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If you can’t comply with dialysis, how do you
expect me to trust you with transplantation?
Australian nephrologists’ views on indigenous
Australians’ ‘non-compliance’ and their suitability
for kidney transplantation
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Abstract

Introduction: Indigenous Australians suffer markedly higher rates of end-stage kidney disease (ESKD) but are less
likely than their non-Indigenous counterparts to receive a transplant. This difference is not fully explained by
measurable clinical differences. Previous work suggests that Indigenous Australian patients may be regarded by
treating specialists as ‘non-compliers’, which may negatively impact on referral for a transplant. However, this
decision-making is not well understood. The objectives of this study were to investigate: whether Indigenous
patients are commonly characterised as ‘non-compliers’; how estimations of patient compliance factor into
Australian nephrologists’ decision-making about transplant referral; and whether this may pose a particular barrier
for Indigenous patients accessing transplants.

Methods: Nineteen nephrologists, from eight renal units treating the majority of Indigenous Australian renal
patients, were interviewed in 2005-06 as part of a larger study. Thematic analysis was undertaken to investigate
how compliance factors in specialists’ decision-making, and its implications for Indigenous patients’ likelihood of
obtaining transplants.

Results: Specialists commonly identified Indigenous patients as both non-compliers and high-risk transplant
candidates. Definition and assessment of ‘compliance’ was neither formal nor systematic. There was uncertainty
about the value of compliance status in predicting post-transplant outcomes and the issue of organ scarcity
permeated participants’ responses. Overall, there was marked variation in how specialists weighed perceptions of
compliance and risk in their decision-making.

Conclusion: Reliance on notions of patient ‘compliance’ in decision-making for transplant referral is likely to result
in continuing disadvantage for Indigenous Australian ESKD patients. In the absence of robust evidence on
predictors of post-transplant outcomes, referral decision-making processes require attention and debate.
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Introduction
End-stage kidney disease (ESKD) affects Indigenous
Australians disproportionately [1]. Transplantation is the
optimal treatment [2], but there is a substantial and per-
sistent disparity in transplants given to Indigenous and

non-Indigenous patients [3]. The vast majority of Indi-
genous Australians with ESKD remain on life-long dialy-
sis. Their lower probability of receiving a transplant is
not fully explained by measurable clinical differences.
Many Indigenous Australians share contextual factors

that may detrimentally affect their engagement with the
health system and their response to the significant per-
sonal demands imposed by dialysis regimens. As a
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group, they have higher levels of socioeconomic disad-
vantage, lower educational attainment and poorer health
literacy [4]. Many Indigenous dialysis patients experi-
ence isolation and reduced engagement in treatment
management [5,6], particularly for those needing to
move permanently from rural and remote home com-
munities to obtain dialysis services [7].
With donor kidneys very scarce, clinical decision-mak-

ing and allocation are often difficult to separate. Practi-
tioners struggle with dual loyalties - to their patient and,
to managing a scarce resource [8]. Despite most trans-
plant programs using guidelines to identify suitable can-
didates [9], decision-making processes are poorly
understood [10]. While referring kidney specialists need
confidence that the recipient will benefit, the organ
shortage might deter them from referring relatively
‘risky’ patients, irrespective of the benefit those patients
may derive.
Referral to a transplant program is a crucial step

towards securing a transplant. The nephrologist must
identify the patient as potentially suitable and refer him
or her for screening. While this sounds straightforward,
the decision is within an environment of scarce resource
availability, time constraints, imperfect information and
contested ethical frameworks for allocation. Geographic
remoteness and language and cultural differences further
complicate referral. It is necessary to understand referral
decision-making within these limitations to assess the
barriers facing Indigenous patients.

’Compliance’ as a predictor of post-transplantation risk
The use of compliance as a predictor of risk may particu-
larly disadvantage Indigenous patients. Previous research
suggests that a nephrologist’s perception of a patient’s
‘compliance’ with his or her dialysis regimen strongly
influences referral. An Australian survey using hypotheti-
cal patient vignettes revealed that ‘compliance’ (not
defined in the vignettes) was a highly significant indepen-
dent predictor of referral - second only to advanced age
[11]. The importance of perceived compliance was high-
lighted in a review of Australian selection guidelines; ‘non-
compliance’ - though poorly defined - is a contraindica-
tion, despite a lack of cited evidence, in seven of eight
guidelines examined [9]. These studies suggest that
nephrologists accord high priority to compliance and com-
monly see it as a prerequisite for referral.
Perceived non-compliance with pre-transplant dialysis

may be seen as a predictor of post-transplant non-compli-
ance. However, the treatment regimens differ markedly.
Haemodialysis demands thrice-weekly attendance, strict
fluid and dietary control and multiple medications. The
post-transplant regimen, by contrast, while requiring strict
adherence to medications, has fewer fluid and dietary
restrictions and, apart from the immediate post-transplant

period, few attendances. While non-compliance with
immunosuppressive medications is a recognised cause of
transplant failure, any association between pre- and post-
transplant non-compliance remains unclear [12-14].
The concept of compliance has been criticised in both

the social and medical literature [15,16] in particular
because it narrows the perspective on a complex situa-
tion [17,18]. Compliance focuses on particular patient
behaviours, while often overlooking the influences of sys-
temic and social factors. Behaviours interpreted as poor
compliance might stem from factors associated with low
socio-economic status and poorly-resourced medical ser-
vices [19]. The specific social and economic circum-
stances of many Indigenous Australians might make it
difficult for them to maintain the demanding dialysis
regimen. Uncertainty about transplant outcomes in this
population, together with the chronic organ scarcity,
might mean that Indigenous patients are regarded, in
general, as too high-risk.

Exploring nephrologists’ views about compliance and
suitability
We explored the views of Australian nephrologists about
compliance and transplant suitability - both generally and
specifically relating to Indigenous patients. This paper
draws on in-depth interviews conducted as part of a larger
program investigating the barriers facing Indigenous
ESKD patients in obtaining transplants. Thematic analysis
was undertaken to investigate how and why compliance is
factored into decision-making, and the implications for
Indigenous patients’ obtaining transplants.

Methods
A large interview study was conducted in 2005-6 as part
of the IMPAKT (Improving Access to Kidney Trans-
plants) study [20]. It investigated the reasons why so few
Indigenous Australians received transplants, through in-
depth interviews of Indigenous and non-Indigenous
patients, nephrologists and decision-making staff,.
IMPAKT established partnerships with a network of
transplant units and dialysis treatment centres treating
the vast majority of Indigenous patients. With the sup-
port of this network, the IMPAKT team interviewed peo-
ple in 26 treatment/service centres in metropolitan,
regional and remote Australia. A detailed account of the
overall study’s aims, methodology, ethical issues, recruit-
ment, sampling and data analysis are available elsewhere
[20].
The analysis reported in this paper focuses on the

interviews with the nephrologists. Two investigators
conducted semi-structured, in-depth interviews with 19
nephrologists. In most cases, interviews were conducted
individually and in person; three were conducted by tel-
ephone. All were audio recorded and later transcribed.
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The topics in the nephrologists’ interviews included:
patient compliance; decision-making about treatment
options; assessing suitability for transplant; transplant
processes; information and communication processes;
and the local renal and health service. This paper
focuses on the topic of compliance. The relevant ques-
tions explored the views and experiences of nephrolo-
gists on compliance and suitability - with a particular
focus on Indigenous patients. All questions, with the
possible exception of compliance terminology itself,
employed value-neutral terms.
Participating nephrologists were asked the following

questions about patient compliance:

• Could you comment on what you understand by
the term ‘compliance’ and describe how you would
assess whether a patient is compliant?
• Are there any explicit and agreed upon criteria in
your unit to determine compliance status? If yes:
What are they?
• Are these criteria discussed with patients? At what
stage of their treatment would these be discussed?
• How and by whom is non-compliance documented
in your unit?
• What - if any - review or management processes
operate in your unit for patients who regularly fail
to comply with treatment?
• Have you put non-compliant patients on the wait-
ing list and/or recommended them for transplanta-
tion? Why (not)?
• Are there any particular circumstances or types of
patients for whom you make an exception?
• Are there any patient groups (say in terms of age,
gender, ethnicity or location) for whom you would
say that non-compliance is a particular issue? If yes:
Which groups?
• Have you had many non-compliant patients? If yes:
What would you say were the causes of their non-
compliance?
• Are there particular factors that lead a patient to
becoming non-compliant with treatment after
transplantation?
• Does this affect your decision about suitability for
transplant?

Participants
Eight large renal units and their associated dialysis ser-
vice centres, in five State/Territory jurisdictions, were
included because they treat the overwhelming majority of
Indigenous Australian patients with ESKD. The 19
nephrologists, both general nephrology and transplant
physicians, were purposively sampled to include the
views of key decision-makers at each site. Relevant

nephrologists were invited to attend information sessions
at each site and were subsequently invited to participate.
There were no Indigenous nephrologists in Australia at
the time the IMPAKT study was undertaken so hence all
interviewees were non-Indigenous.

Analysis
The data were analysed through content analysis of the
transcribed interviews using QSR NVivo 7 (Doncaster,
Australia). The major thematic groups were divided
between two investigators who coded all interviews.
Participant demographics were collected via self-

reporting. Descriptive statistics were generated using
SPSS 15.0 for Windows (Chicago, Illinois).

Ethical approval
The study was approved by 14 relevant jurisdictional
ethics committees, including six all- Indigenous commit-
tees. Site-based reference groups operated during the
course of the research at each of the nine hospital sites.

Results
The nephrologists’ discussions of compliance and trans-
plant suitability revealed complex decision-making - parti-
cularly relating to Indigenous patients. Reliance on
compliance was a common, yet contested, issue, which
significantly frustrated the nephrologists. The absolute
scarcity of organs affected approaches to resource alloca-
tion - particularly in relation to the risk of failure. Recur-
ring descriptions relating non-compliance among
Indigenous patients, to high-risk status and poor trans-
plant outcomes engendered a sense of caution, and some-
times reluctance, to refer them for transplant.
We explore here five inter-related issues that emerged

in the analysis:
• Poor definition and assessment of compliance;
• Uncertainty whether dialysis compliance predicts

post-transplant compliance;
• Divergent approaches to the equitable distribution of

scarce kidneys;
• Indigenous patients’ non-compliance linked to poor

outcomes; and
• Conflation of Indigenous non-compliance with

“culture”.

Poor definition and assessment of compliance
Asked to explain their understanding of ‘patient compli-
ance’, most specialists either gave a functional definition of
compliance or a description of how they assess compli-
ance. Essentially most referred to a variety of patient beha-
viours, attitudes and characteristics as markers of
compliance, including vaguely defined expectations that
patients engage with prescribed treatments and avoid
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unhealthy lifestyle behaviours. There was no evidence of
either a formal definition or a shared understanding of
patient compliance among specialists.
Moreover, many were quick to point out flaws in their

own methods of assessing compliance which were criti-
cised by several as being subjective, non-quantitative
and involving more ‘gut-feeling’ [1-4] than measurement.
As one explained: I think it’s a subjective assessment . . .
which may or may not be accurate. [5-004]
Nephrologists agreed that compliance was difficult to

assess. Although some specialists cited possible assess-
ment methods, most spoke of it in only general terms, if
at all. Methods mentioned included clinic attendance
records, blood test results, checking medication packs,
patient self-reporting, family reporting, prescribing medi-
cations known to slow the heart rate and checking the
pulse rate, and intuition. However, none were reported as
being used consistently within or across units.

Uncertainty whether dialysis compliance predicts post-
transplant compliance
Ambivalence towards the relevance of compliance led to
markedly divergent views- both between specialists and
within interviews - on the predictive validity of estima-
tions of compliance to identify high-risk candidates.
Several noted that compliance does not translate from

dialysis to post-transplant settings because of dissimilari-
ties between the two treatment contexts. The difficulty
predicting uptake and maintenance of post-transplant
treatments is a source of great concern as explained by
one respondent: [It] is something that really worries us
immensely . . . I am totally unable to predict who may be
compliant with [post-transplant] medication and who
won’t be. I’ve had extraordinary lack of success with pre-
dicting that. [1-11]
Non-compliance was frequently identified as a ‘big con-

cern’ [1,2] and a key contraindication to transplantation.
Nevertheless, the majority said that they had, indeed,
recommended non-compliant patients for transplant.
Some nephrologists provided detailed accounts of
patients whose ‘compliance’ status changed after trans-
plantation - in both directions. Several suggested that
non-compliant patients pose too much of a risk to
receive such a scarce resource. However, even among
these specialists there was virtually unanimous agreement
that pre-transplant compliance was a poor predictor of
post-transplant behaviour and outcomes. For example,
although saying to one patient: If you can’t comply with
dialysis, how do you expect me to trust you to comply
with transplantation? I have to give [transplants] to
patients who are going to take their pills because this is
what you have to do. [1] the nephrologist later went on
to say: I believe that it’s very difficult to say if someone’s
non-compliant on dialysis that they’re going to be non-

compliant with transplantation. I think the correlation
between the two is very difficult and there have been a
number of patients whom I’ve thought over the years
would never be compliant, who have been absolutely fine
when they’re transplanted, so I think that’s incredibly dif-
ficult to assess. [1]
Despite obvious frustration, the chief concern of many

- particularly in the context of extreme organ scarcity -
was forecasting whether or not a patient would maintain
the post-transplant regimen. One commented with some
resignation: Attitude to compliance is a major factor and
we regard that very closely. Because of the fact that there
will never be enough kidneys, if someone doesn’t take
their medication, that stops someone else, so that’s a fac-
tor. And I think the hardest thing is how to determine
that. [1]

Divergent approaches to equitable distribution of scarce
resources
The scarcity of donor kidneys was a pervasive theme.
Almost every nephrologist identified it as a pressure in
decision-making. It clearly shaped many referral prac-
tices. Nevertheless there were fundamental differences
in nephrologists’ approaches to achieving an equitable
distribution of kidneys.
Severe organ scarcity creates strong tension between

clinician’s responsibilities to their individual patient and
their perceived (collective) responsibility to manage
organ distribution wisely. As one explained: Not only are
we in a position to try and make [patients] better . . . I
think we’re also paid to safeguard resources, you know,
society’s resources . . . And although we’re trying to make
life better for this person, I think we could be judged
poorly if we, we squandered something you know . . . I
think it’s our job and our duty to make sure it’s used
wisely. [5-004] Another described the maximising the
benefit of the resource, rather than to equity of patient
access: Well I think the key barrier is organ availability
and the fact that we’re then forced to rank people based
on their suitability and potential benefit. Because we, in
our unit, have taken up that challenge and not said, “It’s
too hard”, and I think you can say “,It’s too hard”, and
just put everyone on the list. But I think that’s probably
not what society really needs [us] to do. [1-10] Another
specialist explained that his ultimate responsibility was to
the donor: [Transplant] isn’t a right, it’s a gift, and the
people giving the kidney have a right for it not to be
squandered. [5-004]
Conversely, a handful of specialists did not regard max-

imizing the utility of donated organs as the chief priority.
For them, the benefit to the individual was paramount:
We tend to transplant the Aboriginal patients in the hope
that they will be one of the group that does well. Now, you
could argue, that that’s not very evidence-based, nor is it
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particularly utilitarian; but I’m not one of those physi-
cians who is bound by evidence, by cost utility . . . I think
[Aboriginal patients] deserve to be transplanted, because
for those in whom there has been successful transplanta-
tion... it’s probably a greater advantage for them than it is
for the non-Indigenous, because the benefits in terms of
cultural and society are greater. They can go back where
they came from. [1-14]
These differences suggest that a ‘riskier’ candidate’s

likelihood of being referred - whether such risk is based
on medical, behavioural or circumstantial factors - could
depend strongly on where and by whom the patient was
being treated.

Indigenous non-compliance linked to poor transplant
outcomes
Indigenous patients were commonly categorised as high-
risk candidates. They were also thought to have worse
transplant outcomes than non-Indigenous recipients and
this belief was frequently associated with the view that
such patients had difficulties complying with treatment.
As one nephrologist said: ‘I think Indigenous patients
are over-represented in our non-compliant patients who
lose their kidneys from non-compliance.’ [1,2]
The view that Indigenous transplant outcomes were

relatively poor impacted on whether and how patients
were referred through a heightened sense of caution
increased scrutiny or “selectivity” of potential candidates,
as reflected here: I think within the unit, there is a gradual
acceptance that a more cautious approach to transplanta-
tion has met with better success than the previous
[approach] where ... everybody got listed because it was
thought unfair to delay Aboriginals. But the outcomes were
very unsatisfactory. So I think we are rewarded that a
more cautious and selective approach has value. [1-10]
Concerns about poor outcomes also extended to anxi-

eties about safety in transplanting Indigenous recipients
- whether or not transplantation might be considered
harmful. As one respondent explained: Well, that (recent
data on post-transplant survival for Indigenous patients)
reinforced my pre-existing impression that there is a
large number of patients, or a significant proportion of
patients from remote areas, who are actually disadvan-
taged, who actually die by being transplanted.[5-001]
Poor outcomes were most frequently ascribed to non-

compliance. As one respondent stated: I think the main
reason why - even if we think Indigenous patients are sui-
table - they don’t get on the list, is they’re at risk of com-
pliance problems. [1] Asked about outcomes, he said: I
believe they would be worse. I think it’s compliance. I
think it’s nearly always compliance . . . most Indigenous
patients’ transplants in our unit, and I will say most,
ended up with organ loss from (non) compliance. They’re
a small proportion, so you remember. [1]

Conflation of indigenous non-compliance with “culture”
Dialysis non-compliance was often conflated with per-
ceived social and cultural factors. Statements about Indi-
genous patients being non-compliant and high-risk
candidates were frequently enmeshed larger, more gen-
eralised accounts of their social difficulties and perceived
cultural particularities.
Factors repeatedly mentioned included living in a

remote location, low socio-economic status, alcohol abuse
and low levels of education. The comments of one
nephrologist illustrate how situational, cultural and social
factors are perceived to contribute: I think it’s partly belief
system - whether or not you believe the medication is going
to do anything for you or not. Partly it’s their tolerability. If
medication can cause a consistent adverse effect which you
don’t like, you’re not going to take it. I think it’s partly the
cost of the medications. If you have to pay, even if you’re on
a health care card, you have to pay a dispensing fee of $3
or whatever it is. And unfortunately, I think the Indigenous
patients are poorer. [1,2] Another specialist alluded to the
challenges of remote living: I think that compliance is
more difficult for people who live remotely. It’s just more
difficult for them and that doesn’t necessarily reflect [on]
the individual, it’s just it takes a greater level of commit-
ment to be able to comply in that environment. [1-8]
Cultural issues were also identified as reducing the likeli-

hood of maintaining treatment regimens, including differ-
ent approaches to time, life priorities, illness, action and
responsibility. For example, different approaches to time
and to life priorities were thought to factor largely in
missed dialysis and appointments. As one nephrologist
said: Aboriginal people don’t tend to think too much about
tomorrow or next week, they tend to be “now” people.
I think therefore it makes it more difficult for them some-
times to understand why they should be taking a tablet for
tomorrow. [1-3] Another, noting the large number of fun-
erals which people attend, said: so they don’t turn up [for
dialysis]. Someone’s died in their family - they go. Some of
these people go to funerals frequently because they’ve got
such a big family - so they don’t turn up. And we just
accept that it’s part of their culture. [1] The comment
inadvertently also highlights the level of illness and loss
experienced by Indigenous patients and their families.
The way in which non-compliance and social and cul-

tural circumstances were conflated in the nephrologists’
accounts revealed a common pattern of thinking whereby
individuals would be pre-judged as high-risk, with
accordingly reduced chances of referral. As one nephrol-
ogist observed: I think the perception of illness amongst
the Aboriginal people is very, very different, because the
perception of time is different and the perception of conse-
quence, of action, is also different - or inaction. I think
that really does cloud the whole issue of transplanting the
Aboriginal patient and ensuring compliance . . . it would
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be put forward as a reason not to transplant them by
some. [1-14]

Discussion
This study explored the views of Australian nephrolo-
gists on patient compliance and transplant suitability -
both generally and specifically in relation to Indigenous
Australians. These interviews afford a unique insight
into the complexities of selection and referral of suitable
patients and reveal subtle, yet pervasive, barriers to Indi-
genous patients’ receiving kidneys.
There was no evidence that nephrologists relied on a

common definition or shared understanding of the
notion of patient compliance. They did not use consistent
methods of assessing compliance, nor did they consider
any methods reliable or particularly useful. Despite it
being commonly cited, there was much uncertainty
about the predictive validity or value of dialysis compli-
ance to identify risky transplant candidates. While this
dilemma frustrated many nephrologists, there was a
sense of resignation that a poor predictor of outcome
was better than none. Indigenous patients were com-
monly identified as high-risk and as having relatively
poor post-transplant outcomes. Non-compliance with
dialysis, often conflated with social and cultural factors,
was enmeshed within accounts of Indigenous patients as
being ‘risky’ and was a commonly cited reason for cau-
tion in referring them. Without systematically measuring
compliance, it is difficult to substantiate or refute claims
about non-compliance or its relationship to outcomes.
Recognition of the scarcity of organs permeated the nar-

ratives, influencing thinking and referrals. In this context,
the nephrologists varied in their approach to decision-
making about suitability. Some weighed the perceived
risks and benefits for individual patients in isolation, while
others considered relative risk compared with other
patients. Another recent Australian study, investigating
nephrologists’ perspectives on waitlisting and allocation of
deceased donor kidneys for transplant [21], reported simi-
lar tensions. Tong and colleagues found that while
nephrologists flagged issues of equity and social justice as
important factors in transplant wait-listing and allocation
of organs, they felt obliged to refer ‘good’ patients for
transplantation in order to maintain their transplant cen-
tre’s reputation and furthermore that, in their opinion, the
responsibility for ensuring equitable access to transplanta-
tion resides with policy makers and the community. In
light of these variations in approach, the likelihood of Indi-
genous patients’ - generally considered high risk and non-
compliant - being referred could vary significantly depend-
ing on where and by whom they were being treated.
Furthermore, perceived non-compliance was conflated
with generalisations about patients’ social and cultural cir-
cumstances - a tendency which would likely result in

Indigenous patients being considered, almost by default, as
high-risk.
The perceived immutability of ‘cultural’ causes of non-

compliance might diminish nephrologists’ willingness to
recommend Indigenous patients for transplantation.
Previous studies of Australian renal care providers and
Indigenous ESKD patients suggest that perceptions of
non-compliance might stem from miscommunication in
cross-cultural encounters, a misalignment in the health
paradigms of patients and providers and a lack of appro-
priate patient education [15,22,23]. While recognising
and dealing appropriately with cultural difference is cru-
cial to effective health care provision, the possibility of
systemic stigmatisation of patients from minority groups
must also be monitored and managed [10,24].
Compounding these concerns are the conflicting views

of nephrologists about the relevance of compliance to
transplant suitability. Emphasis on the importance of per-
ceived compliance was undermined by the equally
widely-held view that pre-transplant compliance is a poor
predictor of post-transplant behaviour and outcome.
With little evidence of such an association [12-14], our
findings challenge the validity of factoring compliance so
strongly into decision-making and indicate a pressing
need for a reconsideration of current selection guidelines
and practices.
A further finding was the diversity in nephrologists’

views about achieving equitable distribution of kidneys.
Strongly opposing views were advocated, based both on
utilitarian theory - organs should be given to those who
would derive the greatest benefit - and egalitarian -
patients should have equal access and scarce resources
should be distributed according to need. While it is impor-
tant that this valuable resource is not wasted, there are
serious concerns with a strictly utilitarian approach
[24,25]. Ethically (as well as clinically) integrating consid-
erations of risk into patient selection requires wider atten-
tion and debate.
This study, drawing on the self-reported views, atti-

tudes and experiences of nephrologists, has limitations.
We deliberately explored only the health care provider’s
perspective, as the ‘problem of non-compliance’ is argu-
ably located within the culture and views of health care
providers, rather than in the views of the patients. The
incorporation of the views of a substantial number of
senior decision-makers currently managing the majority
of Australia’s Indigenous ESKD patients enables some
firm conjectures to be made about current clinical prac-
tice relating to compliance labelling.

Conclusions
Clinical decision-making relating to patient referral for
transplantation is complex. Due to the chronic scarcity
of organs, any changes to the criteria will necessarily
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advantage some patients, while disadvantaging others.
Our findings draw attention to a lack of clear evidence
regarding predictors of transplant outcomes amongst
Indigenous Australians and regarding the use of ‘compli-
ance’ labelling. Our findings also highlight the need for
alternative service delivery models for Indigenous Aus-
tralian ESKD patients.
A transparent and fair system of patient selection should

be a key objective of organ transplantation programs. The
development of an agreed national approach to patient
selection and organ distribution would assist in realising
this goal. A second fundamental step would be the investi-
gation of particular selection criteria to ascertain their
relevance and validity in determining patient suitability for
transplant. The absence of a strong evidence base to sup-
port the inclusion of psychosocial criteria in clinical guide-
lines highlights the need for research to critically examine
the impact of inclusion of particular psychosocial charac-
teristics in assessment of recipient suitability. Is it reason-
able to withhold a transplant based upon an assessment of
a patient’s ‘compliance’, when there are clear disadvan-
tages for particular patient groups, particularly for Indi-
genous patients, and when serious concerns exist
regarding the legitimacy of using the concept of patient
compliance?
Associated with development of patient selection guide-

lines is the dearth of evidence relating to the most suitable
indicators of post-transplant risk and benefit for Indigen-
ous patients. This is a key issue underpinning the contin-
ued usage of the problematic concept of compliance in
decision-making about kidney transplant suitability. With-
out a good evidence-base, specialists must rely on inade-
quate criteria in predicting transplant outcomes for this
patient group. In light of the difficulties faced by Indigen-
ous patients in maintaining dialysis treatment, alternative
service delivery models that better address the health,
social and cultural needs of Indigenous patients should be
explored and tested. These service delivery models need to
be regionally specific to account for the great diversity in
settings and contexts across the country. In a wealthy
country, with a health system that underpins excellent
health outcomes for the majority of its citizens, inequitable
access to necessary care and inequitable health outcomes
for Indigenous Australians is a fundamentally important
and unanswered priority in policy making.

Acknowledgements
The authors gratefully acknowledge the support of the study participants,
participating treatment sites, transplant units and their associated reference
groups. This study was undertaken as part of the IMPAKT Study, funded by
the National Health and Medical Research Council (NHMRC), Project Grant
#236204 which also supported Jeannie Devitt and Cilla Preece. Alan Cass is
supported by a National Health and Medical Research Council Principal
Research Fellowship (#1027204). Kate Anderson was partially funded through
an Australian Postgraduate Research Scholarship. Joan Cunningham was

supported by a National Health and Medical Research Council Career
Development Award (#283310) and Senior Research Fellowship (#545200).
Through endorsement as an ‘in-kind’ project, IMPAKT was supported by the
Co-operative Research Centre for Aboriginal Health (CRCAH), Darwin, to
provide participant feedback, to fund NVIVO training (CP) and for
institutional support (JD). Funding bodies had no role in the study design, in
the collection, analysis or interpretation of data, in the writing of the
manuscript or the decision to submit the manuscript for publication.

Author details
1The George Institute for Global Health, Sydney, Australia. 2Menzies School
of Health Research, Charles Darwin University Darwin, Australia, Sydney
Medical School, University of Sydney, Sydney, Australia. 3The George Institute
for Global Health, Sydney, Australia, Sydney Medical School, University of
Sydney, Sydney, Australia.

Authors’ contributions
KA coordinated data management, participated in data collection and data
analysis, management and analysis and drafted the manuscript. JD
coordinated and participated in data collection and analysis. AC conceived
of the study, participated in its design, conducted nephrologists’ interviews
and participated in data analysis. JC participated in the overall management
and design of the IMPAKT program, provided statistical and other technical
assistance during data collection and participated in data analysis. CP
participated in study design, coordinated the Indigenous community
engagement component, participated in data collection, management and
analysis. MJ conducted nephrologists’ interviews. All authors participated in
the drafting and/or critical revision of the manuscript and approved the final
version to be published.

Competing interests
The authors declare that they have no competing interests.

Received: 10 November 2011 Accepted: 18 April 2012
Published: 18 April 2012

References
1. Australian Institute of Health and Welfare: An overview of chronic kidney

disease in Australia 2009 Canberra: AIHW; 2009.
2. Eggers PW: Effect of transplantation on the Medicare end-stage renal

disease program. N Engl J Med 1988, 318(4):223-229.
3. Yeates KE, Cass A, Sequist TD, McDonald SP, Jardine MJ, Trpeski L, et al:

Indigenous people in Australia, Canada, New Zealand and the United
States are less likely to receive renal transplantation. Kidney Int 2009,
76(6):659-664.

4. Australian Bureau of Statistics and Australian Institute of Health and Welfare:
The health and welfare of Australia’s Aboriginal and Torres Strait Islander
peoples, 2010 Canberra: Australian Bureau of Statistics and Australian
Institute of Health and Welfare; 2010.

5. Anderson K, Devitt J, Cunningham J, Preece C, Cass A: “All they said was
my kidneys were dead": Indigenous Australian patients’ understanding
of their chronic kidney disease. Med J Aust 2008, 189(9):499-503.

6. Devitt J, McMasters A: ’They don’t last long’: Aboriginal patients
experience of end-stage renal disease in Central Australia. Nephrology
1998, 4(Supplement 2):S111-S117.

7. Preston-Thomas A, Cass A, O’Rourke P: Trends in the incidence of treated
end-stage kidney disease among Indigenous Australians and access to
treatment. Aust N Z J Public Health 2007, 31(5):419-421.

8. McKneally MF, Dickens BM, Meslin EM, Singer PA: Bioethics for clinicians:
13. Resource allocation. CMAJ 1997, 157(2):163-167.

9. Anderson K, Cass A, Cunningham J, Snelling P, Eris J, Devitt J: The use of
psychosocial criteria in Australian patient selection guidelines for kidney
transplantation. Social Sci Med 2007, 64(10):2107-2114.

10. Anderson I: The ethics of the allocation of health resources. In Race
matters Indigenous Australians and ‘our’ society. Edited by: Cowlishaw G,
Morris B. Aboriginal Studies Press; 1997:191-208.

11. Cass A, Cunningham J, Anderson K, Snelling P, Colman S, Devitt J, et al:
Decision-making about suitability for kidney transplantation: Results of a
national survey of Australian nephrologists. Nephrology (Carlton) 2007,
12(3):299-304.

Anderson et al. International Journal for Equity in Health 2012, 11:21
http://www.equityhealthj.com/content/11/1/21

Page 7 of 8

http://www.ncbi.nlm.nih.gov/pubmed/3275896?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/3275896?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/19553910?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/19553910?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18976191?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18976191?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18976191?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/17931287?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/17931287?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/17931287?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/9238146?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/9238146?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/15587517?dopt=Abstract


12. Butkus DE, Dottes AL, Meydrech EF, Barber WH: Effect of poverty and
other socioeconomic variables on renal allograft survival. Transplantation
2001, 72(2):261-266.

13. Douglas S, Blixen C, Bartucci MR: Relationship between pretransplant
noncompliance and posttransplant outcomes in renal transplant
recipients. J Transpl Coord 1996, 6(2):53-58.

14. Brickman A, Fins A: Kidney allograft survival: relationship to dialysis
compliance and other behaviours. Dialysis Transplantation 1996, 25(2):88.

15. Humphery K, Weeramanthri T, Fitz J: Forgetting compliance: Aboriginal health
and medical culture Darwin: Northern Territory University Press in
conjunction with the Cooperative Research Centre for Aboriginal and
Tropical Health; 2001.

16. Greene JA: Therapeutic infidelities: ‘Noncompliance’ enters the medical
literature, 1955-1975. Soc Hist Med 2004, 17(3):327-343.

17. Conrad P: The meaning of medications: another look at compliance. Soc
Sci Med 1985, 20(1):29-37.

18. Trostle JA: Medical compliance as an ideology. Soc Sci Med 1988,
27(12):1299-1308.

19. Lutfey K, Freese J: Toward Some Fundamentals of Fundamental Causality:
Socioeconomic Status and Health in the Routine Clinic Visit for Diabetes.
Am J Sociol 2005, 110(5):1326-1372.

20. Devitt J, Cass A, Cunningham J, Preece C, Anderson K, Snelling P: Study
Protocol - Improving Access to Kidney Transplants (IMPAKT): a detailed
account of a qualitative study investigating barriers to transplant for
Australian Indigenous people with end-stage kidney disease. BMC Health
Serv Res 2008, 8(1):31.

21. Tong A, Howard K, Wong G, Cass A, Jan S, Irving M, Craig JC:
Nephrologists’ perspectives on waitlisting and allocation of deceased
donor kidneys for transplant. Am J Kidney Dis 2011, 58(5):704-716.

22. Cass A, Lowell A, Christie M, Snelling PL, Flack M, Marrnganyin B, et al:
Sharing the true stories: improving communication between Aboriginal
patients and healthcare workers. Med J Aust 2002, 176(10):466-470.

23. Devitt J, McMasters A: Living on medicine: a cultural study of end-stage renal
disease among Aboriginal people Alice Springs: IAD Press; 1998.

24. Lowe M, Kerridge IH, Mitchell KR: ’These sorts of people don’t do very
well’: race and allocation of health care resources. J Med Ethics 1995,
21(6):356-360.

25. Giacomini MK, Cook DJ, Streiner DL, Anand SS: Using practice guidelines
to allocate medical technologies. An ethics framework. Int J Technol
Assess Health Care 2000, 16(4):987-1002.

doi:10.1186/1475-9276-11-21
Cite this article as: Anderson et al.: If you can’t comply with dialysis,
how do you expect me to trust you with transplantation? Australian
nephrologists’ views on indigenous Australians’ ‘non-compliance’ and
their suitability for kidney transplantation. International Journal for Equity
in Health 2012 11:21.

Submit your next manuscript to BioMed Central
and take full advantage of: 

• Convenient online submission

• Thorough peer review

• No space constraints or color figure charges

• Immediate publication on acceptance

• Inclusion in PubMed, CAS, Scopus and Google Scholar

• Research which is freely available for redistribution

Submit your manuscript at 
www.biomedcentral.com/submit

Anderson et al. International Journal for Equity in Health 2012, 11:21
http://www.equityhealthj.com/content/11/1/21

Page 8 of 8

http://www.ncbi.nlm.nih.gov/pubmed/11477350?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/11477350?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/9188358?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/9188358?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/9188358?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/3975668?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/3070761?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18248667?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18248667?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18248667?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/18248667?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/21864961?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/21864961?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/12065009?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/12065009?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/8778460?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/8778460?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/11155847?dopt=Abstract
http://www.ncbi.nlm.nih.gov/pubmed/11155847?dopt=Abstract

	Abstract
	Introduction
	Methods
	Results
	Conclusion

	Introduction
	’Compliance’ as a predictor of post-transplantation risk
	Exploring nephrologists’ views about compliance and suitability

	Methods
	Participants
	Analysis
	Ethical approval

	Results
	Poor definition and assessment of compliance
	Uncertainty whether dialysis compliance predicts post-transplant compliance
	Divergent approaches to equitable distribution of scarce resources
	Indigenous non-compliance linked to poor transplant outcomes
	Conflation of indigenous non-compliance with “culture”

	Discussion
	Conclusions
	Acknowledgements
	Author details
	Authors' contributions
	Competing interests
	References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /None
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Error
  /CompatibilityLevel 1.3
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.1000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails true
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /Warning
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 500
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /Warning
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 500
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /Warning
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e55464e1a65876863768467e5770b548c62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc666e901a554652d965874ef6768467e5770b548c52175370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /DAN <>
    /DEU <>
    /ESP <>
    /FRA <>
    /ITA (Utilizzare queste impostazioni per creare documenti Adobe PDF adatti per visualizzare e stampare documenti aziendali in modo affidabile. I documenti PDF creati possono essere aperti con Acrobat e Adobe Reader 5.0 e versioni successive.)
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020be44c988b2c8c2a40020bb38c11cb97c0020c548c815c801c73cb85c0020bcf4ace00020c778c1c4d558b2940020b3700020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken waarmee zakelijke documenten betrouwbaar kunnen worden weergegeven en afgedrukt. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /PTB <>
    /SUO <>
    /SVE <>
    /ENU (Use these settings to create Adobe PDF documents suitable for reliable viewing and printing of business documents.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


