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Abstract

Background There is a severe shortage of corneas for donation, globally, for transplantation and research purposes.
One group of individuals who could potentially be donors are those who die within the inpatient palliative care
unit. The aim of the study was to understand clinician and patient perceptions of corneal donations and discussion
of donation in palliative care units.

Methods A qualitative design was utilised with data collected through semi-structured interviews and analysed
using qualitative content analysis. A total of 46 interviews were undertaken involving inpatient palliative care unit
patients (19) and clinicians (27) in three major inpatient palliative care units in South Australia.

Results Very few patient participants reported being asked about corneal donations during their time in palliative
care. Most inpatient palliative care unit clinicians did not raise the topic as they felt other areas of care took prec-
edence. Inpatient palliative care unit patients thought if inpatient palliative care unit clinicians did not raise the topic,
then it was not important. There were some differences between patient and clinician views, such as preference
about who raises the possibility of donation and when the discussion might occur.

Conclusions Findings suggest that patients are receptive to discussing corneal donations, but clinicians are not initi-
ating these. This is a missed opportunity for donors and potential recipients. We recommend that clinicians routinely
discuss eye donation as part of palliative care.
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organ donations, corneas are one of the few tissues that
patients with most cancers can donate, haematological
malignancies and ocular malignancies being the excep-
tions [6]. A study in 2020 showed there were barriers to
donation from within intensive care but the numbers
who went on to donate in intensive care were higher than
the numbers from a palliative care unit in 2010 [7, 8].

In 2020 there were 2,277 people in Australia who
received a corneal donation from 1318 donors [9].
Approximately two-thirds of these donors were male
[10]. Further breakdown of these data show that 57% of
donors were between the ages of 60 to 79 years of age
while 17.8% were below the age of 50 [10]. Historically
this has been the pattern of donation in the 5 years from
2016. Specific data from the 2020 South Australian Eye
Bank Service showed a potential of 710 donors from pal-
liative care units but only 32 actual donations (4.5%). This
suggests that some states in Australia have higher rates of
donation than others. There is a body of literature report-
ing various sociodemographic factors such as age, gen-
der, education level, and socio-economic status, influence
the readiness of a potential donor to consent to organ or
tissue donation [11]. There is a need to make more con-
certed efforts to discuss donations with patients. Aus-
tralia has an opt-in system for donation, in that a person
with decision-making capacity may choose whether to
donate their organs and tissue. This can be recorded on
the Australian Organ Donor Register. In addition, fam-
ily members can permit or refuse donation following the
death of their relative [12]. In South Australia a dual reg-
istration system exists whereby a person can also nomi-
nate their wish to donate on their driving license [12].

Achieving a sustained supply of eye tissue is necessary,
and given palliative care patients can potentially donate,
[13] exploring the perceptions of discussions and dona-
tion in these units would provide useful information to
potentially increase donation rates. The relative infre-
quency of corneal donation conversations in palliative
care units is known in countries such as the UK, USA,
and Australia [3, 8, 14]. Despite efforts to increase dis-
cussions and thus donations [15], there is still limited
evidence of this occurring [14]. Therefore, palliative care
units are a potentially unrealised setting to discuss cor-
neal donation [16]. There is a recent single-site study of
patients’ views on corneal donations [17], a study that
only involved 9 participants, emphasising their views
and timing about how the topic might be discussed.
Another limitation of that study was the lack of infor-
mation regarding the number of participants that were
approached, which made it hard to be sure if initial
recruitment was truly a census sample as intended [17].
The current study addresses the research question: What
are the views of palliative care patients and clinicians
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about corneal donation discussions? In considering the
views of clinicians and patients about corneal dona-
tion, the study’s aims and objectives are to understand
when to ask, how to ask and in which settings the topic
of eye donation might be raised. Patient attitudes to cor-
neal donation have been reported in other countries,
but this is, to our knowledge, the first in Australian pal-
liative care patients [3, 18]. The term corneal donation
is used throughout this paper whilst acknowledging that
in South Australia the whole eye is retrieved from the
donor.

Method

Design

A qualitative design was constructed with data collected
through semi-structured interviews conducted by the
first author. The reporting of study methods and out-
comes was guided by the Standards for Reporting Quali-
tative Research (SRQR) [19].

Setting and participant selection

The study was conducted over 9 months (January 2020—
September 2020), with patients and clinicians recruited
(doctors, nurses, and social workers) from the only three
palliative care units existing within South Australia., In
Australia, organisations responsible for organ procure-
ment, overseeing both solid organ and tissue donation
processes, depend on notifications from healthcare pro-
fessionals including doctors, nurses, and social workers
regarding potential donations from patients. Given the
nature of the palliative care setting, these discussions are
largely limited to corneal donations and can occur during
different phases of a patient’s illness.

For recruitment of patients, the nursing team leader
was asked to provide an information leaflet to those
patients admitted to the Palliative Care Unit who met
the inclusion criteria (see below), inviting them to par-
ticipate. If patients were interested, the team leader noti-
fied the first author that they had provided consent to be
contacted. These patients were approached by the first
author and given details of when the interview would
take place. They were also given the opportunity to ask
further questions. If the nursing team leader deemed
the patient who had previously agreed was found to be
cognitively impaired or too unwell, they were not further
approached. The clinicians were recruited by first con-
tacting the respective heads of unit for the three pallia-
tive care sites, who in turn sent out a mass email with the
relevant participant information and consent forms, ask-
ing to contact the first author directly if they wanted to
be interviewed for this study. Once the first author was
contacted, a time was organised for the interview to take
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place. Consent forms were signed by all participants who
agreed to be part of the study.

Participants were over the age of 18, English speaking,
able to give informed consent (written or verbal), and
able to talk for up to 45 min. Social workers and nurses
were included in this study as they can initiate discus-
sions around this topic. Clinicians were eligible if they
worked with palliative care patients in the in-patient set-
ting. Potential patient participants were not approached
if they were not able to converse in English, if they had
a delirium, were acutely unwell or actively dying. The
research did not aim to assess whether patients would be
suitable donors.

Data collection

All face-to-face interviews were held at the three pal-
liative care units. All patient interviews were conducted
face-to-face. Clinician interviews were either face to
face or by telephone, depending on preferences and
COVID-19 restrictions. An interview guide [20] was
used to prompt discussion relevant to the general topic
of corneal donation discussions (see Additional file 1).
All interviews were conducted by the first author, a medi-
cal doctor who had previously worked as a palliative
medicine registrar. He had no current clinical role at the
recruitment sites. All interviews were recorded electroni-
cally and transcribed by the first author. Participants’
rights and privacy were protected by anonymising tran-
scribed data and storing audio recordings on a password
protected University server.

Data analysis

Conventional qualitative content analysis [21] was uti-
lised to inductively organise data into codes that were
subsumed by subcategories and overarching categories.
Analysis was guided by the research question “What are
the views of palliative care patients and clinicians about
corneal donation discussions?” The number of inter-
views was considered sufficient as no new analysis units
were identified; this indicated that data saturation was
achieved [22]. The analysis was conducted using the soft-
ware NVivo 12 Plus by the second author, and checked
against the raw data by the first, third and fourth authors,
for consensus of codes and categories.

Ethical approval and considerations

The study received approval from the Human Research
Ethics Committee at the Central Adelaide Local Health
Network (approval number: 12054) which was appli-
cable to all three sites and adhered to the tenets of the
Declaration of Helsinki. Specific permission from each
site was sought (reference numbers AU/12/5C9A35 and
19-140). During the interviews patients who requested
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information about becoming a corneal donor were pro-
vided with an information pamphlet from the South Aus-
tralian Eye Bank Service and the Palliative Care Unit was
notified of their expressed interest.

Results

A total of 46 interviews were undertaken involving inpa-
tient palliative care unit patients (#=19) and clinicians
(n=27) in three major inpatient palliative care units in
South Australia. Of 37 patients approached to partici-
pate in the study, 19 consented to be interviewed. Thus
18 patients either declined to participate (n=7) or the
interviewer assessed them as not meeting the inclu-
sion criteria due to a change in circumstances (n=11).
Patient demographic information is presented in Table 1.
Sixty-eight clinicians were approached either by email or
directly in person. A total of 27 clinicians responded and
consented to be interviewed. Six of the 27 clinician inter-
views were conducted by telephone. Clinician demo-
graphic information is presented in Table 2.

Data were classified into 97 codes, 14 subcategories,
and four overarching categories (see Additional file 2
for the full analysis structure) that described the differ-
ing perceptions of palliative care patients and clinicians
regarding corneal donation discussions. Additional
file 3 provides representative extracts that support the

Table 1 Demographics for the 19 participating patients

Characteristics Value
Sex, n (%)
Male 9474)
Female 10 (52.6)
Unspecified 0(0.0)
Age (Years)
Median (SD) 70(114)
Range 39-84
Life-Limiting Iliness, n (%)
Breast Cancer 2(10.5)
Pancreatic Cancer 2(105)
Metastatic Squamous Cell Cancer 2(10.5)
Prostate Cancer 2(10.5)
Cervical Cancer 2(105)
Bladder Cancer 1(53)
Endometrial Cancer 1(5.3)
Lung Cancer 1(5.3)
Leukaemia 1(53)
Myeloproliferative Disorder 1(5.3)
Renal Cell Cancer 1(53)
Colorectal Cancer 1(5.3)
Ovarian Cancer 1(5.3)
Chronic Obstructive Pulmonary Disease 1(5.3)
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Table 2 Demographics for the 27 participating clinicians

Characteristics Value
Sex, n (%)
Male 9(33.3)
Female 18 (66.7)
Unspecified 0(0.0)
Age (Years)
Median (SD) 42(10.2)
Range 25-61
Clinical Experience (Years)
Mean (SD) 6.9(5.0)
Range 1-18
Profession, n (%)
Nurse 12 (63.2)
Doctor 10 (52.6)
Social worker 5(26.3)

Perceptions and Experiences of Corneal
Donation Discussions
Patients = 19 (100), Clinicians = 27 (100)

The Perceived
Benefits of Corneal
Donations
Patients = 17 (89.5)
Clinicians = 26 (96.3)

The Perceptions of
Current Practices and
Public Awareness
Patients = 19 (100)
Clinicians = 26 (96.3)

The Experiences and
Perspectives of
Clinicians
Patients =0 (0)
Clinicians = 27 (100)

The Experiences and
Perspectives of
Patients
Patients = 19 (100)
Clinicians = 0 (0)

The Characteristics and Dynamics of Parties
i in Corneal D Di
Patients = 19 (100), Clinicians = 27 (100)

The C i
skills and Knowledge
of Those Initiating
Donation Discussions
Patients = 18 (94.7)
Clinicians = 26 (96.3)

The of
Social Supportin
Donation Discussions
Patients = 19 (100)
Clinicians = 25 (92.6)

The Needs of Patients

When Discussing

Corneal Donations
Patients = 14 (73.7)
Clinicians = 17 (63)

The Timing, Location, and Methods of
Corneal Donation Discussions
Patients = 19 (100), Clinicians = 27 (100)

The Times Corneal
Donations can be
Discussed.
Patients = 4 (21.1)
Clinicians = 16 (59.3)

The Locations Where
Corneal Donations can
be Discussed.
Patients = 13 (68.4)
Clinicians = 19 (70.4)

The Information
Mediums Through
Which Corneal
Donation Discussions
May Occur
Patients = 19 (100)
Clinicians = 22 (81.5)

The People who can
Initiate Corneal
Donation Discussions
Patients = 12 (63.2)
Clinicians = 14 (51.9)

The Sensitivity of Corneal Donation

Discussions and Potential for Distress
Patients = 16 (84.2), Clinicians = 25 (92.6)

Donations Discussions

The Potential for
Distress to be Caused
by Corneal Donation
Discussions
Patients = 7 (36.8)
Clinicians = 14 (51.9)

Donation Discussions
as a Sensitive and
Context Dependent
Event
Patients = 6 (31.6)
Clinicians = 17 (63.0)

as Events Not

Requiring Sensitivity
Patients = 13 (68.4)
Clinicians = 15 (55.6)

Fig. 1 Overarching categories (Light grey) and subcategories
occurrence frequencies are represented as n (%) and based
on the total number of patients (n=19) and clinicians

(n=27) that produced corresponding data for each category
and subcategory

subcategories from the perspective of each participant
group. Figure 1 illustrates the four overarching categories
and respective subcategories.
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Category one: Understandings and experiences of corneal
donation discussions

The first category captured subcategories related to
differing and shared understandings and experiences
of corneal donations discussions between patients
and clinicians. The first subcategory described shared
perceptions of patients and clinicians regarding cur-
rent practices and public awareness. Both groups
viewed donation discussions as important. However,
they perceived limitations regarding current practices,
knowledge, education, and awareness about this topic.
Consequently, donations were often not seen as being
thought about or discussed:

“I don’t do it all the time as we have so many other
things to discuss and to be honest in the centres, we
are working in at the moment, it is not embedded in
our everyday practice” (Doctor 4).

The second subcategory captured the perceptions
shared by both patients and clinicians of the beneficial
nature of corneal donations. Both patients and clinicians
acknowledged corneal donations as beneficial, providing
psychological benefits, a sense of purpose, and legacy for
patients with illnesses that limit organ donation options,
while offering sight and research contributions to others:

“The fact that I can potentially give sight to someone
else is fulfilling for me, even though I know I won’t be
around to see it afterwards” (Patient 7).

The third subcategory captured the experiences and
perspectives specific to clinicians. While most clinicians
stated that they would be comfortable asking about cor-
neal donations, and only four indicated that they would
find it difficult, they did not generally ask patients.
Instead, they waited for patients to inquire and only dis-
cussed donations when there was an opportunity. Clini-
cians may not ask due to fear and reluctance, or because
it was unclear who should initiate these discussions due
to possible concerns over professional limitations:

“No as I don’t think it [asking patients about their
corneal donation preference] is in the remit of being
a nurse ... I feel it is outside of my scope” (Nurse 12).

The fourth subcategory captured the experiences and
perspectives that were specific to patients. The major-
ity had never been asked about corneal donations, even
though they indicated they would like to be asked. Only
two patients were unsure about being asked and one
indicated that they would not want to donate their organs
for research. Patients stated that they were left to find out
about corneal donations themselves, and because of a
lack of information there was concern that their medical
conditions would prevent donation:
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“I decided a long time ago even before my cancer
that I would be a donor, but now that I have cancer
I don’t know if I can, so bringing this up would help
me determine this” (Patient 17).

Category two: The characteristics and dynamics of parties
involved in corneal donation discussions

The second category captured descriptions of the desired
characteristics of parties involved in donation discus-
sions, along with the interpersonal dynamics that influ-
ence these discussions. The first subcategory captured
the communication skills and knowledge required to
initiate discussions with patients. Discussions required
communication skills, medical knowledge, rapport with
the patient, knowledge of the patient, gentle character,
empathy, fluency in sensitive conversations, and patience,
with accounts of these characteristics often overlapping:

“They have to communicate effectively, be empa-
thetic and listen to what I have to say rather than
push their views.” (Patient 15).

The second subcategory captured the involvement of
social support in donation discussions. It was recom-
mended that either family, friends, or a substitute deci-
sion maker was present. While family members could
impact the decisions of patients, and there was concern
about this, it was indicated by patients that their decision
was their own:

“No, my views are my views, so while my family can
have their say I know what I want and don’t want”
(Patient 13).

The last subcategory captured the needs of patients
during donation discussions. Participants explained that
patients should be comfortable with the physical place
they are in, the person they are discussing donations
with, and their ability to control the conversation. They
must also be cognitively able to make decisions and be
accepting of their current clinical condition, otherwise
the interaction may cause distress:

“There may be some patients who have lived with
their disease for a long time and have accepted the
outcome, these patients may be ok to discuss [dona-
tions] with. However, we also have lots of patients
who are newly diagnosed and asking about this you
can put a lot of pressure on them and cause distress”
(Nurse 10).

Category three: The timing, location and method

of corneal donation discussions

The third category captured descriptions of the specifi-
cally mentioned preferred mediums, locations, people, and
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times to discuss corneal donations. The first subcategory
captured the mediums through which donations could be
discussed. Face-to-face was preferred, however, a combina-
tion of mediums including written information, telehealth
options, videos, and models was desired:

“This will depend on a number of factors for me but
if a topic like this was going to be discussed it may be
worth giving a warning about it first so you could give
some written information and then bring it up on a
face-to-face visit” (Patient 7).

The second subcategory captured the different locations
where corneal donations could be discussed. Palliative
care units, and the homes of patients, were the most fre-
quently mentioned locations. There was little agreement
over where the best location was and participants further
reported that discussions could occur in the community,
outpatient settings, in general practice settings, and in pri-
vate places:

“I think the place is not strict, I think as long as it is in
a private area which is not heard by other people that
will be the most important thing” (Nurse 10).

The third subcategory captured who should initiate cor-
neal donation discussions. It was most frequently indicated
that doctors should discuss corneal donations with patients
due to their knowledge of the procedure. This was followed
by nurses, organ donation groups, general practitioners,
social workers, chaplains, and medical officers. Clinicians
often described multiple professionals collaboratively uti-
lising their specific skills to provide the best outcomes for
patients:

“Nurses have the best ongoing relationship [with
patients] so they would be ideal, with doctors or peo-
ple from eye bank then coming in to answer any spe-
cific questions” (Doctor 5).

The fourth subcategory captured the times participants
indicated were best to discuss corneal donations. Discus-
sions were seen as best early in care, integrated as part of
procedural processes either during the preparation of care
plans or hospice admission:

“Given the fact there have been no conversations with
me, a trigger would be needed so maybe when I had
my ACD [advance care directive] discussion, that
would have been an ideal opportunity, or even when I
am discussing the goals of care when I come into hos-
pital” (Patient 11).
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Category four: The sensitivity of corneal donation
discussions and potential for distress

While the third category detailed specific preferences for
mediums, locations, people, and times to discuss corneal
donations, the final category encompassed contrasting
views on the approach to these discussions and the pos-
sibility of them causing distress. The first subcategory
captured descriptions that depicted corneal donation
discussions as events where any extra sensitivity is not
required by those initiating the discussion. Participants
indicated that discussions could be initiated by anyone,
could occur anywhere, and at any time. Discussions could
be seen as informal events, not requiring sensitive plan-
ning, and were no different from other clinical decisions:

“In my cancer journey I have had to make some diffi-
cult decisions around my care. I don’t see this as any
more difficult than other issues I have faced. I am
quite comfortable making these decisions” (Patient

9).

On the contrary, the second subcategory captured
descriptions that indicated these discussions were sen-
sitive and highly context dependent, requiring careful
planning and timing. For participants who identified
the discussion as sensitive, the specifics about planning
these discussions were unclear. Participants referred to
a nondescript “right time” and “right person” for these
discussions:

“I would want the right time and person to discuss
this with me, those would be my only issues” (Patient

8).

The third subcategory captured the potential for these
events to cause distress for patients. While four clinicians
viewed these discussions as posing no risk to patients,
participants indicated that this was a potentially diffi-
cult topic to discuss. Discussing donations could be par-
ticularly distressing for younger patients and may cause
patients to realise their own mortality:

“If I was the patient, I may feel a little unhappy as
I am here for treatment, but this conversation may
imply that I am dying and that am I being asked
because you would like me to die quickly so that my
cornea can be taken?” (Nurse 11).

Discussion

This study provides further evidence that patients are
open to having discussions about and donation of cor-
neas [14, 17, 18, 23]. However, it is important to note
that a lack of knowledge on this process from a patient
perspective may influence the decisions they make on
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donation [24]. Two studies considering clinicians’ views
was in line with this study’s findings, which specifically
related to not raising the topic and lack of knowledge
[14, 25]. This study demonstrates that many patients
and clinicians are unaware or have real misconceptions
about corneal donation. Placing informative posters in a
dedicated space within the palliative care unit may allow
visibility to the patient and families which may increase
awareness. Clinicians generally chose not to ask patients,
a view corroborated and expressed by patients. Even rais-
ing the topic of donation is thus unlikely to be instigated
in palliative care [18, 20, 25]. If clinicians do not raise it,
either due to concerns about eliciting distress, or because
it is not seen as their responsibility, patients’ rights for
information are lost.

Both patients and clinicians identified favourable times,
places, and approaches for these discussions and indi-
cated that they could be started without requiring extra
sensitivity. Yet, many participants wanted to have the
conversation, “at the right time” with the “right people”
What these factors mean, require further investigation.
They will likely mean different things to different stake-
holders — a consensus statement for clinicians working in
palliative care would be valuable in this regard. There was
little consensus over location and the medium in which
to discuss. Walker et al. [17] and Cochran et al. [26]
found that patients preferred face to face discussions. The
present study suggests that providing patients with writ-
ten information may allow them to develop an under-
standing and acceptance prior to a telephone or face to
face discussion. This may limit the perceived distressing
impact of this conversation about which some clinicians
were concerned.

Clinicians viewed that their education was limited
regarding current practices, and patients felt there was
limited public awareness about corneal donations. A
common opinion from patients was that clinicians had
to be adequately knowledgeable on the subject. For cli-
nicians, this was a common barrier to discussion. Many
clinicians and patients knew very little about the whole
process, as found in other studies [15, 17, 18, 25, 26].
Whilst clinicians knew that a cancer diagnosis was not
a contraindication for corneal donation, many patients
did not understand that they could donate their cornea
despite a diagnosis of cancer [17, 26].

Clinicians are known at times to be gatekeepers to care
including in palliative care [25]. This may impact an eli-
gible person from pursuing corneal donation, because
they do not want to distress the patient who may already
be distressed about their mortality. While there is noth-
ing obstructing nurses or social workers in discussing
this topic, there were barriers to them mentioning this
topic which meant less engagement. They either felt it
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was not within their role to discuss this topic or that it
would cause distress to the patient. Discussing corneal
donations with people who have not accepted their clini-
cal condition may be particularly distressing. A scoping
review in 2021 around this topic revealed that discuss-
ing this topic may signal impending death which was a
view shared by nurses in this study [3]. More clinicians
discussed the perceived distressing nature of this topic
compared to patients. However, evidence suggests that
patients are not opposed to discussing this topic, but tim-
ing is a key consideration. [3, 27]. Discussions were seen
as best early in care [18], integrated as part of procedural
processes either during the preparation of care plans or
hospice admission [3]. Other factors may mediate the
perceived distressing impact, such as the communication
methods used [27].

Patients felt that a doctor or nurse should initiate the
conversations, with the majority indicating doctors.
Walker et al. 2018 [17]. believed that doctors were not
ideal clinicians to initiate discussions, given the length of
their relationships with patients are shorter. Some level
of rapport must be present. This was quite apparent in
many patient views, as other studies have also demon-
strated [17, 18]. Additionally, the ability to communicate
sensitively and empathetically is essential, a view also
expressed by clinicians. Effective communication can
reduce the refusal of donation [28]. There is literature
to suggest best practices to improve communication on
topics like organ donation discussions, such as utilising
the Communicating Effectively About Donation method
[28]. This is a skills training program designed to improve
the quantity and quality of organ donation discussions.
This study displays the value that patients impart to clini-
cians in asking about and understanding organ donation
and in particular corneal donation. Patients had a prefer-
ence that a doctor would be the best person to raise the
topic, yet doctors thought otherwise. This emphasises
that clinicians need to understand the patient’s prefer-
ence to improve the patient’s quality of care [29]. Further
research in medical and health professional education is
needed, to design, deliver and evaluate communication
skill training, to facilitate confidence in having these “dif-
ficult conversations”.

Most clinicians and patients recommended that fam-
ily members and substitute decision makers be pre-
sent during corneal donation discussions. Choosing
whether to donate or not is a challenging and very per-
sonal conversation. Most of the patients described that
they would want support from family and friends for
such discussions. While there was concern from some
patients that family members may impact patients’
decisions to donate, patients generally believed that
their decision was their own. Studies have shown that
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families generally are receptive to corneal donation dis-
cussions and find the concept to be positive [14, 30].
The importance of family being present is significant
and can impact donor rates, as family can ultimately
refuse donation following the death of their relative
even if the donor provided consent to donate [9].

Corneal donations were seen as having many benefits,
for both greater society and for the patients themselves.
Commonly, the theme of altruism or “doing good” was
expressed by patients, and the positive effect donation
could have on themselves was evident in discussions.
However, not many patients discussed the benefit for
research. Altruistic behaviour is not a new phenom-
enon, and evidence shows that helping others positively
affects mental health [31, 32]. Providing patients with
an opportunity to help others or framing it this way
could be an avenue to pursue. Clinicians also held the
same view and felt it provided patients an opportunity
of a legacy and possibly being seen as empowering.
Studies from other countries have found similar themes
[15, 17, 33]. In the United States of America, there is
mandatory reporting of impending death to organ pro-
curement organisations, who then pursue donation dis-
cussion either with the patient or the family [34]. This
process eliminates the reliance on clinicians to initi-
ate discussions. Given there is literature suggesting
that clinicians lack knowledge in this area or fear the
patients may find the topic distressing [25], this model
of practice could potentially be explored in countries
like Australia. Alternatively transitioning to an ‘opt-
out’ system, which many other countries use, may also
increase donor numbers.

Limitations of this study

This study has several limitations due to the sample and
qualitative approach. The study did not collect sociode-
mographic data, excluded non-English speaking patients,
included clinicians with incomparable levels of work
experience, and primarily involved older patients. Whilst
qualitative research does not claim representativeness,
combined these points potentially introduce participa-
tion bias. Future studies may address these limitations
to assess potential influences on patient views, as well as
further triangulation of qualitative data with stakehold-
ers by including patients, clinicians, and family members.
As a qualitative interview study, the transcriptions were
not independently verified and intercoder reliability was
not assessed. Additionally, the interview guide used was
semi-structured and targeted. Future research could ben-
efit from addressing these limitations and using more
open-ended interviews to enable a broader and deeper
sharing of participants’ perspectives.
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Conclusion

This study demonstrates that corneal donation dis-
cussions are not distressing for all patients. Palliative
care doctors are ideally placed to discuss this topic,
along with other members of the health professional
team, where there is rapport, but adequate education
is imperative to give them the confidence and knowl-
edge to initiate discussions. In addition, embedding this
important topic early in the medical school curriculum
may help bridge this gap. Advance care planning pro-
vides an opportunity for this discussion, or a trigger
reminder on an admission proforma could be an alter-
native option. Due to conflicting opinions over whether
discussions are routine or highly sensitive events, it was
viewed by some that these discussions might be suited
to being part of procedural process. For example, creat-
ing a notification system from the organ donation panel
to highlight when patients are admitted to the pallia-
tive care unit could be explored and thus act as a trigger
and reminder that a discussion about corneal donation
might be considered if it is clinically appropriate and
relevant. A consensus statement to guide discussions
may be a useful next step.
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