disappointed
and his demeanour changed towards us.”
2018 - Declined donation

e The nurses were great and very understanding of our change in decision. They were
respectful towards us and our daughter. The doctor was not so understanding. We felt that
when we declined, he just wanted us out of there.”

2018 — Declined donation

9.3.1 Support of social worker or chaplain

The study shows in 2018 and 2019, 76% of donor family members were offered the support of a

social worker or chaplain at some time during their family member's stay in hospital (Figure 36). This is
significantly lower than families during the preceding two years (84% were offered this type of support).
Seven in 10 (70%) families who declined donation were offered this type of support, statistically consistent
with family members who consented to donation.
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@ I would like to acknowledge and thank the wonderful social workers we had during
this time. One had the difficult task to call our family in NSW and let us know our sister's
situation. The other was with us at the hospital and made herself available whenever we
required anything. Both showed compassion and provided support at this very sad time.”
2018 — Consented to donation

@ The hospital social worker gave ongoing telephone support to our son's daughter who
was aged 12.”
2019 - Consented to donation

Conversely, a quarter of family members (23% who consented to donation and 24% who declined
donation) reported they were not offered support from a social worker, counsellor or chaplain during
their time in hospital. This is significantly higher than in Wave 4.

@ A social worker would have been the connection between the medical and family, you
know? It would have been great.”
2019 - Consented to donation

@ I cannot remember being offered a chaplain but certainly believe this is very important
for EVERY family.”
2019 - Intended to donate

Figure 36 Support of social worker or chaplain during stay in hospital

. Wave 5 . Wave 4 . Wave 3 . Wave 2 Wave 1

Were you offered the support of a social worker or chaplain at any time during your family
member’s stay in hospital?
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Base: Total sample who consented to donation, less non-response: Wave 5 (n=400); Wave 4 (n=395); Wave 3 (n=254); Wave 2 (n=314);
Wave 1 (n=183). Total sample who declined donation, less non-response: Wave 5 (n=33); Wave 4 (n=24); Wave 3 (n=33); Wave 2 (n=12)

|:| Denotes statistically significant difference between Wave 4 and Wave 5
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Of those who were supported by a social worker or chaplain in hospital, 70% found their support to be
‘definitely helpful’; a further 24% found it to be 'somewhat helpful. The value of this support in an ongoing
manner is further highlighted in Section 11.

The value to families of a trained and experienced social worker in hospital didn't end with the emotional
support they provided. Families were grateful for social workers who took initiative and helped with the
practical things that needed to be done. However, experiences did vary across families surveyed.

@ The social worker assisted us with paperwork, medical certificates etc.”
2019 — Consented to donation

@ The social worker helped with writing letters to inform the childrens' schools.”
2018 - Consented to donation

@ The social worker provided ongoing support in mainly communication and introductions
to various organisations and people, which was very helpful.”
2019 — Consented to donation

Table 24 shows findings across the five waves of the Donor Family Study, split by donation pathway.

There were no differences between DCDD and DNDD family members in Wave 5 in terms of the
proportion who were offered the support of a hospital social worker or chaplain.

Table 24 Support of hospital social worker or chaplain, by donation pathway

2010-2011 2012-2013 2014-2015 2016-2017 2018-2019
Family Members Family Members Family Members Family Members Family Members

Support DNDD DCDD DNDD DCDD DNDD DCDD DNDD DCDD DNDD DCDD

offered (n=163)  (n=20) (n=277) (n=37) (n=216) (n=38) (n=271) (n=124) (n=255) (n=127)
Yes 74% 78% 84% 77% 79% 82% 77% 73%
No 1% - 0% 8% 8% 5% 8% 3% 23%  24%
Notsure  15% 5% 1% 8%  15%  16%  10% 7% - 2%

D Significantly higher compared to DNDD

9.4 The donation process - from consent to surgery

Once consent to donation has been given by the family, many things begin happening in the background
to facilitate donation. Whilst families typically don't want to know the minute-by-minute steps that are
required, they do need to have a basic understanding of the process leading up to donation surgery. The
findings show that without a basic understanding of what needs to happen and when, families can make
assumptions about timelines and procedures, and incorrect assumptions can lead to disappointment and
frustration.

The findings show that the time between consenting to donation and donation surgery could sometimes
be viewed by family members as a blessing - more time to spend with their loved one. For other families,
this could be a time that is distressing and full of second-guessing - are we doing the right thing? Is this
what our family member would have wanted?

@ It seemed to drag on too long from initial admission to the surgery. I knew why as we
needed to wait for test results and the recipients to be prepared but I felt my grief was
getting harder each hour and I just wanted the process over.”

2019 - Consented to donation

74 Wave5 | National Study of Family Experiences - Research Report



Findings indicate that the time between consent and surgery must be handled carefully, and hospital
and Donatelife staff should be aware of the multitude of emotions that family members will be
experiencing during this time. Families reported that they must always feel that their family member is
important to hospital staff, and not just for the donation - they need to feel that their family member still
matters, as a person. It is important for staff to continue to support and care for families as the time for
donation surgery nears.

@ We felt very supported through the organ donation process and felt that the doctors,
nurses and DonateLife team were genuinely very compassionate and sensitive in their care
of Mum and of us her family. Their warm and caring approach made the hardest time in our
lives somewhat easier to cope with. They are a very special team of people who do a job
that requires a deep emotional understanding and sense of compassion, and we sincerely
thank them for showing this to us at such a hard time.”

2018 — Consented to donation

9.4.1 Obtaining informed consent

As part of the consent process, family members are asked to nominate which organs and tissues they
agree to being donated for transplantation. If a person has registered their wishes with the Australian
Organ Donor Register (AODR) regarding which organs and tissues they consent to donating, family
members are asked to confirm if they agree with those decisions. Families find this situation a little easier
because they are, in essence, being guided by their family member.

However, in the absence of this knowledge, families were asked to provide consent for each organ and
tissue. Families reported that they found this process lengthy, confronting and upsetting. Whilst families
appreciated the requirement for this type of consent, they questioned if there could be an easier and
less taxing approach.

@ She was running through all the other stuff that can be donated. There were eyes, his
skin, parts of his... whatever, inside of his body. And, you know, I just kept saying, ‘take
what you need to’, you know, ‘help as many people as you can’. You could tell she was very
passionate about it, but I actually started feeling sick and I had to say again, ‘you can take
whatever you need but this is making me feel like I'm going to be sick’, you know, we were
actually talking about my husband! I think if there was any way to make it sound less like
a checklist, it would help.”

2019 - Consented to donation

@ The consent process was very long and exhausting at a time when you are already
emotionally wrung out.”
2019 - Consented to donation

Findings show that despite the perceived difficulty of the meeting to obtain consent, DonatelLife staff
are praised by families for their kindness, patience and non-judgemental attitude towards families
during this meeting.

@ The donation support people were all amazing, patient, kind and professional whilst
being considerate and supportive.”
2019 - Consented to donation

@ They were really good at that meeting, but it was hard at times.”
2018 - Consented to donation
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9.4.2 Medical and personal history

Family members who took part in the in-depth interviews often talked about a meeting they attended
where Donatelife staff asked questions about their family member’s medical and personal history.

Like the informed consent meeting, families found this meeting overly lengthy and difficult.

In fact, many family members stated that they felt uncomfortable during this meeting, mostly because of
the sensitive nature of the questions.

The questions are very personal in nature:

a Sometimes intimate questions were asked in front of extended family, including adult children,
which felt inappropriate.

b Families didn't always understand the relevance of this line of questioning.

Further analysis of family responses to this line of questioning showed that at this traumatic time, some
family members placed their loved one on a pedestal, so to speak. They wanted to remember all the
positives about their family member, for example their kindness, generosity and sense of humour.
Families in the study reported the line of questioning around sexual habits and drug use had the
potential to quash these nice memories and make families feel that they were disrespecting their family
member.

Prior to this meeting, the next-of-kin should be informed of the nature of the meeting and asked if they
would prefer to attend alone or with other family members. Further, explaining the purpose of this line
of questioning would have been helpful for family members.

@ He asked me some questions in front of his sons that I didn't really want to answer,
like when was the last time we had sex — personal stuff. I had no idea they were going to
ask me that. They should have had that conversation with me privately.”

2018 — Consented to donation

Some family members in the study called for greater public education around organ donation and the
registration process, in an attempt to take some of the second guessing and stress out of the informed
consent and medical background process.

@ A hell of a lot of the questions about his medical history I could not have answered
about Dad. It was a good thing that Mum was in the room. He was always in favour of
organ donation but I don't think he appreciated how much people would need to know
about his history in order for him to be a donor, because if Mum had not been there, the
donation would not have been able to go through because I could not have answered those
questions. But if Dad had understood the sorts of things that someone making decisions had
to understand, he would have ensured that I was informed about them.”

2018 — Consented to donation

Findings support that prior to all meetings, families should be informed of the expected
duration of the meeting and what it involves. Family members participating in the
study expressed a need for the meeting to be held in a private room and for families to
be offered breaks when needed.
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9.4.3 Information provided about donation surgery

In terms of the information provided to families about donation surgery, 85% of family members who
consented to donation felt they were given the information they wanted (Figure 37).

Figure 37 Information about donation surgery

. Yes ’ No . Not sure

Were you given the information you wanted about what happens when the donation surgery occurs?

Wave 5 85% 5% 9%
Wave 4 88% 6% 6%
Wave
Wave 2 85% 4% 1%
Wave 1 83% 7% 10%

Base: Total sample, less non-response: Wave 5 (n=475); Wave 4 (n=364); Wave 3 (n=240); Wave 2 (n=303); Wave 1 (n=182)
NB: Totals may not add to 100% due to rounding
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Base: Total sample, less non-response: Wave 5 (n=466); Wave 4 (n=342); Wave 3 (n=226);, Wave 2 (n=282); Wave 1 (n=181)

The study shows that family members have different needs when it comes to the amount of information
they are given about donation surgery. Approximately nine in ten (88%) family members in the study who
consented to donation felt they were given the right amount of information. Seven percent (7%) said they
either didn't receive enough information (5%) or the information was too broad (2%), while 3% felt the
information was too detailed.
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@ I think it’'s important to note that one doesn't always have the questions in mind to ask in
the middle of all the trauma. It's difficult to know and will change from person to person.”
2018 — Consented to donation

@ I think the family member of the deceased should be given a choice if they want to hear
all the details of what will happen to their loved one during the organ removal process. The
information is awful and far too much to deal with when already processing the grief and
shock of their loved one's death.”

2018 - Consented to donation

The findings show families often struggle to absorb and fully understand the information provided in
hospital due to their heightened emotions around losing a family member, coupled with physical and
emotional exhaustion. As highlighted in Section 9.1, 17% of family members who met with a Donatelife
staff member still had unanswered questions and lacked an understanding of the donation process after
this meeting. The findings show that information should be paced in line with family needs, and provided
in both verbal and written forms. The study shows that it also helps when families knew who they could
talk to, how to reach them, and that they could ask questions at any time.

@ I think we could have been given more information around the process. There were parts
of the process I didn't understand until 18 months later. I didn't feel like I knew the right
questions to ask. Things like, ‘how does my daughter’s organs get from a to b, where are
the surgeons coming from, is the recipient family at the hospital, can we meet them, what
happens after the surgery for my daughter, what will she look like?’”

2018 - Consented to donation

9.4.4 Managing expectations of timelines

One of the main themes emerging from the study is the impact on donor family members of not knowing
timelines, being misinformed of timelines, or not being kept up-to-date about changes to timings.

Families were often given estimates of likely timeframes by hospital staff. This included timeframes for
brain death testing, a family meeting, or the expected time of donation surgery. The findings showed
with so much going on and with families having no control over the events unfolding in the hospital, they
tended to cling to timelines as something tangible. The expected time of removal of life support and
potential donation surgery have consistently been reported as the most important for families. These
milestones signified the finite loss of their family member and the end of their time in hospital. Families
reported mentally preparing themselves for this. Wave 5 showed that moving timelines forward or back
caused families to become distressed, especially when the change and reasons for changes were not
effectively communicated.

@ I felt that the whole process took too long. First we were told it would be 5.00pm, then
7.00pm, then 9.00pm. Then it was 10.00pm and eventually it was 10.20pm that my son'’s life
support was turned off.”

2018 — Consented to donation

@ I feel everything was rushed in telling us he was brain dead because the doctors told us
we would know about his condition in 72 hours but they only waited 48 hours to tell us our
son was brain dead. Was this because his organs were being donated? It's an answer I will

never know.”

2018 — Consented to donation

Wave 5 findings show that it is important to provide families with accurate timeframes
and ensure they are kept informed about any changes to timeframes through the use
of clear and consistent communication. This would support families, making them feel
valued and alleviating stress caused when families are not informed.
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9.4.5 Time with family member prior to surgery

Almost all families (96%) participating in the study who consented to donation during 2018 and 2019 felt
they were given enough time with their family member prior to donation surgery; 4% felt they were not
(Figure 38). These findings are consistent with previous waves.

Figure 38 Time with family member prior to surgery

. Yes ’ No

After consent was given for donation, were you given enough time with your family member
prior to surgery?

Wave 5 96% 4%

Wave 4 93% 7%

Wave 3 94% 6%

Wave 2 95% 5%

Wave 1 95% 5%

‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Total sample of families who consented to donation, less non-response: Wave 5 (n=470); Wave 4 (n=359); Wave 3 (n=238);
Wave 2 (n=303); Wave 1 (n=181)

@ I was given as much time with her as I wanted. I was given privacy when I needed it
and company when I needed that too. When she was being prepped and attached to the

portable respirator, I was encouraged to stay right by her side with the staff respectfully
working around me. Then when it was time to go, they left me alone with my wife for as
long as I needed. I will NEVER forget their compassion, care and respect.”

2018 — Consented to donation
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9.4.6 Hospital staff

Figure 39 shows that all donor families in Wave 5 felt that hospital staff treated their family member with
respect in the lead up to donation surgery (93% felt that this happened to a great extent).

Figure 39 Treatment of donor prior to surgery

. To a great extent . To some extent . Not at all

To what extent do you feel the hospital staff treated your family member with respect at this time?

Wave 5 93% 6%
Wave 4 93% 7% B
Wave 2 94% 6%
Wave 1 91% 8% W¥
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Total sample, less non-response: Wave 5 (n=475); Wave 4 (n=368); Wave 3 (n=238); Wave 2 (n=300); Wave 1 (n=182)
Note: Figures may not add to 100% due to rounding

@ OMG! Amazing. The doctors, nurses, pastoral workers were all amazing. Empathy, love,
care, respect and most of all information and time were all seen and felt in abundance. Our
family cannot speak more highly of them. I do not think the hospital could have done more.”
2019 — Consented to donation

e The staff were so wonderful, they treated him like he was alive and never like 'just a
body'. The pastor was very helpful as I am a Christian, and he was great with the kids as
well. Staff made it possible for me to lie with my husband until he had to go to theatre. So
much kindness was shown to us.”

2019 - Consented to donation

During 2018 and 2019, some donor family members in the study reported that they were inadvertently
exposed to the reality of donation surgery. While families of course know the purpose of the surgery, being
confronted with hospital staff carrying eskies for organs either pre-surgery or post-surgery can be upsetting.
Staff should try to protect donor families from witnessing any such processes as much as possible.
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@ We did encounter one bad experience after the surgery. The ICU and operating theatre
were adjacent to each other. The surgical team we had met prior to the surgery had to leave
past the ICU waiting room to exit the hospital. I was standing in the walkway between the
operating theatre and ICU waiting room when the surgical team walked out of the theatre
area carrying eskies. It wasn't hard to realise what the team were carrying, however I was
comforted to see the care being taken by the team and was able to thank them for their
work as they walked past. However, my Mum also saw the team as they passed the ICU
waiting room entry and this was not comforting to her.”

2019 - Consented to donation

Wave 5 of the study found that the following could reduce the distress of family
members between the time of consenting to donation and donation surgery:

— Being realistic with timeframes

— Being kept informed about timeframes

— Allowing private time with their family member

— Health professionals continuing to care for their family member with respect

— Being shielded from witnessing processes that directly relate to donation surgery

9.4.7 The donation process - summary

Families who consented to donation were asked if they would like to add further comments about the
donation process, via an open ended question in the survey. In total, 141 family members responded. Just
over half (56%) of donor families provided a positive comment about the donation process, while 46%
made a negative comment. All comments have been coded into general themes and shown in Table 25.

One third (33%) of family members surveyed made a positive comment about either the hospital or
Donatelife staff, stating that they were kind, helpful, supportive and compassionate. The behaviour of
staff towards families has the power to influence their experience, and for these families, the staff made
their experience a more positive one. Around 1 in 8 family members (13%) spontaneously mentioned the
paperwork, meetings and questioning as a negative part of the donation process.
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Table 25 Unprompted comments about the donation process

What else would you like to add about the donation process? W5 (n=141)
Positive sentiment (n=79)
NET: Positive comments about DonatelLife/ hospital staff 33%
« Hospital staff kind/ helpful/ compassionate/ considerate/ supportive 18%
« Donatelife staff respectful/ supportive/ compassionate/ kind 11%
« Staff (unspecified) kind/ treated us well/ supportive/ understanding 10%
Happy with process/ all good 16%
We were kept informed during the process/ questions were answered/ informative 10%
Family member was treated with respect and dignity 10%
We were given the time we needed with our family member/ didn't feel rushed 9%
Grateful to be given a private space for family to say goodbye/ to create an atmosphere to honour 2%

family member

Was allowed to walk alongside family member on way to theatre/ guard of honour by hospital staff 2%
NET: Intensity of process (including paperwork, meetings, questions) 13%
« Painful process/ asking of intimate questions in front of others is awkward 8%
« Not enough time allowed to comprehend the situation/ felt pressure 6%
« Paperwork is onerous/ could be streamlined/ families may not always know answers 2%
NET: Donation did not end up proceeding / some organs not suitable 10%
- Disappointed donation did not proceed /lack of suitable recipients 6%
« Distressed/angry/blaming hospital/DonatelLife staff for donation not proceeding / disagree with age 4%

restrictions / lack of communication about organs taken but not used

Lengthy timeframes/ waiting period was difficult/ timeframes not communicated/ unnecessary delays 7%
NET Lack of communication and information 8%
« Lack of communication and information from hospital/DonateLife to family 6%
« Lack of information post-donation about progress of recipients 1%
.\}V;nted more time with family member/ less interruptions being asked to leave the room/ felt rushed 4%
bgﬁappy about the timing of the organ donation conversation/ how it was raised 3%
E)Ni.%ﬁcult to accept death of family member when body is warm and ‘breathing’ on ventilator 3%
B(;nateLife/ hospital staff insensitive/ did not provide support we needed 3%
..F"}‘(;cess felt very clinical/ focus on getting donation 1%
Poor experience due to hospital including or excluding certain family members from discussions 1%
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9.5 Withdrawal of treatment / going to theatre

The Donor Family Study shows an important time for families is their final moments of saying goodbye to
their family member, whether in ICU or just before their family member goes into theatre for donation
surgery. The withdrawal of life support was reported as a painful experience for families in the study, and
as such, they needed:

1 Knowledge (of what was likely to happen/ what they would see
2 An accurate timeframe for when it would occur

3 Privacy

4 Understanding and respect from hospital staff

For the most part, these things were delivered by hospital staff, however not always consistently. The
findings showed that providing families with time to mentally prepare for this eventuality was
important. The following comment from a family member who declined donation demonstrates the
importance of providing families with an accurate timeframe for when withdrawal of life support will
take place.

@ I was trying to reassure Mum. I was saying to her, ‘there's no rush, we've just had the
family conference, you know, there isn't a rush about when we're going to extubate.’ But
then just before 6 o'clock, just towards the end of the day, the consultant came to us and
actually said, ‘I think it's a good idea to do the extubation now before I finish for the day.’

I understand where he was coming from but for Mum I think it was all just a bit of a rush,
because they'd just told us that they were going to withdraw, but they hadn't actually given
us a timeframe. In my head, I thought they would let us know when they were ready to go
through with the process. So, that was a little bit... it threw us because it was, ‘oh okay, so
we're doing it now?’ It was really like, ‘yep, let's go, let's get this over and done with.’

2018 - Declined donation

Demonstrating respect for families at this time can be delivered by points 1-3 above; by helping families
to prepare for what they may experience during the withdrawal of life support, making sure that they are
given advance notice of when this is likely to occur, and making sure that they have lots of private time
with their family member before it happens.

Families also felt respected when they were offered to walk alongside their family member on the way to
surgery. Not all family members want to do this, but the offer is important.

@ I was told that I was able to be with my sister all the way up until surgery and could
walk with the staff as they wheeled her bed to the operating theatre, even though it was in
the early hours of the morning. Although I decided not to, this meant a great deal to me and
showed how considerate all the staff were.”

2019 - Consented to donation

@ Walking alongside my sister as she was wheeled into surgery was a moment of
unspeakable sadness, but the staff gave me a hug and that was a priceless act of love on
their behalf.”

2018 — Consented to donation

@ I would have liked to be offered to walk my partner to the operating room.”
2018 - Consented to donation
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The other very touching way that some hospitals demonstrate respect for the donor and the donor’s
family, was by forming a guard of honour as the donor was being taken to surgery. When this happens, it
means a great deal to family members.

@ When our son was taken to theatre for donation, the staff formed a guard of honour. It
still brings tears to my eyes but made my heart swell with pride. It made our great loss
easier to bear and brings comfort to us.”

2019 - Consented to donation

9.5.1 When the theatre doors close

An issue raised by families in the 2016 and 2017 study, and again by families in 2018 and 2019, was the
overwhelming feeling of loss felt by family members when their family member was taken to donation
surgery. Family members felt lost and alone at this stage, and they didn't know what to do or where to go.
Do they wait? Do they go home? How should they respond to this situation?

As hospital staff were in theatre with their family member, some families reported feeling that they no
longer had any support. They sometimes felt that all of a sudden, they didn't matter.

@ They wheeled him in and then it was kind of a bit like, ‘what do you do now?’ Do we
hang around? It feels like we need to leave but it also feels like we need to stay.”
2019 - Consented to donation

@ After Dad went through into theatre, we were left at a bit of a loose end. The donation
surgery was pretty invasive so we elected not to see him afterwards. As a result, we pretty
much just left the anaesthetic bay, walked down the hospital entrance and hailed a taxi. It
was fairly anticlimactic and we felt very alone. It would be good if there was some way to
provide some clearer conclusion to the donation process before leaving the hospital.”

2018 — Consented to donation

Whilst not every family member reported that they felt like being in the company of others at this
specific time, they did respond that at the very least, support should have been offered and ideally it
should have been offered by somebody the family was familiar with. The offer of a cup of tea, a chat,
helping them to their car, or arranging for a driver to take them home, would have gone a long way to
helping families at this time.

The following comments from family members demonstrate two different experiences from this point in
the donation process:

@ The ICU nurse and staff and donation team looked after us and made sure we were okay.
The ICU nurse even came and helped us collect our things and took us to our cars.”
2019 — Consented to donation

@ It was very disappointing that after our son was led away, we just stood there. There
was no one to speak to. No one asked if we were okay. We were just left!!”
2019 - Consented to donation

Wave 5 shows more support should be given to families when their family member is
taken to surgery, and that families may benefit from having a social worker or suitable
person available at this time.
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10 After donation surgery

Figure 40 shows 47% of donor family members in 2018 and 2019 were offered an opportunity to spend time
with their family member after donation surgery. This is consistent with families in the 2016 and 2017 study.

Of those family members who were offered, just over half (56%) opted to see their family member after
surgery. Most of these family members (84%), described the experience as a positive one;

1% described the experience negatively, while 15% were still unsure how they felt about it. This is consistent
with Wave 4 findings.

Figure 40 Time with family member after donation surgery

. Yes . No . Not sure

Offered opportunity to spend time with family member after donation surgery

Wave 5 47% 37% 15%
Wave 4 50% 39% 12%
Wave 3 40% 43% 18%
Wave 2 47% 36% 17%
Wave 1 49% 37% 14%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Total sample of families who consented to donation, less non-response: Wave 5 (n=396); Wave 4 (n=363); Wave 3 (n=239);
Wave 2 (n=298); Wave 1 (n=181)

If yes to the above If no or not sure to the above
Spent time with family member Would have liked to spend time with
after surgery family member post-donation surgery

Wave 1 53% 47% 10% 66% 24%

‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100% ‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100%
Base: Those who were offered an opportunity to spend time with Base: Those who were not offered an opportunity to spend
family member post-surgery, less non-response: Wave 5 (n=185); time with family member post-surgery, or who do not recall,
Wave 4 (n=180); Wave 3 (n=92); Wave 2 (n=136); Wave 1 (n=88) less non-response: Wave 5 (n=200); Wave 4 (n=180);

Wave 3 (n=137); Wave 2 (n=155); Wave 1 (n=91)

|:| Significantly lower than Wave 4 |:| Significantly higher than Wave 4

Organ & Tissue Authority | Proof Research Pty Ltd

85



Those family members who described this experience as positive were grateful for the extra time spent
with their family member and for the ‘closure’.

@ After surgery they came and got us and we were able to spend as much time as we liked
with her. We have a big family and we were allowed to be together with her.”
2018 — Consented to donation

@ We spent time with my brother after the surgery. It was 1:30am. The staff were very
supportive and made every effort to make sure we had as much time as we needed.”
2018 - Consented to donation

@ That was my final goodbye because he was no longer on machines. It was heartbreaking,
of course, but that was final. There's no more suffering then. That was my peace.”
2019 - Consented to donation

As part of the Donor Family Study, family members were asked if they wished to share anything additional

about their experience at the hospital after donation surgery took place. Responses have been coded into
similar themes and detailed in Table 26. Positive sentiment was the strongest response, with 27% of family
members spontaneously commenting that staff were compassionate and supportive.

Table 26 Experience at the hospital after donation

Is there anything else you would like to add about your experience at the hospital W3 W4 W5
after the donation took place? (n=73) (n=118) (n=142)
Positive sentiment 50%
Hospital staff compassionate/ respectful/ supportive/ kind / informative 14% 18% 27%
“F‘i.eeeived resdlyr:';of Surger)rpy phone/mreeeived phuorwe call vvherr“surgery had taken pla‘c'e‘ 7% 8% H 8% :
.\.rr/'a‘;given enodéh time be‘r‘ore surger;‘/r‘ understood timefrarpe/ said go‘odbyes """"" 5% 3% “
before surgery
buorrateLife tearrrvvonderr‘dl‘) kind/ cordpassionate)respectfdlr """"""""""""" - 3% H 9%
Good experie‘r‘ree/ movinéekperrence)rastefuHy rrarrdled """""""""""""" 21% “
E)Norratron gavemd“s more t|me to spendm\/‘\'/‘ith familyrpember """""""""""""" 5% 12% H 6% a
Kppreciated bemg given aprivate roorp """""""""""""""""""" - - H 4% .
6drmfamily merp‘per was cared for andrespected """""""""""""""""" 3% - H 4% -
Happy that do‘p'a‘tion was;dccessfuI/';o‘meone e\;e would bepelped """"""""" - - H 4% .
Agonising/ distressing/ felt numb / felt lost/ too stressful/ exhausting 8% 9% 11%
Regret not Seemg family rrre‘mber after“donation e‘drgery """""""""""""" 5% 6% H 9% :
ﬁéébitm staff"\'r\'/‘ere insensﬂi“tr\‘/e /no Support from DL staff poer;donation """"""""" 1% 3% H 6% :
Took along tirrre‘/ procesgdragged orr)vvaitrng vvas difficatt - 2% H 4% :
.l;.roms'dpport after Surgery/mdi‘d n't knor/‘\r'\‘rr/pere to go """""""""""""""" 5% 6% H 4% :
.I.;rad‘minimal t|me to spedd'r/vith famrlyrrpdember pre—surgery """""""""""""" 7% 1% H 4% :
More clarity around timerrarnes is ne‘eded / did rrorunderstarrd processr‘post—surger‘yw - - H 4% .
Need to prov'idea quieter)private room for fami'\g/mt“o gatheruadd grieve, '\‘/r'irhout beipém - - H 4% .

told to leave (including post-donation surgery)

Was not given opportunity to see family member after surgery/ felt rushed 4% 6% 2%
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Is there anything else you would like to add about your experience at the hospital W3 W4 W5

after the donation took place? (n=73) (n=118) (n=142)
Need preparation for what to expect after surgery/ upsetting to see how family member - 6% 1%
looked after surgery
Phone calls vvg)uld have beuén good (tc'JmL‘deate/ chue“ck in afteruabnation) """ - 3% 2% ......
.l;.l‘é“e"ded more"f‘i”me with fa}ﬁily memb"e; post-donéution surge&‘ B - - 1% ......
Didn't stay/ was not present/ didn't return to hospital/ other family members saw 15% 7%
loved one after surgery
D|dnt want to';ee family rﬁ"ember aftérf“surgem/ S 19% 4% 8 % ......
E;f‘)"erience v\/é‘;surreal/ stﬂrﬂange """ - - 1% - 2% """"
Other comme'r;is (each tofélling < 1%'&‘ responsew) """ B 11% 21%

D Significantly lower than the previous wave D Significantly higher than the previous wave

Findings show that seeing their family member after donation surgery is a personal
decision to be made by individual family members, and as such, the opportunity
should be offered to all. The findings reinforced the importance of letting family
members know about any physical changes that may have taken place in their
family member post-surgery, so that a fully informed decision could be made.

A key finding was that in order for families to feel respected, consideration should be
given to the environment in which their family member is placed post-donation surgery.
Ideally this should be in a private room in a peaceful setting (i.e. not a cold and sterile
environment). Families advise that they should not be made to feel rushed during this
last goodbye.
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1 Follow-up services

11.1 Ongoing support

In Australia, donor families are offered support through the National DonateLife Family Support Service,
providing resources and access to support for the donor’s family.

During 2018 and 2019, 95% of family members surveyed who consented to donation were offered
ongoing contact with DonatelLife staff or a hospital support person, such as a social worker or chaplain.
This included 97% of donor family members where donation occurred, and 84% of intended family
members where donation had not gone ahead (Figure 41). The findings show that intended family
members were more likely to not be offered ongoing contact (14% vs. 3% of families where donation
occurred).

Figure 41 Ongoing contact offered

. Yes . No . Not sure

Offered ongoing contact with DonatelLife staff or hospital support staff
(e.g. social worker, chaplain)

Intended donor families 84% 14% 2%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 920% ‘ 100%

Base: Wave 5 families where donation went ahead, less non-response: (n=401).
Wave 5 families where donation did not proceed, less non-response (n=51).

NB: Excludes any offer from an external professional counsellor

Figure 42 shows the proportion of family members who were offered ongoing contact from either a
Donatelife staff member or a hospital staff member. As shown, it was more common for DonatelLife staff
to offer support to families than it is for a hospital staff member such as a social worker.

Figure 42 Offer and helpfulness of ongoing contact with DonateLife staff or hospital staff

. Not offered . Contact offered & refused . Contact offered & accepted

How helpful did you find any ongoing contact from staff following donation? Helpfulness of support
amongst those who
received it

:g::;:ufe staff 5% 9% 85% 75% definitely helpful

23% somewhat helpful

Hospital support

staff (social 23% 24% 53% 70% definitely helpful

worker, chaplain) 24% somewhat helpful

’ 0% ’ 20% ’ 40% ’ 60% ’ 80% ‘ 100%

Base: Wave 5 family members who consented to donation, less non-response (n=457 and n=400).
NB: 1% response of 'can't recall' not shown on chart
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11.1.1 DonatelLife staff member

During 2018 and 2019, 94% of donor family members were offered ongoing contact from a DonatelLife
staff member; 85% of family members accepted support, while 9% chose not to. The support from a
Donatelife staff member was considered helpful by the majority (97%) of family members; 75% stating
that it was ‘definitely helpful’.

@ We were offered counselling and they kept in contact for about 3 months after.”
2018 — Consented to donation

It may be difficult for DonatelLife staff to gauge the amount of contact and support needed by individual
family members, as every person’s grief journey is different, and people will vary in terms of the type of
support they find helpful. Findings suggest that some family members may not even be ready to connect
with DonatelLife straight away, and some will need to dip in and out of contact as time goes on.

At a minimum, findings suggested that Donatelife staff should check that family members know the
support is there for them, whenever they feel ready.

@ The first month or two with DonateLife was awesome but it hasn’t been so great since.
I got a card on his one year anniversary, and I haven't really heard from them since. They
offered counselling and they sent out a really nice pack with information and a book. I
didn't know what to expect.”

2019 — Consented to donation

Interestingly, of the families included in the study, 21% who declined donation reported that a follow-up
phone call from a Donatelife staff member would have been helpful.

11.1.2 Hospital support staff

Ongoing contact from a hospital support staff member, such as a social worker or chaplain, was offered
to three quarters (76%) of family members who consented to donation (consistent with Waves 3 and 4).
Just over half (53%) of the family members accepted this offer of contact (again, consistent with previous
waves) and of these, 94% found the support helpful (70% found it ‘definitely helpful’).

Feedback from families regarding hospital social workers was mixed, with some families having a positive
experience and finding them incredibly supportive and helpful, and a small number reporting their
interaction with a social worker to be less than satisfactory.

@ The hospital social worker did her best and was very empathetic and sensitive, but was
not familiar with all the issues and was sometimes difficult to reach.”
2019 - Consented to donation

11.2 Helpfulness of ongoing contact

Family members who took part in the Donor Family Study were asked, “If you found ongoing contact
helpful, please provide comments on the ways it was helpful to you”. Table 27 outlines coded responses
to this question.

As shown by the variety of responses, ongoing contact was considered helpful for a range of reasons. The
most common response, from 29% of family members who consented to donation, was finding out the
outcome of the donation and receiving progress updates on recipients helped them because it reinforced
that their decision about donation was helping others.

Approximately one in five (18%) family members felt that ongoing contact helped them because it made
them feel less alone, valued and not forgotten.

@ Our donor nurse simply ‘checked in’ with us. It was comforting to know our pain was

not forgotten.”
2018 — Consented to donation
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@ It was lovely to have a staff member acknowledge and just check in. It is such a
personal, gut-wrenching situation. The DonateLife staff just know how to communicate
without any pressure or expectation.”

2018 — Consented to donation

@ Made me feel that my husband was appreciated and made me feel less alone in the
whole process of his death and donation.”
2018 - Consented to donation

@ The day she died, I felt we were given a new family — the DonateLife family.”
2019 - Consented to donation

Table 27 Helpfulness of ongoing contact

W3 W4 W5

Ways ongoing contact was helpful

(n=128) (n=220) (n=239)

Found out the outcome of the donation / gave us progress updates on recipients / to 35%
know our decision was helping others

Felt like we weren't forgotten/ not alone / felt like we were cared for / felt like we were 9% 9%
valued / nice to be checked up on

Provided comfort and support/ very compassionate 18%

Follow-up calls were helpful / follow-up contact appreciated / ongoing contact helped 12% 12% 16%
(no further information)

It provided useful information / answered our questions / gave helpful advice / updates 7% 10% 12%
of upcoming events

Donatelife Coordinator was helpful, supportive and understood my situation 13%

Helped being able to talk about my family member / someone to talk to / someone 3% 5% 8%
external from the family to talk to

Helped the grieving process / gave us closure / brought healing

Our family member is recognised and appreciated for their contribution

Social worker kept in contact / social worker was helpful

The support helped validate/ reinforce our decision

Counselling was helpful / follow-up by counsellor was good/ DonateLife events helpful

Ongoing correspondence with recipients is very helpful

Resources and keepsakes - hair and handprint was lovely / lapel pin helpful / liked
receiving the anniversary card, book and invitation to Remembrance day

Nice to know the support is there if we need it 7% 4% 5%
Private counselling / grief support group was helpful 5% 4% 2%
Helped to be able to volunteer / felt connected through volunteering and being an - - 2%

advocate for donation

Appreciated additional support for children - - 2%

Made me feel like | am part of a new family — a DonateLife family - - 1%

D Significantly lower than the previous Wave D Significantly higher than the previous Wave

Whilst ongoing contact for families is helpful and much needed, care should be taken to ensure
consistency of contact, as demonstrated in the following two comments from family members.
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@ There were follow up phone calls from DonateLife staff but always someone different
and not anyone who had been present at the hospital or who had been with us and met
any of our family.”

2019 - Consented to donation

@ It was helpful until it wasn't. The worker left his job and I haven't heard anything since.
It would have been good if it had continued.”
2019 - Consented to donation

As part of the study, donor family members who were not offered ongoing contact from Donatelife

or hospital support staff were asked if this would have been helpful. Figure 43 shows mixed responses
with 26% of these donor family members saying they would have found this helpful, while 29% would
not; 45% were undecided.

@ No ongoing hospital support or bereavement support - felt quite lost.”
2018 — Consented to donation

Figure 43 Perceived helpfulness of ongoing support, if it had been offered

. Yes ‘ No . Not sure

Would it have been helpful for you and your family if someone from the hospital or DonateLife spoke
with you about ongoing support for you and your family?

waves
Wave 4 45% 18% 37%
Wave 3 37% 21% 43%
Wave 2 32% 25% 42%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Donor family members who were not offered ongoing contact from one or more of hospital or DL staff following donation,
less non-response: Wave 5 (n=42); Wave 4 (n=84); Wave 3 (n=68); Wave 2 (n=59)

NB: Questionnaire changes between Wave 4 and 5, with Wave 4 measuring contact from 5 types of staff compared to Wave 5 which
included only DonatelLife staff members and hospital support staff.

Findings show the type of support needed is likely to vary for each family member and
this may even change for them over time. DonatelLife staff should be guided by family
members as to the right level of contact for them.

It should be made clear to all families who consented to donation that support is
available to them even if they initially opt out of contact from DonatelLife. It is important
that families know that they can reach out to someone from DonatelLife if needed.

The study found that particular care should be taken to ensure donor families in
regional areas are supported and directed to local organisations that may be able to
provide support in their area.
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11.3 DonatelLife resources

Family members who consented to donation were asked if they received any number of support services
and/or items from Donatelife and if so, how helpful each of these were. Findings are shown in Figure 44
and compared with earlier waves in Table 28.

Figure 44 shows that 94% of family members where donation proceeded received a call from DonatelLife
informing them of the outcome of the donation surgery. Of these, 99% found this to be helpful. Further
detail on each of the services and items is provided later in this section.

Figure 44 Helpfulness of resources provided to donor families

. Definitely helpful . Somewhat helpful . Not helpful . Did not receive . Would like to receive

How helpful did you find the following services/items provided by DonateLife? Total helpful
- of those
who received
The initial follow-up phone call

from DonateLife informing you 85% 9% 4%

of the outcome (n=400)

The content of the letter from o 9 ) o
DonateLife (n=390) 71% 22% 3%

The follow-up phone

call from the DonatelLife staff 67% 21% 2% 6%3%
member (n=384)

Some basic information about

the transplant recipients 74% 15% 6%

(n=389)

Brochure on support services

and contacts for assistance 53% 31% 7% 6%2%
(n=376)

Anniversary card received

approx. 12 months after family

member's death (n=367, 54% 23% 7% 10% 4%
excludes 16 families where

milestone not yet reached)

The "In Reflection" book

written for donor families 50% 30% 7% 7% 4%
(n=372)

The donor family

remembrance pin 46% 27% 10% 10% 6%

(n=375)

Annual Service of

Remembrance 43% 23% n%  14% 7%
(n=361)

‘ 0% ‘ 20% ‘ 40% ‘ 60% ‘ 80% ‘ 100%

Base: Wave 5 family members who consented to donation and where donation proceeded, less non-response. Base sizes vary, as shown.
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As shown in Table 28, the majority of families who received these services found them helpful.

Table 28 Helpfulness of DonatelLife services/resources

How helpful did you find the following services/ Total Helpful (Definitely + Somewhat)

items provided by DonatelLife?
Amongst those who received the service/ item w2 W3 W4

Initial phone call from DonatelLife informing of the

oUtcome 99% 99% 99% 97% 99%
The confént of the Iéfterfrom DrénateLife o 99% - 98% N 97% N 96% N
Follovv—ub phone ca“r from DonaféLife staff Vrrnrember* - 92% - N 95% N 94% N
Basic inférmation abrdut the trahéplant recirprirents - 100% - 99% N 99% N 97% N 100%
Ssr;)é?:nrfeirl support services and contacts for Not measured 91% 86% 93%
Anniverééry card ) - 90% - 91% N 85% N 89% N 92%
In Reﬂe&ion’ book i o 93% - 92% N 89% N 91% N 92%
Donor féfnily remerﬁrbrance pin” . th meésufed d 88% N 84% N 86% N 88%
Annual Service of Remembrance o m%  83%  [76% | | 85% |  86%

D Significantly lower than the previous Wave D Significantly higher than the previous Wave
* Wording of statement changed in Wave 5 from ‘Follow-up phone call from the Donor Family Support Coordinator’

** Wording of statement changed in Wave 5 from ‘Resources and Assistance leaflet’

@ The written resources were well written, well presented and easy to read. The personal
contact was very supportive.”
2019 - Consented to donation

@ Everything helped me to understand the process and also to understand my grief and
what I was feeling.”
2019 - Consented to donation

However, some family members reported they did not find the resources provided by DonatelLife to be
helpful. Often these families had a less than positive experience in the hospital, and receiving information
from Donatelife brought back painful memories. The findings showed this was especially so for intended
donor families.

@ I was so angry, upset and felt used that any contact or information from DonateLife made
it worse. I needed to ring them and tell them how I felt, but just couldn't bring myself to
speak to them.”

2018 - Intended to donate

@ All information was received. It was just too close in time to consider fully and for it to
be of any practical use.”
2018 - Consented to donation

Nevertheless, findings indicate that as families work their way through their grief, in their own time,
resources may be referred to at various points in time, and found to be helpful at that time.

@ I did receive a lot of resources. I did look at most of it, if not all. I was quite
overwhelmed with everything and didn't find any of it particularly useful. I guess it was
still good to read it.”

2019 - Consented to donation
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@ Maybe a month after it happens, you get a letter from DonateLife that tells you what
organs they took and who they went to, as in generalising. And it was horrible. They put

it in a double envelope so you don't have to open it, you know, they're very considerate,

and I remember reading it and just thought, ‘oh, I just hate this’. It gave me no comfort
whatsoever. It's such a roller coaster. I don't feel like that now, but I did at the time and I put
it away, I put the letter away and I don't think I've read it again.”

2018 — Consented to donation

When asked for feedback on Donatelife resources, 87% of donor family members spontaneously mentioned
something positive, including that the resources were helpful and appreciated (42%), that they were well
presented (12%), and well written and informative (10%). A full list of responses is shown in Table 29.

@ The folder has a prominent place on my bookcase and its rigid plastic folder makes it
easy to find and preserve the contents. I've recently shared the grief section of In Reflection
with a close friend recently bereaved and they found it just as helpful as I did.”

2018 — Consented to donation

@ I thought it was really nice, especially the handprints of Dad. I wear the DonateLife pin
every day I work. It makes me think of Dad every day and hopefully lets people notice the
pin and think about donating themselves.”

2019 — Consented to donation

@ The Reflections book in particular was really useful. I could open it up to any page
and read feelings that were my own and it helped me to feel normal. I've shared and
recommended it to many people.”

2018 — Consented to donation

Table 29 Feedback on DonateLife resources

Feedback on DonatelLife resources (amongst those who received them) W5 (n=201)

NET: Positive comments about DonatelLife resources 87%
Resources are helpful/ appreciated 42%
Donatelife phone calls/ letters helpful 4%
“F‘i.eeeurces are“\‘/’\‘/’ell preseeeed/ neatly"e"r’esented/ﬂe}ofession’e‘l}‘excel\enteeality """"""""" 12% o
“F‘i.e;eurces areﬁe‘emprehe'r‘wy;i‘ve/ infor;eeeive/ well 'Qrﬂitten/ helped in unde“r;anding c’i‘eﬂr’w"‘ation """" 10%
“F‘i.eeeurces areﬁf’e‘stefully dﬂe‘r’w‘e/ respeet’%elly vvrittee """""""""""""""""""" 8%
“F‘i.e;eurces are;‘efﬂcient/ 'eeeisfactoryu/”eeequate """""""""""""""""""""" 8%
“F‘i.eeeurces helped with th’eérieving b‘f‘e‘cﬂess/ valic’i‘e‘t’ed my feelﬂie‘gs """"""""""""" 8%
“F‘i.e;eurces are”eesy to ree‘e"/“ easy to 'L‘J'euc'i‘erstand/wc“learly vvrltten """""""""""""" 7%
Books Positi\;emreentionse%“ln Reﬂecﬂt"i’e’r‘w’ book a’e‘("j’"Coping vv|th Grief bee’l‘det """"""""" 7%
“F‘i.e;eembrancee‘m: Positieemmention;e%pin (vveaurmié every de;/yecknowleeées our Ioss) """"" 6%
“F‘i.eeeurces are“eelpful forﬂele‘ildren """"""""""""""""""""""""""" 3%
Armual Servicu('e_“e]c Remerﬁ‘e}‘ance: nice;"frwelpful/ g"reet """""""""""""""""" 3%
keeesakes: Le‘c’?of hair/ e’eedprints very special/ﬂ’t‘a"eautiful """""""""""""""""" 2%
“F‘i.e;eurces hau\;eﬁﬁelped meto speakyee”ethers ab‘ee‘t donaties‘gy‘helped rﬁe‘speak wiee“ethers abee‘t 2%

dealing with grief
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Feedback on DonatelLife resources (amongst those who received them)

NET: Negative comments about DonatelLife resources

Resources are overwhelming/ a lot to take in while grieving/ a painful reminder 7%
Resources are unnecessary: Did not need them/ did not want them/ want to forget about the process 7%
Room for improvement (personalise anniversary card/ better resources for children/ promise of 3%

sending information not met)

Lack of information about recipients/ lack of updates on recipients 2%
Remembrance pin: Negative mentions of pin (waste of money/ cheap looking) 1%
Resources should be sent to all family members who want them 1%

Negative comments about the resources were reported by 17% of donor family members surveyed. This
feedback centred mostly around families not wishing to receive anything from Donatelife, because it is
too painful or because they don't feel they need the support.

@ It has been more distressing receiving follow-up resources than the death itself. We have
our own reflections and do not take any comfort from the reminders sent out by DonateLife.”
2018 — Consented to donation

11.3.1 Initial call from DonatelLife informing family member of donation outcome

Of great importance to the majority of donor family members surveyed, is the initial follow up phone

call from DonatelLife informing them of the outcome of donation (94% remembered receiving this call
and of those, 99% found it to be helpful). This was perhaps the most important contact for families from
DonatelLife after the donation process, and findings highlight the value in it occurring for all families.
When donation went well, this information provided solace to families and often reinforced their decision
about donation.

@ I think I asked if they could call me and I think they may have called me a couple of days
after to let me know. For me, perhaps it was a control thing. We were proud to have done
what we did and I think to know it was successful, it was important, you know, to know it
wasn't all in vain.”

2019 - Consented to donation

11.3.2 Letter from Donatelife

Similarly, 94% of donor family members surveyed recalled receiving a letter from DonatelLife. Aimost all
of these family members (99%) found the content of the letter helpful. This letter is usually sent to the
nominated senior next-of-kin. As stated earlier, the National Donor Family Study is open to all family
members, not just the senior next of kin, so findings regarding the receipt of correspondence from
Donatelife may be under-reported.

@ Some resources went to my Mum who didn't share it with us. Addressing all family with
the letters or calling different members would have been helpful.”
2018 — Consented to donation

@ My mother was the primary contact for DonateLife. She may have received resources but
didn’t always share this with the rest of the family. My brother and I probably felt more out
of the loop post-donation because of this.”

2018 — Consented to donation
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11.3.3 Information about transplant recipients

Approximately 9 in 10 donor family members (89%) in the study received basic information about the
transplant recipients from DonatelLife. This is an improvement on Wave 4 findings, where 82% of family
members received this information. All donor family members (100%) who received basic information
about recipients found the information to be helpful.

Exploring the motivations for donation in Section 6.3, 78% of donor families saw donation as an
opportunity for something positive to come out of a tragedy (the positive being to help others), and 74%
of families wanted someone else to benefit from their family member's donation so that they may live a
better life. The only way these motivations can be reaffirmed is if families are told the outcome of their
family member’s donation. Knowing a recipient’s health is improving gave many of the donor families in
the study a sense of relief and also a sense of pride in their family member. It solidified their decision
about donation.

@ I would have liked to have had an update the first year on how the recipients were, to
feel that it's not in vain. Maybe all three were still going the second year, but it would be
good just to know.”

2019 - Consented to donation

@ Calls from DonateLife about recipients’ progress was very helpful and brought peace
and less worry.”
2018 — Consented to donation

11.3.4 Annual Service of Remembrance

A National DonatelLife Service of Remembrance is held annually to commemorate the generosity of
donors and their families. Events are also held across states and territories. These events offer an
opportunity for families to gather and remember.

During 2018 and 2019, DonatelLife's Services of Remembrance were held in person. However, due to
COVID hitting Australia in early 2020 and the subsequent restrictions, most services in 2020 and 2021
were cancelled. Table 30 shows which jurisdictions were able to hold services, and which were not.

Table 30 Service of Remembrances held during 2020 and 2021

Year ACT NSW NT QLD SA TAS ViC
2020 Yes No No No Yes No No
2021 Yes No Yes No Yes No No

WA

Yes

No

During 2020 and 2021, the Organ and Tissue Authority coordinated the online ‘DonatelLife National Service
of Remembrance’. These were pre-recorded services that could be accessed via the Donatelife Facebook
page and website at a specific advertised time for the live event, or at a later time that suited the viewer.
During the live service and after, viewers could light a virtual candle via a link provided.

Approximately 4 in 5 (78%) donor family members in the study were informed about Donatelife's Annual
Service of Remembrance. These figures don't significantly change when filtering the data to unique donor
families (77% were informed of the service). Of these family members, 86% found the services helpful.

@ The service is very helpful for younger members of the family who attended.”
2018 — Consented to donation
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Whilst the views reported in Wave 5 towards the Annual Service of Remembrance differed between donor
family members (some didn't feel the need to attend; some had attended and found it unhelpful and
distressing; some have attended and found it to be moving and worthwhile), findings indicate that donor
family members should always be informed of upcoming services, so they can make an informed decision
about their attendance.

@ I expected an invite to the Annual Service of Remembrance but didn'’t receive one.
I'm not sure how to attend this.”
2018 - Consented to donation

@ To be truthful, after going to the remembrance ceremony, it put me off donating my
organs. I felt that some of the recipients had no concept of the pain that was endured in
order to have life. Some came across as not quite appreciating the enormity of how they
received their gift.”

2018 — Consented to donation

11.3.5 Anniversary card

Among families who took part in the National Donor Family Study, who had reached the 12 month
anniversary of their family member's death and donation, 84% had received an anniversary card (86%
amongst unique donor families). The vast majority (92%) of those who received a card found it helpful.
Receiving the anniversary card makes families feel that their family member is still being thought of and
remembered. It means a lot to these families.

@ The thank you card 12 months later was just beautiful.”
2018 - Consented to donation

@ The card marking one year was unexpected, but very gratefully received. The one year
mark is very difficult, and this gesture made it a little easier.”
2019 - Consented to donation

Three quarters (74%) of family members who intended to donate, also reported receiving a 12 month
anniversary card. Almost all (94%) of these families found this gesture helpful.

@ DonateLife contacted us and sent a card. It's lovely because one of the things is that all
these little things bring your loved one back to you, you know what I mean? It means they
are remembering him as well.”

2018 — Intended to donate

The following comments from family members demonstrate that although the gesture of the anniversary
card is appreciated, if not executed thoughtfully, it may not have the desired effect.

@ The anniversary card 12 months after donation was a lovely idea, but the writer of the
card misspelt my daughter's name. This made me cry. It felt like her donation was not
valued enough to even get her name right.”

2019 - Consented to donation

@ I felt the anniversary card was a little impersonal. However, I possibly wasn't in the
greatest frame of mind to receive it.”
2019 — Consented to donation

Wave 5 results highlight that at a minimum, care should be taken by DonatelL.ife staff
to ensure details of the donor are completely accurate, prior to sending the anniversary
card to families. Personalising the card (not simply a standard card that all families
receive), will go a long way to demonstrating the genuineness of this gesture.
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11.3.6 Donor family remembrance pin

Donor family lapel pins are given to families to wear to commemorate their family member’s donation.
During 2018 and 2019, 83% of donor families surveyed recalled receiving a pin. While a minority of family
members found these pins ‘gimmicky’, most family members (87%) felt they were helpful.

@ They sent me some little hearts, it was so beautiful. The children all put them on their
jackets, they wear them all the time. I thought that was beautiful.”
2019 - Consented to donation

@ Professional, informative, well thought out information at a time of such grief. My Mum
took comfort in the pin, which acknowledges her loss.”
2019 - Consented to donation

@ The donor remembrance pins (we have received about 15!) seem like a waste of money.
I'd rather see the dollars go to support services. It makes it feel cheap and gimmicky.”
2019 - Consented to donation

11.3.7 Other services to support families

Even though not every donor family member responds positively to all services and or items offered by
DonatelLife, findings indicate that it is still important to offer these to families. These resources let families
know that they are being thought of and that their family member is still remembered. Even family
members who initially opted-out of communication from DonateLife sometimes changed their minds as
they progressed through their grief journey. Findings indicate that all families need to know that they can
dip in and out of contact with Donatelife whenever they like.

Table 31 lists the responses to an open ended question asked of donor family members in the survey,
“What other services could be offered to better support family members?”. As shown in the table, the highest
responses centre around recipients - wanting to be updated more regularly, wanting to know more
about the recipients, and wanting recipients to write to them. Almost three in 10 (29%) family members
spontaneously raised this.

Table 31 Other services to support donor families

What other services could be offered to better support family members?

No other services necessary/ can't think of any/ not sure

NET: Information/updates/ contact with recipients

« How recipients are doing/ updates on recipients
« Would like to meet recipients/ have more contact with recipients
- Disappointed didn't receive letter from recipients

NET: Services and support for specific groups:

« Support for specific groups: children/ young people/ men/ young widows/ widowers
« Local donor family groups/ online support groups

More information about the donation process/ keep families better updated throughout the donation
process
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What other services could be offered to better support family members?

Nothing needed from Donatelife - prefer to source own support and resources

Other (1 mention each)

Wave 5
(n=167)

1%
,5%,
,1%,
,1%,
,4%,

@ I didn't really hear how the people were going after the initial phone call. I ended up
calling DonateLife late last year to find out how the recipients were doing.”
2018 — Consented to donation

One in 10 (10%) families spontaneously stated that they were looking for more tailored resources and
support, including for children and young people, men, widows/ers and those who had lost a family
member to suicide.

@ Perhaps to offer specific support for children. My young adult sons and my teenage
daughter may have benefited from separate specific support for them.”
2018 — Consented to donation

Families who declined donation felt they would have benefited most from bereavement counselling and
support from a social worker. In fact, 41% of families who declined donation stated that information about
bereavement support services would have helped them.

@ The offer of counselling. Having a bereavement group get in touch with you. It would be
great to have a young widows group.”
2019 - Declined donation

11.4 Amount of contact with DonatelLife

Most donor family members (85%) surveyed felt the level of contact they have had with Donatelife since
their family member’s death has been just right (Figure 45). This is a significant improvement on Wave 4,
where 77% of family members felt this way.

@ We found all we needed through DonateLife. They weren't overbearing nor too minimal.”
2019 - Consented to donation

Conversely, 13% of donor family members felt they had not had enough contact with DonatelLife since
their family member died, a significant decrease since Wave 4's finding of 20%.
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Figure 45 Contact with DonatelLife staff
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Base: Families who consented to donation, less non-response: Wave 5 (n=456); Wave 4 (n=386); Wave 3 (n=246); Wave 2 (n=311); Wave 1 (n=177)

|:| Denotes statistically significant difference between Wave 4 and Wave 5

Table 32 shows the responses to the level of contact with DonatelLife by state/territory.

Table 32 Level of contact with DonatelLife staff, by state/territory

Amount of National QLD ACT NSW VviC WA
information  (nN=456) (n=91) (n=18)* (n=143) (n=131) (n=33)
Just right 85% 89% 94% 79% 87% 82% 75% 93% 90%
Notemough 8% 9% 6% | 20% | 11%  15% - 7% 10%
Toomuch % 1% - - 2% 3% 25% - -

* Caution: Small sample size

D Significantly higher

@ I sent a text message to my Donor Coordinator just after the one year anniversary of my
husband’s death, thanking her for the card and asking for any news on how the recipients
are going. I did not receive any response from her, even though we had communicated by
text a number of times in the past. Having completed this survey, I am motivated to follow
up my request for news on the recipients by phoning the organisation directly.”

2019 - Consented to donation
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12 Contact with recipients

12.1 Writing to recipients

In Wave 5, half (49%) of donor family members knew that they may write to recipients at any time.
This is a significant decrease since Wave 4, down from 57% (Figure 46).

Figure 46 Writing to recipients

. Yes, aware . No, unaware

Were you aware that donor families are welcome to write to recipients at any time?

Wave 5 49% 51%
Wave 4 57% 43%

Wave 3 44% 56%

Wave 2 50% 50%

0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Families who consented to donation, where donation proceeded, less non-response: Wave 5 (n=398); Wave 4 (n=337);
Wave 3 (n=226); Wave 2 (n=293)

|:| Denotes statistically significant difference between Wave 4 and Wave 5

@ If I had known I could write to recipients I would have done so. Would still be willing to
do this if the opportunity were given to me.”
2019 - Consented to donation

@ I did know we could write to a recipient but I thought it was only in response to the
recipient making contact.”
2019 - Consented to donation

Wave 5 findings indicate that not every donor family member felt the need to write to recipients, however
it is valuable for all families to know that this option is available. As shown in the following comment, even
though this option is overtly stated in the Donatelife resources provided to family members, resources were
not always read thoroughly and families have felt overwhelmed with the amount of information provided.

@ In looking at the ‘In Reflection’ book again today, I can see that it does say, ‘you may
wish to write to recipients or respond to their letters through the same channels’, but
that information did not sink in for me at all. I knew there could be non-identifying
correspondence, but I believed it was the recipient’s choice to initiate that if they wanted
to, and since I didn’t hear from either of them, I thought they must not want contact.”
2019 - Consented to donation

Consistent with feedback from families in previous waves, there were mixed views about writing to
recipients. Some donor families felt that recipients should initiate contact; others wanted to write but
didn't know where to start or if their correspondence would be welcome; and others had no desire

to write to recipients. In any case, DonatelLife has a place in managing expectations, as there is the
potential for donor families to be disappointed if they write to recipients and their correspondence is not
reciprocated, or they may wonder if their letters have been sent and received in the first place.
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@ I bought beautiful cards and wrote letters to these two people and I've never ever heard
anything back from one. What I found really disappointing was that I sent those two cards
to the recipients and there’s no evidence that they have received them. I honestly believe
that if she had received that letter, she would have responded. You make this huge decision
to be involved in the donation process on behalf of someone you love so much and then to
feel like ... I just feel like even though they are grateful that you've been involved and you
do it not to be thanked, but because you really want to know you’ve helped someone, but
how do you ever know if you've helped? Even if DonateLife could just let you know that.”
2018 — Consented to donation

While not asked as part of the research, some donor families spontaneously raised their disappointment
in not being able to talk openly about their family member in correspondence to recipients. Using their
family member's name and talking about the type of person he/she was helps families with the grieving
process. In a way, this helps to keep their family member's memory alive. Families reported finding the
restrictions regarding what can and can't be said in communications frustrating.

@ We did receive a letter from one of the recipients which was nice, in that it showed
someone had benefited. But it was weird as well, so strangely anonymous and de-identified.
That still makes me feel uncomfortable.”

2018 — Consented to donation

Wave 5 results demonstrate that further communication is needed to ensure donor
family members are aware that they may write to recipients at any time, via DonatelLife.

It is important to manage expectations by not promising a response from the recipient.

It is also important to explain to families why correspondence is anonymous in line with
Australian legislation and policy to protect donor and recipient identification.

12.2 Deidentified contact with recipients

More than half (56%) of Wave 5's unique donor families have received a letter from at least one transplant
recipient (Figure 47) since donation. This is consistent with earlier waves. The vast majority of those who
received correspondence from recipients were comforted by this (77% found the correspondence to be
of great comfort; 22% of some comfort). This is further explored in the following section.
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Figure 47 Deidentified contact with recipients

Have you received any correspondence from one or more of the transplant recipients?
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|:| Denotes statistically significant difference between Wave 4 and Wave 5
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12.2.1 The benefit of hearing from recipients

The moment when a donor family member receives a letter or card from a recipient or a recipient’s
family was described by families in the study as bittersweet. It stirred up feelings of loss and heartbreak,
but at the same time, knowing that another person benefited from their family member's donation gave
some meaning to their loss.

@ I most appreciated the letters and cards from recipients. I cried each time receiving them
but they are so touching and their gratitude is beautiful. I found the acknowledgement of
what a great gift his donations were really helped me.”

2019 - Consented to donation

As shown in Figure 47, 99% of family members who received correspondence from recipients felt
comforted at that time. However, it is often reported as more than this; hearing from recipients
reaffirmed the donor family's choice to donate (see Figure 48). It made them feel that their family
member's death wasn't in vain, it filled them with pride for their family member, and most importantly,
hearing from recipients helped donor families to heal.

@ Oh, it was the most beautiful thing to know that they're grateful. It was like healing for
us, especially for my kids. I've got adult daughters and they were healed to know that their
Dad has saved someone's life.”

2019 - Consented to donation

@ It would make my day... make my year. It would make everything if I did hear from
them. That would be incredible. Just to know that they are doing well and getting on with
their life. I would love to hear from them because there is always something missing. There
is always a very small element of doubt, ‘have I done the right thing? Have I made the
decision that my daughter would have made?’. I think even just hearing from them would
help that....”

2018 — Consented to donation

Figure 48 Affirming the choice to donate - The role of information about recipients
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The study showed that when recipients do not reach out to donor families, the next best thing is
for Donatelife agencies to provide donor families with broad health updates on the recipients. It is
important to note that not all donor families reported the need for this. For the most part, however,
donor family members looked for and were appreciative of updates.

@ Since donation, I've had to request numerous updates on how the recipients are
progressing because it is very important to me to know this. After learning all recipients are
progressing well, it brought so much warmth to my broken heart. The only disappointing
aspect about this was that I had to chase this information up myself. In fact, the only time

I get to hear how the recipients are progressing is if I ask for this specific information. I
actually feel like I am bothering my contact at DonateLife when I request an update, and I
don't think it should feel like this.”

2018 — Consented to donation

@ We would like to see more on the recipients who received our son's organs and a regular
update on how they are.”
2018 - Consented to donation

@ Maybe DonateLife could give more updates to the donors about the recipients
e.g. after 1 year, 5 years, 10 years.”
2019 - Consented to donation

12.2.2 Impact of no contact from transplant recipients

At the time of the study, 30% of families who donated organs and/or tissue in 2018 and 2019 had not
received any correspondence from recipients, even though they had chosen to (Figure 47). This is
consistent with previous waves.

Family members who had yet to hear from recipients were asked how they felt about this. Responses
have been coded and are shown in Table 33, tracked against findings from previous research waves.
Those who wanted to hear from recipients were disappointed and sad that that this had not happened.
They would love to know how recipients are progressing. Those who opted out of contact with recipients
mostly felt fine about not hearing (40%) or felt that the act of donating was enough (47%).

@ It doesn't bother me. As long as it helps someone with future quality of life.”
2018 - Consented to donation

@ It’s fine. I don't need that for closure. I don't want the recipient to feel under obligation.”
2019 - Consented to donation

Table 33 Impact of not receiving correspondence from recipient

Wave 3 Wave 4 Wave 5
(families in 2014/15)  (families in 2016/17) (families in 2018/19)

Wanted Chose Wanted Chose Wanted Chose

How do you feel about not receiving any to not to to not to to not to
correspondence from transplant recipients? receive receive receive receive receive receive
(n=43) (n=12)*  (n=75) (n=16)*  (n=106)  (n=30)
Disappointed/ bitter/ sad 23% - 36% - 28% -
Would like to receive correspondence from recipient 30% 17% 25% 25% 24% 3%
Woulq like to know the progress of recipients/ how 26% - 33% 13% 250 30
donation helped/ who received organs
A thank—ygu would be nice/ would show recipients 1% - 4% - 10% -
appreciation
Fine/ ok about no correspondence 19% 33% 13% 13% 11% 40%
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Wave 3 Wave 4 Wave 5
(families in 2014/15)  (families in 2016/17)  (families in 2018/19)

Wanted Chose Wanted Chose Wanted Chose

How do you feel about not receiving any to not to to not to to not to
correspondence from transplant recipients? receive receive receive receive receive receive
(n=43) (n=12)* (n=75) (n=16)* (n=106) (n=30)

Feel disappointed, but accept that it may not be easy

A . o 14% - - - % -
to write & respect privacy of recipient ’ %
Wou!d help in the grieving process / would help 2% ~ 3% - 30 -
provide closure and meaning
Ambivalent / not sure | would want it 7% 17% 1% 13% 2% 7%
Would have liked c,orresponde.nce bvut didn't know it 2% ~ 19 G0+ 8% 30
was allowed/ wasn't offered this option
Not entirely comfortable with receiving 2% 17% - 25% 20 7%

correspondence/ would rather not know

Understand if recipients aren't up to it/ might not be

_ _ 0 0, 0 —
easy/ it's their decision/ they will write when ready 13% 13% 16%

Donation was enough/ not necessary to receive

- - % 13% % 47%
correspondence/ enough to know others were helped 3% 3% 8% °
Another family member received correspondence - 8% 1% - 1% 7%
Other 5% 17% 4% 13% 4% -

* Caution with small base
** These family members do not recall being given the opportunity to receive correspondence

As stated earlier, hearing from recipients goes a long way towards healing for donor families. When donor
families didn't receive any communication from recipients, the impact ranged from disappointment and
sadness that their loss and gift had not been acknowledged, through to devastation and strong negativity
about organ and tissue donation. This could lead to negative word of mouth and could potentially
discourage others from deciding to donate.

@ If recipients are progressing well, I wonder if they were made to understand how much a
letter could help a family on the other end? It would mean the world to me, especially when
it feels like I have lost my world.”

2018 — Consented to donation

@ I think it would help if transplant recipients were advised that it might help donor
families to write a short note to let them know they are well.”
2019 - Consented to donation

@ Sometimes I'm annoyed that I haven't got a letter from someone to say that they got her
organ. You almost want people to be thankful. I don't regret it but sometimes it pisses me
off because she meant so much to us so it should mean so much to them.”

2018 — Consented to donation

The findings support that there is benefit in DonateLife and the Organ and Tissue
Authority continuing to work with transplant teams to convey the importance of
recipients and recipient families corresponding with donor families.
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13 On reflection

13.1 Gestures appreciated by families

Families who reflected positively on their hospital experience remembered how hospital staff made them
feel. They recalled how staff treated their family member with respect and kindness, and how staff showed
empathy and consideration towards them.

The following list collated from families in Wave 5 is not exhaustive; it provides examples of gestures and
acts of kindness towards families and their family members that they remembered years later. These acts
of kindness provided comfort for families when they needed it most. They let families know, in a subtle
way, that they were valued and that their family member was important.

« Using their family member’s first name when referring to them

« Speaking to their family member as if they can hear them (e.g. when conducting medical procedures)
« Suggesting that family members play their loved one's favourite music in ICU and/or theatre

« Suggesting that family members bring in photos from home to put around their loved one's bed

« Performing basic hygiene tasks on their family member (e.g. washing hair, moisturising hands and feet)
and letting family members be involved in these tasks

« Letting family members stay overnight in the ICU with their loved one
« Making sure that family members look after themselves (get some rest, something to eat, coffee/ tea, etc.)

« Offering keepsakes (hand prints, locks of hair, photos etc.)

@ I can remember the nurse putting clean socks on his feet because his feet were rough.
I remember them letting us sit with him all night and because we're Christians, we were
able to speak blessings over him all night. That meant a lot to us. And they were not just
treating us as a client or a number but they treated us as if they themselves understood
what it would be like to lose someone you love.”

2018 - Intended to donate

@ The nurse said to me, ‘what's his favourite songs? What does he like?’ So he played the
songs that he liked while he was doing the computer work. I thought that was wonderful.”
2018 — Consented to donation

@ We were able to set up a private area, have a photo board, flowers and music while waiting
for the day of his donation. It was an incredibly moving experience.”
2019 - Consented to donation

@ When I went to visit him they said, ‘the room is yours’, so I really appreciated that. I
created music and I danced around with him. I was quite loud, so I thought, ‘okay, I'm being
me with my husband’ and they allowed it! They allowed me to grieve, however abnormal that
was. And then after when we were going to turn him off, they let the whole family come in.
They let groups of 10 people at a time come to sing to him, and it was beautiful. In our culture,
this is how we grieve. In his dying bed we come in mass. And they allowed it. They just gave
us so much accommodation to let that happen. It was kind of like a service because each
culture or each family group who came was able to sing a song and say a prayer, in the ICU,
and I really appreciated that. It was beautiful, it really was. It made me feel heaps better.”
2019 - Consented to donation

@ We asked if we were able to make a playlist for them to play in the theatre, which they
agreed to, so that was good. That almost gave us a mission, you know, a project to do that
night. He loved music, that was his thing. You know, obviously he had passed away but in
our minds he was going out with his favourite tunes.”

2019 - Consented to donation
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These little actions and gestures were the things that families remembered. They provided some light to the
dark memories that families had of their time in hospital with their family member.

The Donor Family Study continues to highlight that the level of care, consideration
and compassion shown to family members and their loved ones must continue to be
consistently high at all times - before and after the decision about donation has been
made, irrespective of a consent or a decline response.

Continuing to demonstrate kindness and thoughtfulness towards families and their
loved ones, is reported by families to help tremendously.

13.2 Reflecting on the decision to donate

Families who consented to donation were asked to reflect on their decision about donation and their time
in the hospital, and asked if they would like to add anything to their survey responses about their decision
to donate. Coded responses are shown in Table 34. The most common responses from families were that
donation provided comfort to them and helped the grieving process (26% spontaneously said this), and
that donating was the right decision (25%).

Table 34 Additional comments from consenting families about decision about donation

Wave 4 Wave5

Is there anything else you'd like to add about your decision to donate? (n=171)

Donation provided comfort/ some good in a bad time/ knowing they saved lives made their life
feel more rneanmgful / helps the gnevmg process

Needs to be a faster process once tne deC|S|on to donate nas been made / t|mefrarnes should

be better explained 4% 3%
.!;eltpressured to donate / were not g|ven sufﬂoent time to tn|nk about |t ................ N 3 % ........
Would like more |nformat|on/ updates on reC|p|ents/ to hear from reC|p|ents ............. 5% ............... 3% ........
“F‘ieeewmg updates about reC|p|ents prowdes comfort/ makes us th|nk that donat|on was appredated .......... 2% ............... 3% ........
b“onanon process is dn‘ﬂcult/ arduous/ stressful / could put some people off ................ - 3% ........
.I:i‘o;pltal staff/ donate team need to be better tralned """"""""""""" 2% .............. 3% ........
Bte‘oute about next of kin in hospital/ Staff not recognising or |nc|ud|ng certa|n fam||y ................ _2% ........
members in dlSCUSSlonS

Would not choose to donate again 5% ............... 1 % ........
.l.\heetlng with DonateLn‘e Staff too Iengthy/ questlons too personal ................ . 1 % ........
Other (one response each) - 12%7% ........

D Significantly higher than Wave 4
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13.3 Level of comfort in decision about donation

For 96% of families who consented to donation, the decision about donation made in 2018 and 2019 still
sits well with them now; 86% very much so (Figure 49). This is consistent with families in 2016 and 2017.
However, intended donor families are less likely to feel comfortable with their decision about donation
(14% feel uncomfortable with their decision, compared to 3% of families where donation proceeded).

@ The people involved were excellent; very supportive and informative. Still, I wish we
had known that the chances of finding a recipient were almost impossible.”
2019 - Intended to donate

Figure 49 Level of comfort with decision about donation
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Wave 2 (n=12)
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Almost all families surveyed (94%) who declined donation were still comfortable with their decision

to decline (76% very comfortable). The 24% of families who declined donation who were not entirely
comfortable with their decision said that it is because they went against their family member’'s wishes
to donate, because they were swayed by the views of others in their family. Others found the approach
to donation by hospital and Donatelife staff, the pressure to decide, or the description of the donation
process at the time, to be off-putting. They declined donation but now feel that if they had more time to
make their decision, or if the approach was different, they may have consented instead.

@ I think his organ donation would have been very useful. He was fit, healthy and strong.
The suddenness of his death didn't give me time to think through more clearly what would
have been a positive thing (donation).”

2018 — Declined donation

Family members who consented to donation but who are now not entirely comfortable with their decision
cite @ number of reasons as listed in Table 35.

Table 35 Reasons for not being entirely comfortable with decision to donate

Please explain why you are not entirely comfortable Wavel Wave2 Wave3 Wave4 Wave5s

with your decision to donate (n=22) (n=40) (n=26) (n=49) n=58)

Not sure if decision was right/ not sure what family member

would have vvanted 18% 13% 23% 8% 21%
Difficult comrng to terms with the death 9% 10% 4% 12% 19%
Donation process was unsatlsfactory/tlme consumlng/ |ntrus|ve 9% 5% 4% 16% 16%
Donation didn't proceed disappointment and unwanted stress S0 505 129 6% 10%
and Subsequent Ioss oftrme vvrth famrly member

Not all famlly members agreed - - - 4% 10%
Not enough |nformat|on about reclplents/ not enough 14% 150 19% 18% 9%
commun|cat|on from rec|p|ents/ no thank you' from rec|p|ents

Felt rushed and pressured 9% 10% 19% 12% 7%
Difficult to come to terms v\/lth famlly members body not belng 9% 10% 1% 4% 505
‘whole'/ hard to ‘give away part of fam||y member

Was treated |nsens|t|ve|y by hospltal staff 5% 5% 8% 4% 5%
Feels macabre / ghoulish going through every body part durrng - - ~ - So
informed consent °
Unsure whether famrly member was dead at t|me of retrreval / S0 10% 4% 2% 3%
wonder |ffam||y member felt pa|n durrng donat|on surgery

Feels strange that a part of our family member is in someone - - ~ - 30
else's body °
Felt misled by hosp|ta| staftabout donat|on due to fam||y - - - - 39
member’s age °
Religious belrefs / afterhfe belrefs - - - - 3%
Lack of compassion and support after / once decrsron was made / 50 506 8% 2% 2%
felt like donor and famrly no Ionger mattered

Fear that consentrng to donation |nﬂuenced c||n|ca| decrsrons/ 506 50 8% 6% -
was life support removed too soon7

Other response 32% 13% 12% 10% 7%
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Key triggers that have lead to some level of regret for families include; not knowing their family member’s
donation wishes (21%), a time consuming and difficult donation process (16%), and lack of contact from
recipients or information about recipients (9%).

In addition, 10% of family members surveyed were not comfortable with their decision to consent to
donation because all or some organs could not be used.

@ I didn't fully understand that there may be organs that would not be viable. I think
that was the hardest part that every time another organ was rejected, it was adding to the
impact of losing a loved one.”

2018 - Consented to donation

13.4 The impact of donation

Almost all (96%) family members where donation proceeded found comfort in donation. This is
significantly higher than Wave 4 families (91%). As shown in Figure 50, the times when donation provided
the greatest comfort were:

- Immediately, at the time of donation - 74%
« When receiving initial letter from DonatelLife - 55%
« When receiving correspondence from recipient - 49%

These findings show that donor families need to know that their donation served a worthwhile purpose -
that it made a positive difference to another person’s life.

@ They did tell me what they took; his kidneys and liver. Oh, I was happy as. I was so
happy, I really was, because my husband was selfless. He would have been happy too.”
2019 - Consented to donation

@ It helped the family in knowing my son has helped four people who otherwise may not
still be around.”
2018 — Consented to donation

@ I was very fortunate to receive one letter from a recipient's mother. She told me all about
her son and about his new lease on life. This letter made it all worthwhile. Knowing my
daughter gave him another opportunity to live his life to the fullest gives so much to myself,
it's beyond words.”

2019 - Consented to donation
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Figure 50 The impact of donation

Has donation provided you with any comfort in your loss?

. Yes, a great deal of comfort . Yes, some comfort . No

Wave 5 47% 49% 4%

Wave 4 47% 44% 9%

Wave 3 50% 43% 7%

Wave 2 59% 35% 7%

Wave 1 47% 47% 6%
| J

When have you found comfort in the donation?

. Wave 5 . Wave 4 . Wave 3 . Wave 2 Wave 1
I, -
I 7105

fethetmeo I 72%

donation
I G

74%
I 5o

When receiving IR, 572

letter from I 5<%

donation agency I 7

66%
I 2o

Afewmonths NN ;o

after family I 4%

members death | 2+

34%
I 2

Aboutayear NN 2

after family I 30%

member's death | 2.

29%
I -2

More than a year _

after family I 26%

membersdeath NG 2>

32%
I o

When received [

a letter from
e

transplant

recipient I, 552%

60%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90% ‘ 100%

Base: Total sample where donation proceeded, less non-response: Wave 5 (n=401); Wave 4 (n=344); Wave 3 (n=234); Wave 2 (n=302);
Wave 1 (n=180). Those who found comfort in donation, less non-response: Wave 5 (n=370); Wave 4 (n=304); Wave 3 (n=207); Wave 2 (n=276);

Wave 1 (n=167). Multiple responses allowed.

|:| Denotes statistically significant difference from previous wave
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In terms of how donation provided comfort, 9 in 10 donor families (90%) felt comfort in knowing that

their family member's donation had helped another person. Half (53%) of donor families in Wave 5 were
comforted by knowing that they did what their loved one wanted - they honoured their loved one’s final
wish. In addition, half of donor families (49%) stated that donation helped them in their grief (Figure 51).

@ It is nice to know that he has helped other people and having the contact giving us
updates when we ask about the recipients has been helpful in our healing process. It also
gives us the feeling that his donation was meaningful and we haven't just been forgotten.

We have felt appreciated for helping others.”
2018 — Consented to donation

Figure 51 The ways in which donation has provided comfort

. Wave 5

In what way did donation comfort you?

Knowing that my

somebody
Knowing that we
one’s wishes
ome - eerre I -
to me S
orer oo I -
grief
Helped my family
our loved one
In another way - 5%
‘ 0% ‘ 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%

Base: Those who found comfort in donation, less non-response: Wave 5 (n=403).
Multiple responses allowed.

NB: Pre-coded responses were altered between Wave 4 and Wave 5, therefore direct comparisons are not able to be made.
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13.5 Future intentions

After the donation experience, 88% of family members surveyed who consented to donation, would
donate their own organs and/or tissues after death (Figure 52). There has been no significant change in
this sentiment since Wave 1 of the Donor Family Study. Ten percent (10%) of donor family members are
undecided, while 3% state that they would not wish to donate.

@ It is the morally correct thing to do. It gave me great joy to know the impact organ
donation from my brother gave to the recipient. I would like to think I could maybe do that

for someone one day.”
2018 — Consented to donation

Figure 52 Impact of experience on decision to donate own organs and/or tissues

. Yes ‘ No . Undecided

After this experience, would you donate your own organs and/or tissues?

Wave 5 88% 3% 10%

Wave 4 88% 4% 8%

Wave 3 89% 4% 7%

Wave 2 89% 3% 8%

Wave 1 92% 1% 7%
‘ 0% ‘ 10% ‘ 20% ‘ 30% ‘ 40% ‘ 50% ‘ 60% ‘ 70% ‘ 80% ‘ 90%

Base: Total sample who consented to donation, less non-response: Wave 5 (n=479); Wave 4 (n=390); Wave 3 (n=247);
Wave 2 (n=316); Wave 1 (n=179)

The 12% of family members who consented to donation but now, after their experience, oppose it for
themselves or who are undecided, mostly felt this way because they found the donation process to be
too traumatic (30%), or they were disappointed with DonatelLife (9%). In addition, 9% felt that their
donation wasn't valued because they have not heard from recipients, and this negatively impacted their
view of organ donation.

@ I was always very pro-organ donation, but after my experience with my brother,
I don't know if I'd put my family through it. It was trauma on top of trauma.”
2019 - Consented to donation

@ Before the donation, we were told that we would be kept in close contact and updated
with information about the recipient, and donor family gatherings would be organised.
However, these were not honoured.”

2019 - Consented to donation

Further, a substantial proportion (26%) of family members in Wave 5 felt that their organs would not be
useful because of their age or medical history. Coded responses are shown in Table 36.
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Table 36 Reasons for not wishing to be a donor if situation arose

Please share your reasons for feeling this way

(if answered ‘no’ or ‘not sure’ about intentions to donate own organs and/or tissues)

Process too traumatic/ difficult/ confronting/ lengthy/ insensitive/ pressurised 30%
Notsure if organs would béu\'/ﬁié’ble (due to medical 'féé“sons orage) 26%
Ap‘%p‘i’\‘}él‘ent/ undecided (no"fp}‘t’per information pro'\;ippd) """"""""""" 16%
Unhappy with DonatelLife/ p}pgsure/ not kept us in%p‘ppmed/ broken promisupp """""""" 9%
.é‘i%f“pp“t“appredated/ havep"pppard from recipierts 9%
W||||eave decision up to myfam||y """""""""""""""" 5%
Deathvvas prolonged becap;p“pf donaton 5%
.I;p‘émrwor%ﬂorgans not being ppptp“good we 5%
Nottreated well in hospital)"l'é‘pk of support after dppéﬂtion surgery 2%
Np“é;piénation given/ woul'(‘jwféfher notsay 2%
Ourfamlly has done our part """""""""""""""""""" 2%
Rellglous reasons 2%
Dontvva nt to be on life support """""""""""""""" 2%

Findings show families who intended to donate but donation could not proceed were less likely to feel
positively about their experience, and therefore less likely to wish to donate their own organs and/or
tissues after death (77% compared with 89% of family members where donation proceeded, as shown in
Table 37).

Table 37 Impact of experience on decision to donate own organs and/or tissues,
by donation pathway

After this experience, would you donate your Donated Intended
own organs and/or tissue? = = (n=407) (n=56)

Undecided 11% 10% 9% 16%

D Significantly lower D Significantly higher

@ I am 65 and my husband was the same age and they couldn't use any of his organs so I
find it a waste of time that my children don't need to go through.”
2019 - Intended to donate
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Among families in the study who declined donation in 2018 and 2019:
« 83% would make the same decision again (consistent with Wave 4, at 83%)
« 7% would make a different decision about donation (i.e. they would consent)

« 10% are unsure (17% in Wave 4)

@ I would need the discussion about organ donation to be handled with a higher level of
care and sensitivity and with more careful timing.”
2018 - Declined donation

@ We respected our loved one’s belief. We, as a family, made the correct decision.”
2019 - Declined donation

Table 38 shows that prior to their donation experience, 86% of family members held positive views about
donation, 12% had mixed feelings and 1% held negative views. This is consistent with Wave 4 findings.

As seen in previous comments from families in Wave 5, the donation experience can influence a person'’s
own views and wishes when it comes to donation. A positive experience can lead a person to change their
previously held negative views and speak favourably about donation to others, while a negative experience
can cause negative word of mouth and can change a person’s mind about registering on the AODR.

It is pleasing to see that of those family members who had mixed feelings about donation prior to their
family member’s death, half (53%) are now in favour of donation for themselves (Table 38).

Table 38 Impact of donation experience on personal views

Previously held views about donation Total (n=490) Would donate own organs and/or tissues?
Generally positive 86% Yes 93%
(n=413) No” - ) - e 1%

Undecided 5%
Mixed feelings 12% Yes 53%
(n=59) No” ) 7 ) - 7120/70
Undecided  36%
Generally negative 1% Yes 33%
(n=6) No” - ) - S
Undecided 6%
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14 Summary of comparison between waves

This section of the report provides a reference to observe the comparison between research data collected
from families who consented to donation from all waves of the Donor Family Study, comprising:

Wave 1 - sample size of n=185 family members

Wave 2 - sample size of n=319 family members

Wave 3 - sample size of n=257 family members

Wave 4 - sample size of n=405 family members

Wave 5 - sample size of n=491 family members

Statistically significant differences between Wave 4 and Wave 5 are denoted by the following symbols:

D Significantly lower than Wave 4

14.1 The decision to donate

D Significantly higher than Wave 4

Experience w1 w2 w3 W4 w5 Location
Prior discussion - Yes and knew wishes 59% 59% 63% 54% 50%  Figure 8
C B il B i it Ll il
ONSENteato donation  ves but unclear on 9% 9% 8% 12% 1%  Figure 8
wishes
Did not discuss 32% 32% 29% 34% 38%  Figure 8
Impact of knowing Made decision a lot easier 76% 80% 74% 70% 67%  Table 11
WiSheS Of family member o . e 0 ....................... 0 ....................... 0 ....................... 0 ....................... 0 ........................................
(@mongst thosewho  Made decsionabiteasier | 13% Tt IR PR Tl
had previously had No impact 10% 8% 7% 12% 17%  Table 11
QIS U S S DN )
. Wave 1: n=125 Made decision a bit more 2% 1% 4% 2% 2% Table 11
difficult
o WAVE 2iNZ2T0 e
. Wave 3:n=183 Made decision a lot more - - - - 1% Table 11
« Wave 4: n=267 difficult
« Wave 5:n=276
Main reasons for Opportunity for 81% 78% 75% 77% 78%  Figure 11
agreeing to donation something positive to
(top 3 reasons) come out of a tragedy
For someone else to live a 74% 66% 72% 67% Figure 11
better life
Family member would 80% 76% 76% 77% 72%  Figure 11

have wanted to help
others
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14.2 At the hospital (prior to consenting)

Experience Wi w2 W3 W4 W5 Location
Hospital staff treated family To a great extent 89% 91% 90% 91% 91% Figure 12
ith , e
with consideration and To some extent 11% 8% 9% 9% 8%  Figure 12
SO I S VY e
Not at all 1% 1% 1% - - Figure 12
Hospital staff made it clear Yes 94% 95% 95% 94% 97%  Figure 13
that fam'||y member would No 2% 20 2% 2% 1% Figure 13
MOT SUIVIVE
Not sure 2% 3% 1% 2% 2% Figure 13
Was given enough Total agree 99% 97% 98% 95% 98%  Figure 14
e i  ldliliiainNA A ———-
i 0, 0, 0, 0 0, i
that death was expected Disagree/not sure 1% 3% 2% 5% 2% Figure 14
Language used by medical Total agree 99% 98% 96% 98% 99% Figure 14
> T it E i
staffwas clearand easyto oo 1% 2% 4% 2% 1%  Figure 14
understand
Hospital staff treated me with ~ Total agree 99.5% 99% 99% 98% 99%  Figure 14
compassion and sensitivity oo 0.5% 1% 1% 2% 1%  Figure 14
Hospital staff treated my Total agree 99% 99% 98% 98% 99% Figure 14
family member with respect o, e 1% 1% 2% 2% 1%  Figure 14
Had sufficient opportunity Total agree 97% 96% 97% 96% 98%  Figure 14
0 ask " D it A
Sfa?]f qUESTIONs OTNOSPRAL 1y eree/not sure 3% 4% 3% 4% 2%  Figure 14
Had enough private time Yes 91% 91% 89% 89% 91%  Figure 18
with family member after No 7% 6% 5% 7% 5%  Figure 18
FECEIVING BIAVE MEWS ot
Not sure 2% 3% 6% 4% 4% Figure 18

Brain Death Testing

Offered to be present during ~ Yes 24% 24% 25% 36% Figure 16

brain death testing No 50%  62%  56%  46%  54%  Figure 16
Not sure 26% 14% 19% 18% 21% Figure 16

Chose to be present during Yes 55% 73% 68% 66% 67%  Figure 16

brain death testing (among 45%  27%  32%  34%  33% Figure 16

those who were offered)

Seeing tests helped in Yes 91% 91% 72% 85% 86%  Figure 16

Understanding that |OVed .................................................................................................................................................................................................................................

one had died (among those No/not sure 9% 9% 28% 15% 14% Figure 16

who attended brain death

testing)

Would have helped to have Yes 18% 20% 22% 24% Figure 16

option of being present No/not sure 82%  80%  78%  76% Figure 16

(among those who were not
offered)
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14.3 The donation conversation

Experience Wi w2 W3 W4 W5 Location

Who initially raised Doctor 29% 34% 26% 29% 30% Figure 19
donation '[55nateufé L ﬁember ,,,,,,,,,,,,,,,,,,, 13% ................. 2 1% ................. 2 6% ................. 2 7% ................. 2 8% ............ ngreflg .......
N‘Qrse - et 4% ................... 7% ................... 9% ................... 6%5% ............. ngreflg .......

Health professional - Net  46% 58% 53% 57% 60%  Figure 19

Self 20% 22% 26% 22% 20%  Figure 19
Fermiy/fiend ow e o ase 8] Fige19
Self/family - Net 30% 33% 33% 33% 27%  Figure 19
When donation was Before 10% 10% 13% 14% 10% Figure 23
gsé;an';ilgnorfef'::ﬁ; At the same time 40%  38%  28%  29%  36%  Figure 23
member’s death or Within 1 hour 24% 17% 26% 24% 17% Figure 23
expected death) . e e
P ) More than 1 hour 12% 19% 14% 19% 22% Figure 23
Appropriateness of Yes 74% 73% 74% 77% 76% Figure 24
timing No/not sure 26%  27%  26%  23%  24%  Figure 24
Discussions were Total agree 98% 96% 97% 97% 98% Figure 26
gigﬂftisciﬁg';i{m Disagree/not sure 2% 4% 3% 3% 2%  Figure 26
Family had enough Total agree 93% 97% 95% 96% 98%  Figure 28
opportunities o ask oot sure 7% 3% 5% 4% 2%  Figure 28
questions about &
donation
Hospital or Total agree 95% 98% 95% 98% 99% Figure 29
gssﬁéfggeqzti;ons Disagree/not sure 59% 29% 59% 2% 1%  Figure 29
Given sufficient Total agree 95% 97% 96% 96% 98%  Figure 27
information to allow o oo mot sure 59% 3% 4% 4% 2%  Figure 27
an informed decision
to be made
Given enough time to  Total agree 94% 96% 96% 96% 97% Figure 30
?AZT(:SSSC?Q?)EW and Disagree/not sure 6% 4% 4% 4% 3% Figure 30
Felt pressured or Yes 8% 8% 7% 10% 9% Figure 31
rushed No 88%  87%  89%  85%  88%  Figure 31
Not sure 4% 5% 4% 5% 3% Figure 31
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14.4 Moving towards donation

Experience Wi w2 W3 W4 W5 Location
Met with Donatelife Yes 91% 92% 93% 96% 92% Figure 32
il dr riu it e A i
staff member No 5% 4% 3% 2% 2%  Figure 32
Not sure 4% 4% 4% 2% 5% Figure 32
Understanding of Well informed 82% 83% 80% 84% 83%  Table 22
donation process Still had questions 16%  14%  18%  14%  15%  Table 22
AEer MEEtINg WItN T e
DonatelLife staff Not a good understanding 2% 2% 2% 2% 3% Table 22
member of donation process
Made aware that Yes 90% 88% 91% 91% 92%  Section 9.1
donation may not
happen even after
consent
Received written Before decision was made 16% 27% 22% 30% 28% Figure 33
inf e
nformation After decision was made 24%  20%  26%  28%  24%  Figure 33
Did not receive written 15% 14% 13% 11% 10% Figure 33
information
Can't recall 48% 41% 40% 34% 40%  Figure 33
Read information Yes, in detail 53% 54% 45% 47% 51%  Figure 34
@mongst thosewho ") med through it 46%  M1%  48%  44%  43%  Figure 34
TECRIVEA 1)
Did not read 1% 5% 7% 9% 6% Figure 34
When information was ~ Before finalising decision 28% 35% 27% 33% 34%  Figure 34
read (amo'ngst tho;e After finalising decision 64% 43% 59% 46% 48%  Figure 34
WhO read INfOrmMatioN) e
Not sure 7% 21% 15% 21% 19% Figure 34
Usefulness of written Very useful 55% 52% 42% 47% 47%  Table 23
inf e
nformation (BMongst ) e Useful M%  44%  53%  47%  52%  Table 23
TNOSE WO AT 1) e
Not useful 5% 2% 5% 5% 1% Table 23
Hospital staff To a great extent 89% 89% 89% 91% 91%  Figure 35
treated family with To some extent 0%  10% 9% 8% 8%  Figure 35

CONSIAratioN and e
sensitivity after Not at all 1% 1% 2% 1% 1% Figure 35
consenting to donation

Offered support of Yes 76% 79% 78% 84% 76% | Figure 36

Clocdswootor e o 7w 7w o
0 0, 0 0 0, i
o R

Not sure 14% 1% 15% 9% Figure 36
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Experience w1 w2 Location

Donation process

Given enough time Yes 95% 95% 94% 93% 96%  Figure 38
Wlth fam”y member .................................................................................................................................................................................................................................................
prior to surgery No 5% 5% 6% 7% 4% Figure 38
Given the information  Yes 83% 85% 81% 88% 85%  Figure 37

you wanted about

. No/not sure 17% 15% 19% 12% 15% Figure 37
donation surgery
Information about Too detailed 2% 3% 2% 4% 3% Figure 37
donation surgery Too broad 5% 3% 4% 2% 2%  Figure 37
Too brief 8% 4% 10% 8% 5% Figure 37
Just right 85% 89% 83% 85% 88%  Figure 37
Hospital staff treated To a great extent 91% 94% 94% 93% 93%  Figure 39
family member with ' e extent 8% 6% 4% 7% 6%  Figure 39
LSS0 O OO USSR
Not at all 1% - 2% 1% - Figure 39

14.5 After donation surgery

Experience Wi w2 W3 W4 W5 Location
Offered opportunity to spend time Yes 49% 47% 40% 50% 47%  Figure 40
ith famil f e
with family member after donation 37%  36%  43%  39%  37%  Figure 40
SU G Y e
Not sure 14% 17% 18% 12% 15% Figure 40
Spent time with family member after ~ Yes 53% 56% 58% 52% 56%  Figure 40
Cth N A  iEinlns i ———_
surgery (amongst those whowere ) 47%  44%  42%  48%  44%  Figure 40
offered)
Would have liked the opportunity Yes 10% 11% 11% 20% Figure 40
N il b N S . i
O see tarmily Member post-surgery 66%  61%  68%  63%  63%  Figure 40
(A0St TNOSE WO WO MOt e ettt
offered) Not sure 24% 28% 21% 17% 26% Figure 40
14.6 Follow-up services
Experience Wi w2 W3 W4 W5 Location
Offered ongoing contact after Yes 85% 95% 97% 97% 96% Figure 41
donation from Donatel.ife staff or
hospital support staff
Level of contact with DonatelLife Too much 1% 3% 6% 3% 1% Figure 45

agency staff to date

Just right 85% 85% 81% 77% Figure 45
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14.7 Contact with recipients

Experience Wi w2 W3 W4 W5 Location
Awareness of donor families Aware N/A 50% 44% 57% Figure 46
being able to write to recipients 0 0 0 0 :
(amongst families where Unaware N/A 50% 56% 43% Figure 46
donation proceeded)
Received correspondence Yes, from one or 69% 63% 63% 62% 56%  Figure 47
from any transplant recipient more

(@mongst unique donor families): "0 o though  249% 25% 22% 29% 30%  Figure 47
« Wave 1:n=123 | wanted to

« Wave 2: n=246
« Wave 3:n=194
« Wave 4:n=276

« Wave 5:n=312

Chose not to 7% 8% 8% 7% 9% Figure 47
receive any

Correspondence from Of great comfort 87% 78% 81% 77% 77%  Figure 47
ioient CURIGUE
recipients (amongst unique Ofsome comfort ~ 13%  20%  18%  22%  22%  Figure 47
donor families Who reCeived
any correspondence from Of no comfort - 2% 1% 1% 1% Figure 47
recipients):
« Wave 1. n=84
« Wave 2: n=156
« Wave 3:n=123
« Wave 4:n=170
+ Wave 5:n=173
14.8 On reflection
Experience w1 w2 W3 W4 w5 Location
Level of comfort Very comfortable 87% 85% 87% 85% 86%  Figure 49
N,  sii il BB —L i A ———_
With gecision 1o Somewhat comfortable 12%  12%  10%  11%  10%  Figure 49
QBT L0 QONA I O e
Somewhat uncomfortable 1% 2% 1% 2% 3% Figure 49
Very uncomfortable - 1% 2% 2% 1% Figure 49
Donation provided  Great deal of comfort 47% 59% 50% 47% 47%  Figure 50
.  ittvi iil B il i - A ——————e
comrortinioss Yes, some comfort 47%  35%  43%  44%  49%  Figure 50
No 6% 7% 7% 9% 4% Figure 50
After donation Would donate after death 92% 89% 89% 88% 88%  Figure 52
expgnence, Would not donate after death 1% 3% 4% 4% 3% Figure 52
LETEL LTSS (01 T e s,
donation Undecided 7% 8% 7% 8% 10% Figure 52

@ I can see this research is a genuine effort to improve the system. It is important for us to
be providing feedback.”
2018 — Consented to donation
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Appendices

Al Glossary of key terms

This glossary provides definitions of the terms used throughout this research report.

Brain Death Testing

A series of clinical tests carried out by two medical practitioners with experience and
qualifications according to state and territory laws to determine that brain death has
occurred. Two separate series of tests, one by each medical practitioner, is performed,
however these tests may not be conducted simultaneously. Brain death may also be
tested using special x-rays of the head to demonstrate that there is no blood flow to the
brain if aforementioned clinical tests are unable to be completed.

DonatelLife agencies

The organ and tissue donation agency responsible for implementing the national program
for organ and tissue donation in their respective state or territory. DonateLife agencies
employ specialist staff in organ and tissue donation coordination, professional education,
donor family support, communications and data and audit roles.

Donation after
neurological
determination of
brain death (DNDD)

Donation after
circulatory death
(DCDD)

When organ donation occurs after circulatory death has been determined to have occurred,
on the basis of the absence of circulation (and of other vital signs).

Donor family

Donor Family
Support
Coordinator (DFSC)

Support Coordinators who provide and/or organise counselling, coordinate and assist in
the provision of support to donor families.

Family

Those closest to the person in knowledge, care and affection, including the immediate
biological family; the family of acquisition (related by marriage or contract); and the family
of choice and friends (not related biologically or by marriage or contract).

Human Research
Ethics Committees
(HRECs)

Committees that review research proposals involving human participants to ensure that
they are ethically acceptable and in accordance with relevant standards and guidelines.

‘In Reflection’
booklet

A DonatelLife resource that provides information for donor families in dealing with the
grieving process.

Interviews

A research tool in which a researcher asks questions (mostly open ended questions) of
participants. Interviews are conducted face-to-face or by telephone and are audio-taped
(with permission of the participant) for later transcription and analysis.

Intended donor

A patient who's family agreed to donation however donation was not able to occur due to
medical or other reasons.

Organ and
Tissue Authority
(OTA)

Australian Government statutory body established under the Australian Organ and Tissue
Donation and Transplantation Authority Act 2008 to implement the national program. The
OTA's role is to work with states and territories, clinicians, consumers and the community
sector to implement a world's best practice approach to organ and tissue donation and
transplantation system for Australia.

Organ & Tissue Authority | Proof Research Pty Ltd 123



Participant Document provided to research participants. It outlines in plain and simple language,
Information information about the project, including what participating in the project involves, benefits
Statement (PIS) and risks of participation and privacy statements, so individuals can make an informed

decision regarding partrcrpatron in the research study

Qualitative research Empirical research in which the researcher explores relationships using textual rather
than quantitative data. In- depth interviews are a form of qualitative research

Quantitative Empirical research in vvhrch the researcher explores relationships using numeric data.

research Survey is a form of quantitative research. Results can be generalised to the population in
question within the margm of error.

Recipient An individual who has recerved the tissue or organ transplant from the donor

Service of Services held across Australra in recognition of those who have been affected by organ

Remembrance and tissue donation and transplantatron

Unique donor Individual family units that may comprise more than one family member Where stated

families throughout the report, a unique donor family represents the views of one family unit.
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A4 Research instruments

A4.1 Questionnaire - consenting families

donatelife

Participation is voluntary PR@F r’

Family Experiences of Organ and Tissue Donation
A National Family Survey

Proof Research Pty Ltd has been commissioned by the Organ and Tissue Authority to conduct this
important piece of research. Proof Research will be responsible for collecting and analysing your
responses to this questionnaire to ensure the confidentiality of the answers.

This study is completely anonymous and confidential and your responses will not be linked to your name
in any way.

By completing this survey, you are consenting to participate in a study of family experiences of
organ and tissue donation being conducted by the Organ and Tissue Authority.

The study is designed to help staff involved in organ and tissue donation provide the best possible service
to the families of organ and tissue donors. Full details of the study are in the enclosed letter of invitation
and the Participant Information Statement.

There are two ways to provide your feedback:
1 Complete this questionnaire and return it using the reply paid envelope enclosed.

2 Complete the survey online by emailing Rhonda@proofresearch.com.au for the link or access the
link here: http://wave5-donorfamilystudy.questionpro.com and enter this code RID merge field
as your unique password.

All questions are optional. If you would like additional paper questionnaires for other family members to
provide their feedback, please email or call Proof Research.

If you feel that the space allowed to answer any of the questions is insufficient, please feel free to attach
a separate sheet to allow your answer to be more detailed. In such cases, please number your answer in
the same way that the applicable question has been numbered.

If you have any queries or concerns, please call Rhonda McLaren at Proof Research on 07 3392 4446 or
email rhonda@proofresearch.com.au.

Many families who have completed similar surveys in the past have commented that they have
appreciated the opportunity to share their views. Some families have said that the process of completing
the survey has been an emotional one.

Should you wish to speak with someone about any issues concerning organ and tissue donation and
the death of your family member, please contact one of the organisations listed on the last page of this
survey.

Thank you for participating in this important study. We appreciate and value your time and feedback.

Yours sincerely,

& PV Lrns—

Rhonda McLaren

Director | Proof Research
PR@F Tel. +617 3392 4446 | Mob. 0419 706 801 Kangaroo Point QLD 4169
Email. Rhonda@proofresearch.com.au PO Box 6987, Upper Mount Gravatt QLD 4122
Web. www.proofresearch.com.au ABN. 86 723 358 016
KNOW HOW N ORE
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Section 1- Your family member and the decision to donate

1 What relationship are you to the person who died in hospital? Are you their...?
(Please tick one box only)

Parent/guardian 1
Wife/husband/partner 2
Daughter/son 3
Brother/sister 4
Other (please specify) 5

2 Was your family member of Aboriginal or Torres Strait Islander descent?

Aboriginal 1
Torres Strait Islander 2
Neither 3

3 Did your family member speak a language other than English at home?
No 1

Yes 2 Which language?

4 How old was your family member when he/she died?

years

5 When did your family member die?

month year

6 In which state or territory did your loved one die? (Please tick one box only)
Queensland 1 Tasmania
Australian Capital Territory South Australia

New South Wales Northern Territory

A W oN
0 N o !

Victoria Western Australia

7 Prior to your family member’s death, how would you describe your own views about organ and tissue
donation? (Please tick one box only)

Generally positive 1
Generally negative 2
Mixed feelings 3

8 Had you discussed donation with your family member, no matter how brief, at any time prior to being
asked to consider donation? (Please tick one box only)

Yes, we discussed it and | knew his/her wishes 1
Yes, we discussed it but no clear decision was made 2
No, we did not discuss the subject 3

donatelife
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9 To what extent did knowing or not knowing the wishes of your family member impact on your decision to
agree to donation? (Please tick one box only)

It made our decision a lot easier 1
It made our decision a bit easier 2
It did not impact on our decision to donate 3 » Go to QT
It made our decision a bit more difficult 4

5

It made our decision a lot more difficult

10 Please explain how it made your decision easier or more difficult?

11 What were the main reasons you decided to agree to donation? (You may select as many as you like and add
your own comments if you wish)

He/she had indicated their wishes on:

— Their driver licence 1
— The Australian Organ Donor Register (AODR) / Medicare

He/she would have wanted to help others

It was an opportunity for something positive to come out of a tragedy

2
3
4
A part of my family member would live on in someone else 5
To enable someone else to live a better life 6
He/she had never said ‘no’ to organ and tissue donation 7
It seemed like the right thing to do 8

We know someone who is waiting for a transplant/has received a transplant or who has donated
in the past 9

Another reason: 10
12 Now that some time has passed, how would you describe your level of comfort with your decision to agree

to donation, even if donation did not go ahead? (Please tick one box only)

Very comfortable 1 » Go to Q14

Somewhat comfortable

Somewhat uncomfortable

A W oN

Very uncomfortable

13 Please explain why you are not entirely comfortable with your decision.

14 Is there anything else you would like to add about your decision to donate?

donatelife
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Section 2 - At the hospital

These questions will help us to understand your experiences at the hospital prior to consenting
to donation

15

16

17

18

19

4

During the time your family member was in the Intensive Care Unit (ICU) or the Emergency Department (ED),
did the hospital staff make it clear that his/her condition was critical and that he/she may not survive?
(Please tick one box only)

Yes 1 No 2 Not sure 3

To what extent do you feel that the hospital staff treated you with consideration and sensitivity
at this time? (Please tick one box only)

To a great extent 1
To some extent 2
Not at all 3

Depending on the individual circumstances of your family member, hospital staff may have discussed with
you either testing for brain death or turning off the ventilator. Thinking back to that time, do you agree or
disagree with each of the following statements? (Please tick one box only for each statement)

Strongly Somewhat Disagree Not sure
agree (3) agree (2) (1) (9)

a | was given enough information to fully
understand that death was expected

b The language used by hospital staff was
clear and easy to understand

¢ Hospital staff treated me with
compassion and sensitivity at this time

d Hospital staff treated my family member
with respect

e | had sufficient opportunity to ask
questions of hospital staff at this time

Did you feel you had enough private time with your family member after receiving this news?
(Please tick one box only)

Yes 1 No 2 Not sure 3

Overall, how could your experience at the hospital at this time have been made easier for you and
your family?

donatelife
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Please only answer Q20-24 if brain death testing occurred in your experience

20 Were you offered to be present during the brain death testing? (Please tick one box only)

Yes 1
No 2 » Go to Q23
Not sure 3 » Go to Q23

21 If you answered ‘yes’ to Q20. Did you choose to be present during the brain death testing?
(Please tick one box only)

Yes 1
No 2 » Go to Q24

22 If you answered ‘yes’ to Q21. Did seeing the testing help you to understand that your family member had
died? (Please tick one box only)

Yes 1 » Go to Q24
No 2 » Go to Q24
Not sure 3 » Go to Q24

23 If you answered ‘no’ or ‘not sure’ at Q20. Would it have helped you to have the option of being present
during the brain death testing?

Yes 1
No 2
Not sure 3

24 Would you like to add anything else about the process of brain death testing?

donatelife
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Section 3 - Discussing organ and tissue donation

The following questions will help us to understand the way in which donation is discussed
with families

25 Who first mentioned the possibility of donation to you at the hospital?

Doctor 1 » Continue
Nurse 2 » Continue
DonatelLife staff member 3 » Continue
Family member/close friend 4 » Go to Q30
Other (relationship to you: ) 5 » Go to Q30
| raised it myself 6 » Go to Q30
Can't remember 9 » Continue

26 When was donation first raised with you? (Please tick one box only)
Before | was told of my family member’s death or expected death
At the same time as | was told of my family member's death or expected death
Within an hour of being told of my family member's death or expected death
More than 1 hour after being told of my family member's death or expected death

Can't remember

27 Do you think this timing was appropriate? (Please tick one box only)

Yes 1 No 2 Not sure 3

28 Is there anything else you would like to add about the timing?

29 If donation was first raised by a hospital or DonateLife staff member and not a family member,
how did that make you feel? (You may select as many as you like)

It added to my family’s distress
My reaction would have been the same, irrespective of who first mentioned it
It was preferable coming from a hospital staff member first

We expected to be asked about donation

6 Wave 5 | National Study of Family Experiences | | ; @'
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30 Thinking back to the discussions you had with hospital or DonatelLife staff about donation prior to your
decision, how strongly do you agree or disagree with each of the following statements?
(Please tick one box only for each statement)

Strongly Somewhat Disagree Not sure
agree (3) agree (2) (1) (9)

a The discussions about donation were
handled sensitively and with compassion

b My family had enough opportunities to ask
questions of hospital or DonatelLife staff
about donation

¢ Hospital or Donatelife staff answered our
questions

d We were given sufficient information to
allow us to make an informed decision

e My family was given enough time to discuss
donation and to make our decision

31 Did you feel rushed or pressured at any stage? (Please tick one box only)

Yes 1
No 2 » Go to Q33
Not sure 3 » Go to Q33

32 In what way did you feel rushed or pressured?

Consenting to organ and/or tissue donation

33 Did you meet or have a discussion with a DonatelLife staff member? (Please tick one box only)

Yes 1
No 2 » Go to Q35
Not sure 3 » Go to Q35

34 Which of these statements best describes your understanding of the donation process after speaking with
the DonatelLife staff member? (Please tick one box only)

I was well informed and knew all that | needed to know about the donation process 1
I was informed but still had some questions 2
| didn't have a good understanding of the donation process 3

35 Were you made aware that even if donation was agreed to, the donation may not happen for a number of
reasons? (Please tick one box only)

Yes 1 No 2 Not sure 3

donatelife
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36 Did you receive written information explaining organ and tissue donation whilst in hospital?
(Please tick all that apply)

Yes, before the decision to donate was made 1
Yes, after the decision to donate was made 2
No, | did not receive written information 3 » Go to Q40
| can't recall 4 » Go to Q40

37 Did you read the information? (Please tick one box only)

Yes, in detail 1
Yes, skimmed through it 2
No 3 » Go to Q40

38 When did you read the information about donation?

Before finalising your decision about donation 1
After finalising your decision about donation 2
Not sure 3

39 How useful was the written information? (Please tick one box only)

Very useful 1 Quite useful 2 Not useful 3

40 To what extent do you feel the hospital staff treated you with consideration and sensitivity after you
agreed to donation? (Please tick one box only)

To a great extent 1
To some extent 2
Not at all 3

41 How could the way in which donation was discussed with you at the hospital be improved and/or do you
have any other comments?

After consenting to donation

42 After consent was given for donation, were you given enough time with your family member prior to
donation surgery? (Please tick one box only)

Yes 1 No 2

43 Were you given the information you wanted about what happens when the donation surgery occurs?
(Please tick one box only)

Yes 1 No 2 Not sure 3

donatelife
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44 Was the information you received...? (Please tick one box only)

Too detailed 1 Too broad 2 Too brief 3 Just right 4

45 To what extent do you feel the hospital staff treated your family member with respect at this time? (Please
tick one box only)

To a great extent 1
To some extent 2
Not at all 3

46 What else would you like to add about the donation process?

| If donation did not proceed, please go to Section 4, Q52

After the donation surgery

47 Were you offered the opportunity to spend time with your family member after the donation surgery?
(Please tick one box only)

Yes 1
No 2 » Go to Q50
Not sure 3 » Go to Q50

48 |If you answered ‘yes’ at Q47. Did you spend time with your family member after the donation surgery?
(Please tick one box only)

Yes 1
No 2 » Go to Q51

49 If you answered ‘yes’ at Q48. How would you describe this experience? (Please tick one box only)

Positive 1 Negative 2 Not sure 3

50 If you answered ‘no’ or ‘not sure’ to Q47. Would you have wanted the opportunity to spend time with your
family member after donation surgery? (Please tick one box only)

Yes 1 No 2 Not sure 3

51 Is there anything else you would like to add about your experience at the hospital after the donation took
place?
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Section 4 - Follow-up services and resources

52 How helpful did you find any ongoing contact from staff following donation? (Please tick one box per row)

Contact received

Definitely Somewhat Not Contact Chose not
helpful (3) helpful (2) helpful () not offered to receive

a Donatelife staff member

b Hospital support staff such as a social
worker or chaplain

¢ Other - please specify

53 If you found ongoing contact helpful, please provide comments on the ways it was helpful to you?

54 If you ticked that ongoing contact was not offered to you in 52.
Would it have been helpful for you and your family if someone from the hospital or DonateLife spoke with
you about ongoing support for you and your family? (Please tick one box only)

Yes 1 No 2 Not sure 3

55 How helpful did you find the following services/items provided by DonatelLife? (Please tick one box per row)

Definitely Somewhat Not Did not Would Milestone

helpful helpful helpful receive/ like to not yet
(©) () 1) NA receive reached

a The initial follow-up phone call from
Donatelife informing you of the
outcome and how many people had
been helped

b Some basic information about the
transplant recipients

¢ The content of the letter from
DonatelLife

d The “In Reflection” book written for
donor families

e The follow-up phone call from the
Donatelife staff member

f Ananniversary card received
approximately 12 months after your
family member’s death

g Annual Service of Remembrance

h The donor family remembrance pin

i Brochure on support services and
contacts for seeking assistance

donatelife
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56 Please provide your feedback on the resources you received including content, style and presentation of
resources.

57 On reflection, do you feel the level of contact you have had with DonatelLife staff to date has been...?
(Please tick one box only)

Too much 1 Not enough 2 Just right 3

58 What other services could be offered to better support family members?

59 After this experience, would you donate your own organs and/or tissues? (Please tick one box only)

Yes 1 » Go to Q61
No 2
Not sure 3

60 Please share your reasons for feeling this way.

If donation did not proceed, please go to Q68
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Your feelings about organ and tissue donation

Yes, a great deal of comfort
Yes, some comfort

No

At the time of donation

A few months after your family member's death
About a year after your family member's death

More than a year after your family member’s death

Helped me in my grief

Helped my family discuss the death of our loved one
Provided meaning to me

Knowing that we honoured our loved one's wishes
Knowing that my loved one helped somebody

In another way (please specify
Contact with recipients

(Please tick one box only)

Yes, from one recipient

Yes, from more than one recipient

No, | chose not to receive any correspondence

No, even though | chose to receive correspondence

Of great comfort to you
Of some comfort to you

Of no comfort to you

recipients to date?

12 Wave 5 | National Study of Family Experiences

61 Has donation provided you with any comfort in your loss? (Please tick one box only)

1
2
3 » Go to Q64

62 When have you found comfort in the donation? (You may tick as many boxes as applicable)

When you received the letter from the donation agency

When you received a letter from the transplant recipient (if applicable)

63 In what way did donation comfort you? (You may tick as many boxes as applicable)

64 Have you received any correspondence from one or more of the transplant recipients?

—

2
3 » Go to Q66
4 » Go to Q66

65 Was this correspondence...? (Please tick one box only)

1
2
3

PRADF
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66 If you answered ‘no’ to Q64. How do you feel about not receiving any correspondence from the transplant
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67 Were you aware that donor families are welcome to write to recipients at any time?
(Please tick one box only)

Yes, I'm aware of that 1 No, | did not know that 2

68 Are there any other comments you would like to add?

Please feel free to attach any further comments if you wish.

Thank you for taking the time to answer these questions.

Your feedback will be used to review the way in which future donor families can be cared for and
supported.

Please return the survey by 00 Mon 0000 in the addressed pre-paid envelope provided, to:

PROOF RESEARCH
REPLY PAID 85405
UPPER MOUNT GRAVATT QLD 4122
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If you would like to speak with someone about the survey, or any other issues concerning
organ and tissue donation and the death of your relative, please contact:

NSW ACT NT

DonatelLife NSW Donatelife ACT DonateLife NT
Clare Lynch Sean Dicks Shan Cairnes

02 8566 1705 02 6174 5625 08 8922 6700
QLD SA VIC

DonateLife QLD DonateLife SA DonatelLife VIC
Diane Murphy Kerry Duncan Michelle Skinner
07 3176 2350 08 8207 7117 03 8317 7411
TAS WA National
Donatelife TAS DonatelLife WA Lifeline 24hr Crisis
Verity Shugg Sussan Fowler 131114

03 6166 7806 08 9222 0222
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A4.2 Questionnaire - families who declined donation

donatelife

Participation is voluntary PR@F ‘

Family Experiences of Organ and Tissue Donation
A National Family Survey

Proof Research Pty Ltd has been commissioned by the Organ and Tissue Authority to conduct this
important piece of research. Proof Research will be responsible for collecting and analysing your
responses to this questionnaire to ensure the confidentiality of the answers.

This study is completely anonymous and confidential and your responses will not be linked to your name
in any way.

The survey is designed to help staff involved in organ and tissue donation provide the best possible service
to the families. Your responses to the questions in this survey will assist in this review process and provide
insight into the experiences of people who choose to decline donation.

By completing this survey, you are consenting to participate in a study of family experiences of
organ and tissue donation being conducted by the Organ and Tissue Authority.

The details of the study are in the enclosed letter of invitation and the Participant Information Statement.
There are two ways to provide your feedback:
1 Complete this questionnaire and return it using the reply paid envelope enclosed.

2 Complete the survey online by emailing Rhonda@proofresearch.com.au for the link or access the
link here: https://wave5hospitalstudy.questionpro.com and enter this code RID merge field
as your unique password.

All questions are optional. If you would like additional paper questionnaires for other family members to
provide their feedback, please email or call Proof Research.

If you feel that the space allowed to answer any of the questions is insufficient, please feel free to attach
a separate sheet to allow your answer to be more detailed. In such cases, please number your answer in
the same way that the applicable question has been numbered.

If you have any queries or concerns, please call Rhonda McLaren at Proof Research on 07 3392 4446 or
email rhonda@proofresearch.com.au.

Families who have completed similar surveys in the past have commented that they have appreciated the
opportunity to share their views. Some families have said that the process of completing the survey has
been an emotional one.

Should you wish to speak with someone about any issues concerning organ and tissue donation and the
death of your family member, please contact one of the organisations listed on the last page of this survey.

Thank you for participating in this important study. We appreciate and value your time and feedback.

Yours sincerely,

/é’ 777 L crmn—~

Rhonda McLaren

Director | Proof Research
PR F Tel. +617 3392 4446 | Mob. 0419 706 801 Kangaroo Point QLD 4169
Email. Rhonda@proofresearch.com.au PO Box 6987, Upper Mount Gravatt QLD 4122
L Web. www.proofresearch.com.au ABN. 86 723 358 016
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Section 1- Your family member and the decision to decline donation

1 What relationship are you to the person who died in hospital? Are you their...?
(Please tick one box only)

Parent/guardian 1
Wife/husband/partner 2
Daughter/son 3
Brother/sister 4
Other (please specify) 5

2 Was your family member of Aboriginal or Torres Strait Islander descent?

Aboriginal 1
Torres Strait Islander 2
Neither 3

3 Did your family member speak a language other than English at home?
No 1

Yes 2 Which language?

4 How old was your family member when he/she died?

years

5 When did your family member die?

month year

6 In which state or territory did your family member die? (Please tick one box only)

Queensland 1 Tasmania 5
Australian Capital Territory 2 South Australia 6
New South Wales 3 Northern Territory 7
Victoria 4 Western Australia 8

7 Prior to your family member’s death, how would you describe your own views about organ and tissue
donation? (Please tick one box only)

Generally positive 1
Generally negative 2
Mixed feelings 3

8 Had you discussed donation with your family member, no matter how brief, at any time prior to being
asked to consider donation? (Please tick one box only)

Yes, we discussed it and | knew his/her wishes 1
Yes, we discussed it but no clear decision was made 2
No, we did not discuss the subject 3

donatelife
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10

11

12

13 Please explain why you are not entirely comfortable with your decision.

3

To what extent did knowing or not knowing the wishes of your family member impact on your decision to

decline donation? (Please tick one box only)

It made our decision a lot easier 1
It made our decision a bit easier 2
It did not impact on our decision 3
It made our decision a bit more difficult 4
It made our decision a lot more difficult 5

» Go to Q1

Please explain how it made your decision easier or more difficult?

What were the main reasons you decided to decline donation? (You may select as many as you like and add

your own comments if you wish)

I didn't know what he/she would have wanted

He/she didn't want to donate

| don't like the idea of donation

He/she had been through enough

| didn't accept his/her death and couldn't agree to donation
I wasn't happy with the care

Donation was going to take too long and | couldn’t wait
| declined donation because it is against my religion

| declined donation because it is against my culture

| didn’t want him/her to have surgery for donation

I wanted the donated organs to go to specific people

| didn't have enough information about what was involved with donation

He/she was not registered on the Australian Organ Donor Register (AODR)

Another reason:

O 00 ~N o U1 A W N =
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Now that some time has passed, how would you describe your level of comfort with your decision?

(Please tick one box only)

—

Very comfortable

Somewhat comfortable 2

Somewhat uncomfortable 3
4

Very uncomfortable

Wave 5 | National Study of Family Experiences

» Go to Ql4
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14 Is there anything else you would like to add about your decision to decline donation?

Section 2 - At the hospital

These questions will help us to understand your experiences at the hospital prior to being asked to
consider donation

15 During the time your family member was in the Intensive Care Unit (ICU) or the Emergency Department (ED),
did the hospital staff make it clear that his/her condition was critical and that he/she may not survive?
(Please tick one box only)

Yes 1 No 2 Not sure 3

16 To what extent do you feel hospital staff treated you with consideration and sensitivity at this time?
(Please tick one box only)

To a great extent 1
To some extent 2
Not at all 3

17 Please add any other comments you wish to make about your time at the hospital.

18 Depending on the individual circumstances of your family member, hospital staff may have discussed with
you either testing for brain death or turning off the ventilator. Thinking back to that time, do you agree or
disagree with each of the following statements? (Please tick one box only for each statement)

Strongly Somewhat Disagree Not sure
agree (3) agree (2) (1) 9)

a | was given sufficient information to fully
understand that death was expected

b The language used by hospital staff was
clear and easy to understand

¢ Hospital staff treated me with
compassion and sensitivity at this time

d Hospital staff treated my family member
with respect

e | had sufficient opportunity to ask
questions of hospital staff at this time

donatelife
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19 Did you feel you had enough private time with your family member after receiving this news?
(Please tick one box only)

Yes 1 No 2 Not sure 3

20 Overall, how could your experience at the hospital at this time have been made easier for you and your
family?

Please only answer Q21-25 if brain death testing occurred in your experience

21 Were you offered to be present during the brain death testing? (Please tick one box only)

Yes 1
No 2 » Go to Q24
Not sure 3 » Go to Q24

22 If you answered ‘yes’ at Q21. Did you choose to be present during the brain death testing?
(Please tick one box only)

Yes 1
No 2 » Go to Q25

23 If you answered ‘yes’ at Q22. Did seeing the testing help you to understand that your family member had
died? (Please tick one box only)

Yes 1 » Go to Q25
No 2 » Go to Q25
Not sure 3 » Go to Q25

24 If you answered ‘no’ or ‘not sure’ to Q21. Would it have helped you to have the option of being present
during the brain death testing?

Yes 1
No 2
Not sure 3

25 Would you like to add anything else about the process of brain death testing?

donatelife
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Section 3 - Discussing organ and tissue donation

The following questions will help us to understand the way in which donation is discussed

with families

26 Who first mentioned the possibility of donation to you at the hospital?
Doctor 1
Nurse
DonatelLife staff member
Family member/close friend
Other person (relationship to you: )

| raised it myself

o o U~ W N

Can't remember

27 When was donation first raised with you? (Please tick one box only)
Before | was told of my family member’s death or expected death
At the same time as | was told of my family member's death or expected death
Within an hour of being told of my family member's death or expected death
More than 1 hour after being told of my family member’s brain death or expected death

Can't remember

28 Do you think this timing was appropriate? (Please tick one box only)

Yes 1 No 2 Not sure 3

29 s there anything else you would like to add about the timing?

» Continue
» Continue
» Continue
» Go to Q31
» Go to Q31
» Go to Q31

» Continue

30 If donation was first raised by a hospital or DonatelLife staff member and not a family member,

how did that make you feel? (You may select as many as you like)

It added to my family's distress

My reaction would have been the same, irrespective of who first mentioned it
It was preferable coming from a hospital staff member first

We expected to be asked about donation

6 Wave 5 | National Study of Family Experiences | | ; @'
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31 Thinking back to the discussions you had with hospital or DonateLife staff about donation
prior to your decision, how strongly do you agree or disagree with each of the following statements?
(Please tick one box only for each statement)

Strongly Somewhat Disagree Not sure
agree (3) agree (2) (1) (9)

a The discussions about donation were
handled sensitively and with compassion

b My family had enough opportunities
to ask questions of hospital or DonatelLife
staff about donation

¢ Hospital or Donatelife staff answered
our questions

d We were given sufficient information to
allow us to make an informed decision

e My family was given enough time to discuss
donation and to make our decision

32 Did you feel rushed or pressured at any stage? (Please tick one box only)

Yes 1
No 2 » Go to Q34
Not sure 3 » Go to Q34

33 In what way did you feel rushed or pressured?

Declining organ and/or tissue donation

34 Did you meet with or have a discussion with a DonateLife staff member during your time in the hospital?
(Please tick one box only)

Yes 1
No 2 » Go to Q36
Not sure 3 » Go to Q36

35 Which of these statements best describes your understanding of organ and tissue donation after speaking
with the DonatelLife staff member? (Please tick one box only)

I was well informed and knew all that | needed to know about donation 1
I was informed but still had some questions 2
| didn't have a good understanding of donation 3

donatelife
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36 Did you receive written information explaining organ and tissue donation whilst in hospital?
(Please tick all that apply)

Yes, before the decision to decline donation was made 1
Yes, after the decision to decline donation was made 2
No, I did not receive written information 3 » Go to Q40
| can't recall 4 » Go to Q40

37 Did you read the information? (Please tick one box only)

Yes, in detail 1
Yes, skimmed through it 2
No 3 » Go to Q40

38 When did you read the information about donation

Before finalising your decision about donation 1
After finalising your decision about donation 2
Not sure 3

39 How useful was the written information? (Please tick one box only)

Very useful 1 Quite useful 2 Not useful 3

40 To what extent do you feel the hospital staff treated you with consideration and sensitivity after
you declined donation? (Please tick one box only)

To a great extent 1
To some extent 2
Not at all 3

41 Are there any further comments you would like to make about this time?

42 Were you offered the support of a social worker, counsellor or chaplain at any time during your family
member’s stay in hospital? (Please tick one box only)

Yes 1
No 2 » Would you have liked to be offered this support?  Yes 1 No 2
Not sure 3

43 How could the way in which donation was discussed with you at the hospital have been improved?

8 Wave 5 | National Study of Family Experiences | | ; @'
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Section 4 - Follow up services

Follow up services from the hospital and the organ and tissue donation agency

44 To help hospitals and DonateLife provide the best service, which of the following services,
if any, would you have found helpful? (Please tick all that apply)

A follow up phone call from a DonatelLife staff member 1

Information about bereavement support services 2

45 What other services do you feel could be offered to better support family members?

Your feelings about organ and tissue donation

46 On reflection, would you make the same decision now? (Please tick one box only)

Yes 1 No 2 Not sure 3

47 s there anything else you would like to share about your decision?

48 In your view as someone who has experienced the loss of a family member and been asked to consider
donation, what would help other people in the same situation?

Please feel free to attach any further comments if you wish.

Thank you for taking the time to answer these questions.

Your feedback will be used to review the way in which future families can be cared for
and supported.

Please return the survey by 00 Mon 0000 in the addressed pre-paid envelope provided, to:

PROOF RESEARCH
REPLY PAID 85405
UPPER MOUNT GRAVATT QLD 4122

donatelife
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If you would like to speak with someone about the survey, or any other issues concerning
organ and tissue donation and the death of your relative, please contact:

NSW ACT NT

DonatelLife NSW Donatelife ACT DonateLife NT
Clare Lynch Sean Dicks Shan Cairnes

02 8566 1705 02 6174 5625 08 8922 6700
QLD SA VIC

DonateLife QLD DonateLife SA DonatelLife VIC
Diane Murphy Kerry Duncan Michelle Skinner
07 3176 2350 08 8207 7117 03 8317 7411
TAS WA National
Donatelife TAS DonatelLife WA Lifeline 24hr Crisis
Verity Shugg Sussan Fowler 131114

03 6166 7806 08 9222 0222

donatelife
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A4.3 Participant information statement

Participant
Information

About The Project

The project is a national survey with families across
Australia who have consented to or declined organ and/or
tissue donation in a hospital setting. The research aims to
capture the experiences of families during conversations
about the death of a family member and the potential for
organ and tissue donation. The research seeks to obtain
feedback on the support services provided to families
throughout the donation process and following donation.

The Organ and Tissue Authority has commissioned Proof
Research Pty Ltd for this important research project which
is being conducted as part of the Australian Government’s
National Reform Programme to create a nationally
consistent and coordinated approach to organ and tissue
donation for transplantation.

The Organ and Tissue Authority is committed to the
ongoing improvement of support services available to
families. This study is therefore important to determine
if current processes and mechanisms are supporting
families, and to identify what aspects of services need to
be improved.

Families in Australia who made a decision about organ
and tissue donation during 2016 and 2017 in a hospital
setting are invited to participate in this research project.
This invitation is offered equally to families that agreed to
donation and families that declined donation.

Participation is voluntary.

Why Participate?

This research provides families with an opportunity to
share their experiences and provide feedback about
services they found beneficial and those that were not
beneficial and could be improved upon, or other services
that could be introduced.

The findings will be used to address gaps and improve
donor family support services and professional practice.

Your contribution will help to improve these important and

sensitive services for other families faced with decisions
concerning organ and tissue donation in the future.

Factors To Consider

Many families in the past who have participated in

the national survey have commented that they have
appreciated the opportunity to share their views. Some

have said that the process of completing the survey was an

emotional one.

We understand that participation in the research may
cause some individuals emotional distress when recalling
experiences. Throughout any time in the research, should
you wish to speak with someone about any issues
concerning organ and tissue donation and the death of
your family member, please contact the DonatelLife Donor
Family Support Coordinator in your State or Territory
(details listed on the back of brochure).

Lifeline contacts are also provided if you prefer not to

contact Donatelife and wish to speak with someone about

feelings of loss and grief.

Confidentiality

Information collected from this survey will be non-

i i g your resp will not be linked
to your name) and kept confidential. It will only be
disclosed with your permission, except as required by
law.

To maximise confidentiality:

« Unique ID codes will be used to code and track
questionnaire completions, maximising anonymity of
your responses and data confidentiality protocols.

« All data collected will be non-identifiable. Personal
details including your name will not be asked or
collected in the questionnaire.

Proof Research will be responsible for collecting and
analysing your responses. If any information is published
as a result of this research, your feedback will be provided
in such a way that you cannot be identified.

If you have any comments or complaints about any
aspect of the project, such as the way it is being
conducted or any questions about your rights as a
research participant, you may contact Amanda Bell
at the Organ and Tissue Authority by email to
amanda.bell@donatelife.gov.au or by phoning

(02) 6198 9864.

Ethics

This project will be carried out according to the National
Statement on Ethical Conduct in Human Research (2007)
as issued by the National Health and Medical Research
Council. The National Statement provides the guidelines
by which the Departmental Ethics Committee and other
Human Research Ethics Committees operate. The ethical
aspects of this research project have been approved by a
number of Ethics Committees across Australia.

Getting involved

Participation in this project involves:

« Completing the enclosed questionnaire (an online
version of the survey is also available by email request
to Rhonda@proofresearch.com.auy);

and/or

« Completing the enclosed consent form to volunteer
for a face-to-face personal interview with a senior
qualified researcher.

If you wish to participate, please complete the enclosed
questionnaire and/or consent form for interview (as
above) and return to Proof Research in the enclosed reply
paid envelope.

Before deciding whether or not to take part, you may
wish to discuss the project with other family members.
They are also welcome to participate in the research and
can obtain the survey by contacting Rhonda at Proof
Research whose contact details are provided at the back
of this pamphlet.

Please contact Rhonda if you have any questions
about the research project before deciding whether to
participate.

Participation in any research project is voluntary. If you
do not wish to take part in this research project you are
not obliged to do so. If you decide to take part and later
change your mind, you are free to withdraw from the
project at any stage.

Please note — there will be a limited number of interviews
conducted with a random sample of families who
volunteer.

DonateLife donor family
support coordinators

ACT DonatelLife ACT Sean Dicks
02 6174 5625

NSW DonatelLife NSW Clare Lynch
0285661705

NT Donatelife NT Shan Cairnes
088922 6700

QLD DonatelLife Qld Diane Murphy
07 3176 2350

SA DonatelLife SA Natalia Jastrzebski
088207 77

TAS DonateLife Tas Verity Shugg
03 6166 7806

viC Donatelife Vic Michelle Skinner
038317741

WA DonatelLife WA David Easton

089222 8557

National Lifeline 24hr Crisis 13114

Proof research contacts:

If you require further information or have any concerns
about this project, please contact Rhonda at Proof
Research:

PR@F Rhonda McLaren (Director)

rhonda@proofresearch.com.au
073392 4446 / 0419 706 801

Australian Government

PRADF

Organ and Tissue Authority

Study of family
experiences of organ
and tissue donation

Participant Information Statement

This information is for you to keep
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A4.4 Consent form

Australian Government | | 2@ l

Organ and Tissue Authority KNOW HOW. KNOW MORE

Participation is voluntary

Consent form A (personal interview)

Study of family experiences of organ and tissue donation
In addition to the survey, we will be inviting a small number
of families to participate in a one-on-one interview discussion
with a researcher from Proof Research. Your feedback will be
anonymous and will be used by donation agencies to ensure
they provide the best possible service and support to families.

The interview will last for approximately 1 hour and will be
conducted at a time and place suitable to you. With your
permission, interviews will be recorded for the purposes of
analysis. Families will be randomly selected to take part in this
stage of the research.

Would you like to participate?

O Yes O No O I'am unsure and would like to be
contacted to learn more about this.

Please provide the following details:

Your Name

Preferred method to be contacted:

Phone

Email

Other

By signing this form, you are acknowledging that you have read and
understood the information provided about the study in the Participant
Information Sheet and Consent Form A. If you have ticked ‘Yes’ above, your
signature also confirms you agree to participate in the study and are aware
that your information will not be personally identifiable in the research.

Signature Date

Please use the reply paid envelope provided to return this form to
Proof Research.
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