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INCREASING LEVELS OF LIVE KIDNEY TRANSPLANTATION
IN NEW ZEALAND

Paula Martin
ABSTRACT

A kidney transplant from a living donor is the preferred treatment for people
with end-stage renal failure as it offers better outcomes for patients and is
more cost effective than dialysis. The shortage of deceased organ donors means
that a transplant from a live donor is the only transplant option for many
people. However, there is a growing gap between the number of people needing
kidney transplants and the number carried out each year. Maori and Pacific
peoples, in particular, have lower rates of renal transplantation than other
groups. The international literature suggests there may be options to consider
for further enhancing policy and practice relating to live renal transplantation
(LrT) in New Zealand; but there is little New Zealand-evidence about factors
affecting rates of LRT. This article outlines the current problem of the gap
between supply and demand for kidney transplants in New Zealand, framing
this as a public policy problem, and suggesting LRT as an important strategy
for addressing this issue. New Zealand-based research is required regarding
the barriers to LRT and options for increasing current levels in New Zealand.

INTRODUCTION

The first successful live kidney transplant was carried out over 50 years ago
(Murray, 1992). Live renal transplantation (LRT) is now widely regarded, by
both clinicians and patients as the preferred treatment for people with end-
stage renal failure (ESRE); offering the best health outcomes and the greatest
cost-effectiveness of any form of renal replacement therapy (RRT) (see, for
example, Abecassis, et al., 2008; Davis & Delmonico, 2005; Horvat, Shariff, &
Garg, 2009; Huang, Thakur, & Meltzer, 2008; Sanner, Lagging, & Tibell, 2011).

The demand for RRT, either dialysis or a transplant from a deceased or living
donor, in New Zealand is predicted to continue to rise by about five per cent
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per annum, a rate higher than can be attributed to population growth alone.
The increase in the level of Type II diabetes and improved survival rates of
renal patients (due largely to better management of cardiovascular disease, a
key co-morbidity of renal disease) account for much of this growth in demand
(Ministry of Health, 2006).

This growing demand, however, is not matched by increases in rates of trans-
plantation, with implications both for patients and their families and the
government’s health budget, which is under increasing pressure. While organ
transplants from live and deceased donors are sometimes discussed inter-
changeably, a specific focus on the issues relating to live transplantation is
necessary, particularly in the case of kidney disease, given the growing level
of demand.

My interest in the topic of how rates of LRT might be increased derives from
several sources in my personal and professional life. I was a live kidney donor
in 2006 and spent two years on the Board of Kidney Health New Zealand. I
regularly speak to individuals who are thinking about being a kidney donor or,
more often, have already decided and just want to speak to someone else about
‘what it’s really like’ Being of Maori descent, I note with particular interest the
public discussion about ‘the Maori view’ of organ donation and compare this
with my own experiences and those of family and friends.

I have also been a policy analyst/policy manager for many years in the New
Zealand public service, most recently in the Ministry of Health, focusing on is-
sues of value for money, prioritisation and fiscal sustainability. Viewed through
these lenses, increasing our rates of LRT would benefit both patients and gov-
ernment and, yet, it is not on the wider policy agenda.

My conversations with other live donors about their journey to becoming a do-
nor, as well as others who are thinking about it, have prompted many thoughts
about what the barriers to donation are and how they could be overcome. Are
there other things New Zealand could be doing to facilitate live donation by
people who are potentially motivated and willing (given the right informa-
tion) that do not involve costly or socially unacceptable interventions? From
the perspective of a health policy manager, I am interested in why this issue
has not been a policy priority given the impact on health outcomes and fiscal
costs to the government.

This article begins with an overview of the LRT situation in New Zealand and
then outlines the problem, framing it as a public policy issue. I then outline
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some of what the international literature suggests about barriers to LRT and
possible options for addressing them and suggest that there is a need for New
Zealand-based research to inform policy and practice about the alternatives
that might be considered here.

BACKGROUND
LRT is the preferred treatment for ESRF

End-stage renal failure is fatal, usually within weeks, without renal replace-
ment therapy-either dialysis or a transplant from a live or deceased donor
(Stein & Wild, 2002). Like most countries, New Zealand has rising numbers of
people with end-stage renal failure and increasing demand for renal replace-
ment therapy.

A transplant from a live donor is generally considered to be the preferred form
of RRT due to a combination of factors. Firstly, the shortage of deceased organ
donors in all countries, including New Zealand, means that, for most people,
there is little chance of ever receiving a deceased donor kidney transplant. The
level of demand for kidney transplants combined with a shortage of potential
deceased donors (arising in part from factors such as improved road safety)
mean that, even if all potential deceased donors could be utilised, it is unlikely
this would be sufficient to meet demand for kidneys (see for example R Cop-
pen, Friele, Gevers, Blok, & Van Der Zee, 2008; Sheehy, Conrad, Brigham, &
Luskin, 2003).

Furthermore, a live transplant is more effective than dialysis in terms of both
life expectancy and quality of life, and also offers increased life expectancy
compared to a transplant from a deceased donor (Abecassis, et al., 2008; Ko &
Cosimi, 2001). Transplantation is considerably more cost effective than dialysis.
Live transplantation provides better outcomes than deceased transplantation
and, therefore, is even more cost effective. With respect to live transplantation,
commentators note that it is rare in health policy to come across an interven-
tion that is so unequivocally more effective and more cost effective than the
alternative (Huang, et al., 2008).

Accurate cost data is not currently available in New Zealand. Based on 2003-04
estimates (cited in Central Region’s Technical Advisory Services (TAs), 2007),
it is estimated to cost up to $63,000 per annum to treat someone on dialysis
(varying depending on type of dialysis and delivery modality) compared to
around $10,000 per annum for someone with a functioning transplant. Tak-
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ing into account the upfront cost of the transplant itself (estimated at around
$85,000), live transplants can pay for themselves in around 18 months to two
years and on-going costs are significantly less than for dialysis allowing for
bankable savings of up to $53,000 per year per patient.

There are risks involved in any major surgery and the wellbeing of donors
has been of major concern since the days of the first live kidney transplant
(Murray, 1992). Peri-operative mortality of live kidney donors (death within
90 days after the surgery) is commonly estimated to be around two to three
per 10,000 (E. Delmonico, 2005; Jakobsen, 1997; Matas, 2008). There are rela-
tively few large scale studies on long-term donor outcomes. Those that exist,
however, conclude that there is no evidence of long-term complications (such
as increased risk of renal failure) or impacts on long-term survival rates for
live kidney donors (Ko & Cosimi, 2001; Matas, 2008; Segev, et al., 2010). In-
ternational guidelines for the selection and care of donors (e.g. such as those
developed at the Amsterdam Forum (F. Delmonico, 2005)) stress that donor
safety is paramount. Even though the benefits to recipients are significant, it
is the relatively low risks to donors that makes live renal transplantation jus-
tifiable (Ko & Cosimi, 2001; Sanner, ef al., 2011) and means it is considered
ethically acceptable in the right circumstances. For example, the World Health
Organisation’s guiding principles on organ donation state that live donations
are acceptable...when professional care of donors is ensured and follow-up is
well organised and when selection criteria for donors are scrupulously applied
and monitored’ (World Health Organisation, 2008, Guiding Principle 3). In
terms of the psychosocial impacts on donors, some early studies of transplants
in the United States highlighted the mix of feelings that live donors could ex-
perience, including being pressured into donation by family members (Fox &
Swazey, 1978,1992). However, as Fellner and Marshall (1968: 2705) noted, some
‘donors reported that this had been a very meaningful experience in their lives,
of substantial impact on them, and that it had brought about changes in them
which they felt were beneficial’ using words like ‘noble; ‘bigger’, and ‘happier’
to describe their feelings. More recent studies consistently show that the vast
majority of donors report being happy with the decision to donate and expe-
rience increased self-esteem and well-being as a result. Negative feelings are
often related to the failure of the transplant (Clemens, et al., 2006).

It is this combination of factors, therefore, that makes live renal transplantation
the preferred treatment for many renal patients.
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Gap between supply and demand

As in other countries, there is a significant and growing gap between the num-
ber of people who might benefit from a transplant and those who receive one.
Figure 1 shows that, in 2009, the official waiting list' for a kidney transplant

was 617, while 121 people received a transplant from either a deceased or live

donor. However, the number of people on dialysis was far higher than the of-
ficial waiting list, at 2,260, and is growing at a faster rate than both the waiting

list and the number of transplants performed. While not everyone on dialysis

would be suitable for a transplant, it is likely that many more people than those

on the official waiting list would benefit from one. Waiting lists typically do

not reflect the true level of demand for transplants often being restricted, due

to the shortage of deceased donor organs, to those people who would benefit

most from a transplant. Some studies estimate that only 20 per cent of dialysis

patients are on transplant waiting lists despite estimates that up to half would

live longer with a transplant than on dialysis (Gaston, 2009).

As shown in Figure 2, the number of live transplants in New Zealand has in-
creased from 46 per annum in 2005 to 60 in 2010, although there were fewer
live transplants in 2010 than in the previous two years. In addition, the propor-
tion of live donations to deceased has gradually increased over the years. In
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Figure 1. Number of dialysis patients, people on kidney transplant waiting list and
transplants, 2004-2009. Sources: Dialysis and waiting list numbers from ANZDATA
(2009)%; transplant numbers from Organ Donation New Zealand (2009)
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Figure 2. Numbers of deceased and live kidney transplants in New Zealand,
2005-2010. Based on data from Organ Donation New Zealand Annual Reports
2009, 2010 (Organ Donation New Zealand, 2009 and 2010).

2010, there were 110 kidney transplants, with 55 per cent being from live donors,
compared to 49 per cent of transplants in 2005 being from live donors.

Maori and Pacific peoples are more likely to have end stage renal failure than
other groups (Best Practice, 2009). Of the 492 new ESRF patients in 2008, 151
(30 per cent) were Maori and 84 (17 per cent) were Pacific (ANZDATA, 2009).
A consistent finding internationally is the lower levels of transplantation for
many indigenous and ethnic minority groups (see for example Cass, et al.,
2004; Prasad, 2007; Yeates, ef al., 2009). In Canada, New Zealand, Australia
and the United States, transplant rates (both live and deceased) for indigenous
populations are approximately one-third to one-half those of non-indigenous
populations (Cass, ef al., 2004). In New Zealand in 2008, 10% of transplant
recipients were Maori and 8 per cent were Pacific, compared to the 76 per cent
for Pakeha (ANZDATA, 2009).

Higher rates of end-stage renal failure and lower transplantation rates account
for higher rates of dialysis treatment among these groups (ANZDATA, 2009).
Differential access to transplantation for Maori and Pacific peoples is a par-
ticular concern given it is the preferred treatment for kidney failure. Possible
reasons for this gap may include patient preferences, health practitioners’ at-
titudes, lack of culturally-appropriate education programs (for patients and
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potential donors), delayed referral for transplant evaluation, and delays from
initial referral to wait-listing (Yeates, ef al., 2009). Geographical factors (espe-
cially for remote communities), difficulty explaining treatment options (due to
cross-cultural communication issues), how clinicians relate to patients, organ
allocation algorithms that may impede access for some groups and commu-
nity attitudes to transplantation may also have an impact (Cass, et al., 2004).
Late referral has been shown to be associated with being less likely to receive
a transplant and Ashton and Marshall note that differences in access rates
to primary care services for Maori and Pacific peoples may influence how
quickly those with renal disease are referred for specialist treatment (Ashton
& Marshall, 2007).

THE ISSUE
Consequences of not increasing New Zealands rates of LRT

Maximising health outcomes within available funding (i.e. maximising value
for money) is a key objective of the New Zealand public health system ac-
cording to the New Zealand Public Health and Disability Act (2000) (Section
3). The growing rates of end-stage renal failure, with consequent burgeoning
dialysis costs, might suggest that health care policy makers and health profes-
sionals would have good reasons to maximise the use of live kidney transplan-
tation (Hilhorst, Kranenburg, & Busschbach, 2007). In a system that is charged
with providing the best possible health outcomes in the most cost-effective way,
it is perhaps surprising that improving rates of live kidney transplantation is
not more of a priority on the policy agenda.

Increasing New Zealand’s live renal transplant rate would improve health out-
comes for patients and reduce fiscal pressure on the health system. Maori and
Pacific peoples in particular are likely to benefit from an increase in live trans-
plant rates given their disproportionate dependence on dialysis. It would also
contribute to addressing the growing problem of illegal and dangerous inter-
national organ trafficking (see for example Hippen, Ross, & Sade, 2009; Omar,
Tufveson, & Welin, 2010) to which some New Zealanders needing transplants
are reportedly turning in desperation (Hunt, 2010).

There are no easy answers
Responses to the problem of whether and how to increase rates of live renal
transplantation are not straightforward, however. Live transplantation may be

what is known as a ‘wicked policy problem, defined as ‘the deeply intractable
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issues which are imperfectly understood and to which solutions are not clear’
(Stewart, 1998 as cited in Hunter, 2003:17). The Australian Public Service Com-
mission defines ‘wicked’ not as ‘evil’ but rather as ‘highly resistant to resolution’
(Australian Public Service Commission, 2007:3). ‘Wicked’ problems: are hard
to define, are socially and morally complex, involve many stakeholders with
different ideas about the cause of the problem and what to do about it, have
unique characteristics that make it difficult to draw lessons from other similar
problems, and require multi-faceted responses with a whole-system perspec-
tive (Australian Public Service Commission, 2007).

The inherent complexity of the LRT problem arises primarily from the fact that
live transplantation is dependent on the supply of organs from third parties
who must undergo unnecessary surgery but do not stand to benefit medi-
cally from the procedure themselves. This makes it different from many other
health policy problems where the solution can often be found by deciding to
spend more money. Festle, for example, refers to ‘the “special nature of organ
transplantation”. Transplantation [is] unlike most medical procedures because
it relie[s] on a very scarce resource: an organ voluntarily donated by another
human being’ (2010:63). The ethical issues underpinning live kidney trans-
plantation relating to the safety of donors, and concerns about altruism and
coercion, are what make this such a unique and complex problem (Price, 2000).

Debate is dominated by the issue of financial incentives for live donors

Internationally, the debate about how to increase rates of live transplantation
is dominated (to the point of ‘saturation’ according to Scheper Hughes [2007])
by the controversial question of whether financial incentives for live donors
should be introduced. Those such as Satel (2008) argue that relying on altru-
ism alone to ensure a sufficient supply of donors has failed as a strategy, while
others such as Davis (2011) believe that there are a range of other options that
can, and should be tried, before turning to financial incentives.

As Mendoza has noted, however, the significant ethical and moral challenges
inherent in such proposals ‘outweigh the benefits of a legalised kidney market
from the standpoint of most governments’ (2010:264). In the meantime, pa-
tients continue waiting for a deceased donor with a reducing chance of success.

In New Zealand, there has been very little public debate about whether or
how to increase rates of live kidney transplantation, with most focus on or-
gan donation being on deceased donors. Changes to the Human Tissue Act,
debate about Jackie Blue's Human Tissue (Organ Donation) Amendment Bill,
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and the Ministry of Health’s review of the regulation of human tissue, for
example, were all primarily about deceased organ donation (see for example
Hansard 2006a, Hansard 2006b, Ministry of Health 2004). Occasionally, live
kidney transplantation appears in the media under headlines such as ‘Calls to
pay donors for their organs’ (Hunt, 2010), a suggestion that was immediately
dismissed by the Minister of Health who said, ‘We are not going to create a
market for human organs by paying people to donate. To do so would create
significant ethical issues’ (as cited in Hunt, 2010). Consultation for the review
of regulation of human tissue also found virtually no support for financial
incentives for live donors (Ministry of Health, 2004).

Ethical concerns about coercion, exploitation of donors and commodification
of bodies underpin debates about financial incentives (see for example Fried-
man & Friedman, 2006; Hippen, et al., 2009; Price, 2000; Roth, 2007; Rothman,
2003). From a practical point of view, a narrow focus on financial incentives
may have the effect of distracting attention from other potential options that
may be less ethically controversial and more feasible to introduce.

The policy question

In summary, live kidney transplants have now been performed for over 50
years internationally and are part of the standard set of services provided to
renal patients in New Zealand. They are generally regarded as a legitimate,
ethical, safe and cost effective treatment when carried out in the right circum-
stances (Omar, et al., 2010; World Health Organisation, 2008). However, the
growing gap between supply and demand requires new strategies to address
the shortage of transplants. The policy question, then, is not whether or not to
do live transplants but whether, and how, to find new ways to meet the demand
that is not only effective but socially and ethically acceptable.

THE EXISTING KNOWLEDGE BASE
Current knowledge base

Much of the existing New Zealand organ transplantation research focuses on
deceased transplantation more than live (see for example Phoenix Research,
2007). Mauri Ora Associates has carried out research into the barriers to trans-
plantation (both live and deceased) for Maori and Pacific peoples, but focusing
only on the perspectives of health professionals (Mauri Ora Associates, 2009a,
2009b). Shaw’s research offers wider perspectives about New Zealand attitudes
to organ donation (Shaw, 20104, 2010b) as does Webb and Shaw’s article in this
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volume. There is little, if any, research specifically focused on the question of
how rates of live renal transplantation might be increased and the range of
options that could be considered.

My own experiences as a donor and speaking with a number of other donors,
patients, and friends and family, prompted my initial thinking about the fac-
tors that might affect people’s willingness to donate. For example, I have been
struck a number of times by the lack of quite basic information about trans-
plantation that even close friends and family of patients seem to have, such as
the consequences of having only one kidney or the likelihood of being a match
with someone you are not related to. Given this is the pool from which most
live donors are drawn, this lack of information may act as a barrier to donation.

Internationally, a range of strategies has attempted to address the possible bar-
riers to live kidney transplantation (Davis, 2011). No country has managed
to eliminate the gap between supply and demand; but the variation in live
transplant rates internationally may provide some insights into which strate-
gies might be more or less effective (Horvat, et al., 2009). In this section, I give
a brief, and by no means comprehensive, overview of some of the key issues
in the international, and some local, literature including: donor recruitment,
information and education; compensation for donors; kidney paired exchange
schemes; the role of beliefs and attitudes; and the importance of institutional
and organisational arrangements.

Donor recruitment, information and education

The role of information and education in decisions to donate or not has been
the subject of several studies, including what potential donors know about
live donation, their fears and preferences, but also the fears, preferences and
knowledge of potential recipients. Boulware et al. (2002) found that factors in-
fluencing the hypothetical willingness to donate to a relative included the time
required for recovery in hospital and the size and appearance of the surgical
scar. Like Waterman et al. (2006), they found many potential donors were not
aware that newer laparoscopic techniques have greatly reduced pain, recovery
time and the resulting scar.

Potential donors may also overestimate the risk of short- and long-term com-
plications of live donation. Concern about long-term consequences of having
only one kidney is one of the most common worries among potential donors,
their families, and patients. Kranenburg et al. (2007) found that the main rea-
son for reluctance to donate is fear for one’s health after donation, while Boul-
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ware ef al. (2002) comment that unrealistic concerns may act as disincentives
to live donation. Stothers et al. found statistically significant differences in the
knowledge of donors and non-donors on basic questions such as ‘a person
cannot spare a kidney because they are vital organs required for a healthy
life’ and ‘long-term health problems in live donors are very rare after kidney
donation’ (2005:1109).

Patients also typically overestimate the risks to donors and underestimate the
positive feelings that donors typically have about donation which may impact
on their willingness to ask a potential donor (Waterman, et al., 2006).

Alongside this, many people underestimate the seriousness of kidney disease
and the benefits of a transplant to a kidney patient, not realising that it is a
fatal disease and that dialysis is a far less effective treatment than transplants.
Richards suggests that diseases such as cancer and AIDs ‘carry an entirely dif-
ferent symbolic significance to kidney failure, although all are fatal if left un-
treated’ (2008:1718). One Australian doctor commented on the reaction most
people have to a diagnosis of cancer compared to renal failure saying, ‘People
react really well when I tell them they’re going to have to go on dialysis even
though the life expectancy is about three years. They react much worse when
it’s prostate cancer with an expectancy of closer to 10 years’ (as reported in
Hudson, 2008).

In the transplantation field itself, this has often been reinforced with heart,
lung and liver transplants often being referred to as ‘life saving’ while kidney
transplants are referred to as being about improving ‘quality of life’ (Sharp,
1995). Organ Donation New Zealand’s website currently states that, ‘people
waiting for a heart, lungs or liver will die without a successful transplant while
those waiting for a kidney transplant lead lives restricted by long-term dialysis
treatment’ (Organ Donation New Zealand, 2008).

Potential donors may not even be aware that they could donate, with many
people not knowing that, with advances in immunosuppressive medication,
donors no longer have to be genetically related (see Delmonico & Dew, 2007).

A significant issue is that patients themselves are usually responsible for find-
ing their own donors as many health professionals feel that it is not their role
to recruit donors. This has been the case since the early days of transplantation.
Fox and Swazey, for example, found that physicians were concerned to ensure
that they avoided any sense of pressure or coercion of potential donors who
may already feel a sense of familial obligation to donate, noting that ‘physicians
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have used the term ‘moral blackmail’ to conceptualise a subtle but very power-
ful form of organ extortion that can inadvertently result from their zealousness’
(1978:7). Likewise, in recent NZ research:

Most members of the transplant teams were adamant that it was
not their role to seek out donors, and many felt that any behaviour
that might lead to the perception that they were ‘chasing’ a donor
would be at best unprofessional and at worst unethical. This led to
the widespread practice of leaving donor recruitment squarely in the
hands of the patient and whanau many of whom... were uncertain
or apprehensive about initiating such discussions (Mauri Ora As-
sociates, 2009a:27).

For patients, asking someone to consider being a donor can be very diffi-
cult. Barnieh et al. (2011) found in a survey of people on the waiting list for
a transplant, that 71 per cent of respondents identified not knowing how to
ask someone for their kidney as the most significant barrier they faced. This
difficulty can be based around concern for the donor’s wellbeing, not want-
ing to pressure someone, embarrassment if they said no, not wanting to owe
someone, guilt about the pain and costs involved for the donor, worry that the
donor would later regret the decision, and concern about the impact on the
relationship (Kranenburg, et al., 2007; Reese, et al., 2008; Rodrigue, Cornell,
Lin, Kaplan, & Howard, 2007; Waterman, et al., 2006).

Kranenburg et al. note that patients may feel that even sharing information
or inviting their potential donors to an information meeting on live kidney
donation, is a veiled way of asking for a kidney... The majority of patients on
the waiting list are willing to accept a living kidney donor but are reluctant to
discuss the issue of living donation with their potential donors’ (2007:970-971).
Many people needing transplants consequently never ask anyone and instead
wait for someone to volunteer (Kranenburg, et al., 2007; MacFarquhar, 2009;
Waterman, et al., 2006). The importance of supporting patients to actively re-
cruit donors is seen in studies showing that patients will interpret the absence
of an unsolicited offer as lack of interest, whereas up to 30 per cent of potential
donors who had not been asked indicated a willingness to consider live dona-
tion (Kranenburg, et al., 2007). Healy (2006) notes the importance in blood
donation of ‘the ask citing surveys of non-blood donors who said the most
common reason for not donating was that they had not been asked.

Internationally, suggestions relating to LRT for improving donor recruitment
processes have included: better information and education for both recipients
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and potential donors (Barnieh, ef al., 2011; Stothers, et al., 2005; Waterman, et
al., 2006); training and support for patients in how to approach potential live
donors (Reese, et al., 2008; Sanner, et al., 2011); and facilitated information ses-
sions with family and friends of patients by social workers or trained educators
(MacReady, 2009; Rodrigue, et al., 2007). Others have advocated a more active
role for transplant clinic staff themselves in donor recruitment, similar to the
approach taken in Norway where health professionals ask potential donors on
behalf of a patient (Hilhorst, et al., 2007; Kranenburg, et al., 2007).

Compensation for donors

Other barriers may include the costs faced by donors, in particular loss of
income while recovering from surgery, typically four to six weeks (Clarke,
Klarenbach, Vlaicu, Yang, & Garg, 2006). My experience has been that debates
in New Zealand about compensation for lost income often suffer from confu-
sion with debates about financial incentives, that international bodies regard
as being quite clearly separate. The World Health Organisation’s (2008) guiding
principles on organ donation, for example, confirm that compensation, includ-
ing for lost income, is acceptable while payment (or incentives) is not. The
Ministry of Health has reported that compensation for donors was generally
supported in consultation on the Human Tissue Bill, although a small minor-
ity thought that even compensation would represent commercialisation and
lead to a market culture, rather than a gift culture (Ministry of Health, 2004).
New Zealand currently only compensates donors for lost income to the level
of the Sickness Benefit (Ministry of Social Development, 2011) which may act
as a deterrent to some potential donors, or at least delay when a transplant can
be carried out while donors provision for the time they have oft work. This
extra time on dialysis could well have a negative impact on the success of the
transplant.

Utilisation of donors - kidney paired exchange

An area of focus internationally, and more recently in New Zealand, is how to
utilise those people who do come forward as donors but who are not a suitable
match for the person they are hoping to donate to. One estimate suggests that
as many as 30 per cent of willing otherwise suitable donor/recipient pairs do
not proceed to transplantation for this reason (Ferrari & De Klerk, 2009). In
order to overcome this problem, several countries have introduced paired ex-
change schemes in which two pairs of incompatible donor/recipients exchange
donors. The transplants are performed simultaneously to avoid the risk of
one donor pulling out once their person has received a kidney from the other
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donor. Ferrari and de Klerk (2009) suggest that routine two-way or three-way
paired exchange and altruistic donor chains could increase rates of kidney
transplants by between seven per cent and ten per cent. Legislative, ethical,
logistical and financial barriers have all had to be addressed in establishing
successful schemes internationally (see for example Remco Coppen, Friele,
van der Zee, & Gevers, 2010; De Klerk, et al., 2005; Ferrari & De Klerk, 2009;
Gentry, Montgomery, & Segev, 2011).

Beliefs and attitudes

It is difficult to know what impact beliefs and attitudes of individuals or groups
can have on decisions to donate or accept a transplant. It should be noted that
there is often a conflation in the literature between deceased and live organ
donation although, as Sharp notes, there are some important differences, not
least because of the ‘shadow of death’ that pervades deceased but not live do-
nation (Sharp, 2006:6) and subsequent beliefs and attitudes. It can be difficult
to know whether views about deceased donation, which are more commonly
researched, spill over or influence views about live donation.

International research often shows that stated attitudes about organ donation
do not correspond with behaviour, especially for deceased donation where
opinion polls often show very high levels of public support for deceased organ
donation but with very low rates of actual donation or registration as a poten-
tial donor (Harrison, Morgan, & Chewning, 2008; Moloney & Walker, 2002).
Others have argued that so-called ‘fundamental beliefs’ are often not fixed but
open to change (Hilhorst, et al., 2007), while others have found that views
about the desirability, or not, of transplantation are highly contextual and can
depend on individual circumstances (Moloney & Walker, 2002), for example,
when someone finds they or a loved one needs a transplant.

In the New Zealand context, the question about the role of attitudes and beliefs
is particularly pertinent to whether Maori and Pacific cultural beliefs about, for
example, the body, death and dying can help explain differences in transplant
rates between ethnic groups. Lewis and Pickering suggest this may be a possi-
ble factor although, note that these beliefs are not homogeneous within groups
(Lewis and Pickering, 2003). Mauri Ora Associates also note that there is an
‘enormous range of views and attitudes about transplantation and donation
within the Maori and Pacific communities’ (2009a: 4). The Ministry of Health,
in its consultation on the review of the regulation of human tissue, found that
there were some Maori who expressed views about the body and organ trans-
plantation such as ‘whakapapa is affected and the body can never be separated
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from the spiritual in a Maori sense’ (Ministry of Health, 2004:16), while others
did not. Attitudes about organ transplantation within Pacific groups were also
found to be different between younger and older people. Mauri Ora Associates
found that clinicians felt that Maori and Pacific were willing to accept trans-
plants, noting that, there were no clinicians who agreed with the statement
‘Maori and Pacific people are generally uninterested in transplants, with many
saying ‘they are just as keen’ and ‘they are all interested’ (2009a:12). Mauri Ora
Associates concluded that ‘(t)here is no single Maori or Pacific view that is
universally accepted and/or enforced’ (2009a:9).

As well as acknowledging the variety of views within groups, it is important
to distinguish between how beliefs might impact differently on deceased and
live organ donation. Traditional Maori beliefs, for example, may be particularly
relevant to deceased organ donation but, as Lewis and Pickering (2003) point
out, may be less relevant to live donation which may be considered more ac-
ceptable, especially within whanau. The challenge for policy and practice is
how to effectively accommodate this variety of views, and not to exacerbate
the lower rates of Maori and Pacific transplantation for example, by denying
options to members of these groups to either donate or receive organs.

The importance of systems, institutions and organisations

While much of the literature focuses on the motivations and willingness of
individuals to donate, a system-level approach, with a focus on the institutions
and organisational context within which live transplantation occurs, may also
be important. Healy’s research into deceased donor organ and blood donation
systems highlighted the importance of institutional and organisational factors
in affecting donation rates. He argues that altruism in these contexts often
needs to be facilitated, for example, rather than assuming that people will come
forward spontaneously, a direct request can often be important. He found that
non-blood donors, for example, frequently cited ‘not being asked’ or ‘lack of
opportunity’as the reasons for not donating. As he says, ‘without the logistical
effort that makes it possible to donate, possessing the willingness to give would
not have any practical consequences’ (Healy, 2006: 69).

Other system level barriers may also exist, such as the capacity of transplant
programs to evaluate potential donors within a reasonable timeframe and to
actually carry out transplant surgery, for example, the number of theatre slots
available each month for transplants. It has also been suggested that the pric-
ing model in the New Zealand health system (where DHBSs pay each other for
services provided) may act as a disincentive to carrying out more transplants

73



Article - Martin

because the price paid for transplants by non-transplanting baBs does not
reflect the true cost to the transplanting puBs. This means they are subsidising
those pHBs that send their patients to other pHBs for transplants (Ashton &
Marshall, 2007).

CONCLUSIONS

In conclusion, the gap between supply and demand for renal transplants is
a significant and growing problem for both patients and government. The
shortage of deceased donors makes LRT an important option for policy mak-
ers and health managers to consider, both in order to improve outcomes for
renal patients and to reduce fiscal pressure on the health system. The difficulty
of finding effective and acceptable solutions should not be underestimated,
however, with the need to balance the desire to provide an effective treatment
for patients with the need to minimise risks to donors, including avoiding un-
due pressure or coercion of potential donors. The brief review of the literature
above gives some idea of the range of factors that may influence rates of LRT
and provides a starting point for considering strategies for increasing current
rates. Many of the specific initiatives mentioned in the international literature
already exist to a greater or lesser extent in New Zealand transplant services.
There is, however, little New Zealand-based research about the barriers to LRT,
ways to enhance our existing policy and practice, or what new strategies may
be effective for reducing the growing gap between supply and demand.

I suggest there is a need for research in New Zealand that focuses specifically
on these issues and am currently undertaking research as part of my PhD in
Public Policy at Victoria University of Wellington with the aim of informing
policy and practice relating to LRT in New Zealand. I also suggest that as a
‘wicked’ policy problem, it is important to consider a range of options and un-
derstand the issue from many different perspectives, including those of people
with end-stage renal failure, recipients of live transplants, live donors, health
professionals, and others. Systemic and institutional factors, as well as factors
at the individual or family level, also need to be considered in addressing this
complex problem.

NOTES
1 Waiting list numbers fluctuate during the year as individuals come on to the list,

leave it (due to death or receiving a transplant) or are temporarily suspended
due to ill health. The official numbers for each year are calculated as at 1 January
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of the following year and include both active and suspended patients (personal
communication, Organ Donation New Zealand, 4 February 2011).

2 2009 waiting list figure supplied by opNz (personal communication 4 February,
2011).
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