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1. Introduction

The UK’s Organ Donation Taskforce brought policy and resource focus to tackling
transplant-related inequalities. In its first report, they stated, ‘There is an urgent requirement
to identify and implement the most effective methods through which organ donation and
the “gift of life” can be promoted to the general public, and specifically to the BME (Black
and minority ethnic) population. Research should be commissioned through Department of
Health Research and Development funding’ (Department of Health 2008a). The Taskforce’s
second report stated that “The Taskforce strongly recommends that the Programme Delivery
Board builds on the foundations of the interviews with faith and belief groups...., to ensure
that the valuable dialogue that was established is maintained” (Department of Health
2008b).

These recommendations were in response to the plethora of evidence that highlights the
variation in - demand for, access to, and waiting times for - transplant services in the UK.
These variations impact upon minority ethnic communities in particular. The solutions to
rectifying this situation are complex and require a holistic approach that considers both the
short-term requirement to increase the number of organ donors from minority ethnic
groups, and the longer term focus to decrease the number of minority ethnic patients
requiring a transplant, via preventative strategies.

2. Background

South Asians (those originating from the Indian subcontinent - India, Sri Lanka, Pakistan
and Bangladesh) and African-Caribbean communities have a high prevalence of Type 2
diabetes (Riste et al., 2001; Forouhi et al., 2006; Roderick et al., 2011). A further complication
is that diabetic nephropathy is the major cause of end-stage renal failure (ESRF) in South
Asian and African-Caribbean patients receiving renal replacement therapy (RRT), either by
dialysis or transplantation (Roderick et al., 2011). Furthermore, South Asians with diabetes
are at much greater risk of developing ESRF compared to “White” Caucasians (Riste et al.,
2001; Forouhi et al., 2006; Roderick et al., 1996). Thus, not only are South Asians and African-
Caribbeans more prone to diabetes than Whites, they are more likely to develop ESRF as a
consequence.
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4 Organ Donation and Transplantation — Public Policy and Clinical Perspectives

Importantly, the South Asian and African-Caribbean populations in the UK are relatively
young compared to the White population. Since the prevalence of ESRF increases with age,
this has major implications for the future need for RRT and highlights the urgent need for
preventive measures (Randhawa 1998). The incidence of ESRF has significant consequences
for both local and national NHS resources.

Kidney transplantation is the preferred mode of RRT for eligible patients with end-stage
renal failure. There are currently approximately 8,000 people on the transplant waiting list
in the UK - the majority waiting for kidney transplants, but substantial numbers also
waiting for heart, lung, and liver transplants. However, a closer examination of the national
waiting list reveals that some minority ethnic groups are greater represented than others.
For example:

e 1in 5 people waiting for a transplant are from the African-Caribbean or South Asian
communities (Table 1).

Organ awaited
Total
Ethnicity | Kidney |Pancreas| K & P | Heart | Lung |Heart/lung| Liver |Multi-organ
N %N % |N %N %|N %|N % |N % N N %

White 6802 74.7|77 92.8 |346 93.3|90 90.9|1222 96.1| 10  83.3 |277 82.7 24 7848 76.5
Asian 1360 149 2 24 |18 49|5 512 09| 2 167 |37 11 0 1426 13.9
Black 700 7712 24 |3 081 1|5 220 0 6 1.8 0 717 7.0
Chinese | 97 11(0 0 |1 031 1|0 0|0 0 2 06 0 101 1.0
Mixed 9 02|{0 0 |0 OO0 O|O0O O] O 0 0 0 0 19 02
Other 125 1412 24 |3 082 2|2 09]0 0 |11 33 0 145 14
Notrec. | 6 010 0 |O OO0 0|0 0O 0 2 06 0 8 01
Total 9109 83 371 99 231 12 335 24 10264

Source: NHS Blood & Transplant, 2009
Table 1. Patients listed (active or suspended) for an organ transplant in the UK as at 31st

December 2008, by ethnic origin and organ

e 14% of people waiting for a kidney transplant are South Asian and over 7% are African-
Caribbean (Table 2), even though they compromise only 4% and 2% respectively of the
general population.
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Age Ethnic origin Total
(yrs) White Asian Black Chinese | Mixed Other Not rec.

0-9 0.5% 0.9% 0.4% 0.0% 5.3% 0.0% 0.0% 0.6%
10-19 1.2% 2.3% 1.4% 1.0% 5.3% 0.0% 0.0% 1.4%
20-29 6.2% 7.4% 4.4% 4.1% 10.5 7.8% 0.0% 6.3%
30-39 11.7% 13.1% 16.6% 9.2% 21.1% 18.0% 16.7% 12.3%
40-49 22.7% 20.8% 34.3% 17.4% 21.1% 28.1% 66.7% 23.3%
50-59 25.0% 31.1% 23.0% 40.8% 21.1% 25.0% 0.0% 25.9%
60-69 24.6% 19.4% 15.7% 21.4% 10.5% 15.6% 16.7% 23.0%
70-79 7.9% 4.9% 4.0% 6.1% 5.3% 5.5% 0.0% 7.1%

80+ 0.1% 0.1% 0.1% 0.0% 0.0% 0.0% 0.0% 0.1%
Total 7166 1378 703 98 19 128 6 9498

Total % 75.5% 14.5% 7.4% 1.0% 0.2% 1.4% 0.0%
Pop % 92.1% 4.0% 2.0% 0.4% 1.1% 0.4%

Source: NHS Blood & Transplant, 2009

Table 2. % registered (inc suspended) on list for a kidney (inc. kidney/pancreas) transplant

in UK as at 31 December 2008, by age decade and ethnic origin

e South Asian people are also more likely to need a liver transplant. While 4% of the UK
population are South Asian, Asian people comprise over 10% of the liver transplant list
(Table 3). This is because viral hepatitis - hepatitis B & C - that can lead to liver damage

and liver failure is more prevalent in the South Asian population.

Age Ethnic origin Total
(yrs) White Asian Black Chinese Mixed Other

0-9 14 1 0 0 0 0 15
10-19 8 1 0 0 0 1 10
20-29 15 3 1 0 0 3 22
30-39 21 1 1 0 0 1 24
40-49 55 11 0 0 0 2 68
50-59 109 16 4 0 0 2 131
60-69 75 4 0 2 0 3 84
70-79 1 0 0 0 0 1 2
Total 298 37 6 2 0 13 356
T‘,’,/f)“l 83.7% | 10.4% | 1.7% 0.6% 0.0% 3.7%
Pop % | 921% 4.0% 2.0% 0.4% 1.1% 0.4%

Source: NHS Blood & Transplant, 2009
Table 3. Number registered on list for a liver transplant in UK as at 31 December 2008, by

age decade and ethnic origin
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e Just 1% of people registered on the Organ Donor Register are South Asian and 0.3% of
people registered are African-Caribbean

e 1.2% of people who donate kidneys after their death are South Asian and 0.7% are
African-Caribbean (Table 4).

Ethnic origin
Donor type - - - - Total
White | Asian | Black | Chinese | Mixed | Other
Deceased 2135 33 19 4 11 5 2207
% 96.7% 1.5% 0.9% 0.2% 0.5% 0.2%
Living 2103 142 93 11 8 42 2399
% 87.7% 5.9% 3.9% 0.5% 0.3% 1.8%

Source: NHS Blood & Transplant, 2009
Table 4. Kidney donors in UK, Jan 04 - 2006-2008, by donor type and ethnic origin

e South Asian and African-Caribbean people wait on average twice as long as White
persons for a kidney transplant. White patients wait on average 722 days, Asian
patients wait 1496 days and Black people wait 1389 days (Table 5).

. . . Average wait

Ethnic origin me diargl (days)
White 722
Asian 1496
Black 1389
Other 948

* based on registrations in 1998-2000
Source: NHS Blood & Transplant, 2009

Table 5. Time actively registered on list for kidney transplant, UK*

e 1 in 8 people who died waiting for a transplant in 2006 were of African-Caribbean or
South Asian origin (Table 6)

](E):—Illgnllrf Kidney |Pancreas| K/P | Heart | Lungs | H/L | Liver | TOTAL | %
White 212 - 9 24 50 7 81 383 85.5
Asian 34 - - 3 - - 8 45 10.0
Black 10 - - 1 - - 1 12 2.7
Chinese 3 - - - - - - 3 0.7
Mixed 1 - - - - 1 - 2 0.4
Other 1 - - 1 - - 1 3 0.7
TOTAL 261 - 9 29 50 8 91 448

Source: UK Transplant, 2007
Table 6. Patients dying in 2006 whilst list for a transplant
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3. Improving access to services

Research evidence has consistently demonstrated that the quality of diabetes and renal care,
patient compliance, and knowledge of diabetes and its complications is lower among South
Asians and African-Caribbeans (Gholap et al, 2011; Randhawa et al, 2010a; Wilkinson et al,
2011a). The UK’s Department of Health has responded to this evidence by publishing a
series of standard-setting documents that seek to influence public health interventions and
clinical practice by highlighting the health inequalities that exist and encouraging the early
identification and treatment of ‘at-risk’ populations. For example, The Diabetes National
Service Framework (NSF) highlights the importance of improving access to services, in
particular to meet the needs of minority ethnic groups (Department of Health 2002). The
document also stresses the need to develop tailored education programmes to tackle issues
such as diet, exercise, obesity, and treatment adherence. In a similar vein, this theme is
continued within the Renal Services NSF, which also recognises the need to develop
culturally-competent education programmes for the diverse renal patient population
(Department of Health 2004). Within primary care, the Quality and Outcomes Framework
(QOF) introduced standards for monitoring diabetes and kidney disease in 2006. These
standards sought to ensure ‘at-risk” patients were assessed and treated much sooner within
primary care than was previously the case. A recent audit of these policy initiatives suggests
that clinical practice may be improving (Wilkinson et al, 2011b).

4. Improving transplantation rates

A range of studies have documented that a lack of awareness concerning organ donation
and transplantation among minority ethnic communities is the over-riding reason for the
lack of donors from these communities. This tragically translates into higher refusal rates
among non-white families (69%) compared to white-families (35%) in hospitals (Barber et al,
2006; Department of Health, 2008a; Perera and Mamode, 2010).

4.1 Increasing awareness of the need for organ donors among the African-Caribbean
and South Asian communities

It is interesting to note, that once minority ethnic communities are engaged with the issue of
organ donation, they are keen to lend their support and encourage their communities to
sign up as organ donors (Exley et al 1996, Darr and Randhawa 1999, Hayward and Madill
2003, Alkhawari, Stimson and Warrens 2005, Davis and Randhawa, 2006, Morgan et al
2006).

Religion has also been a key influencer in the decision to donate organs or not (Randhawa et
al 2010b, Hayward and Madill 2003, Alkhawari, Stimson and Warrens 2005, Davis and
Randhawa 2006). Although religious interpretations are not explicit in their reference to
organ donation as religious scriptures were written prior to the development of
transplantation, most interpretations are broadly supportive of organ donation. However,
there are some differences in opinion among some religious scholars and consequently it is
imperative to support these scholars in developing an informed debate amongst their peers
to reach some consensus. Subsequent to this, there is a need to identify how best to
encourage religious ‘stakeholders’ to engage with their local community concerning the
issue of organ donation and transplantation.

www.intechopen.com
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In an effort to increase knowledge and awareness of organ donation among minority ethnic
communities there have been a series of BME organ donor campaigns led by NHS Blood &
Transplant since 2009. These campaigns have included a series of community-based events
taking place in areas of high BME-population density, supported with a range of
educational materials (including religious leaflets, posters, podcasts, etc). It is too soon to
comment on the success of these campaigns.

5. Looking to the future

It is clear that black and minority ethnic groups are disproportionately affected by renal
health problems both in terms of access to appropriate services, a higher prevalence of renal
complications, a reduced likelihood of a transplant, and longer waiting times on the
transplant waiting list. Solutions are multi-faceted requiring a focus on the prevention of
long-term conditions as well as the need to transplant patients with organ failure.

Meaningful public engagement is critical to developing tailored community education
programmes that can focus both on the need to prevent and manage long-term conditions, and
also focus on the need for increased organ donors from all ethnic backgrounds. This is a difficult
challenge as many of these communities live within the most deprived (and hard-to-engage)
communities in the UK. Not only should we engage the public with the discourse of ‘disease
prevention” as well as ‘organ donation’, but there is a need to identify whether the social class of
a patient and/or their family influences live donation, as this may have implications for current
reimbursement arrangements. This issue may have particular relevance to minority ethnic
groups who experience the greatest levels of deprivation in the UK.

It has been suggested previously by commentators that religion acts as a prohibitor to organ
donation among the South Asian population, but empirical research seems to suggest
otherwise. The position of one's religion towards donation is used by individuals as a
helpful guide in reaching their decision as to whether to donate or not (Randhawa et al,
2010b). The introduction of community-based information programmes need to be
evaluated to assess whether this impacts upon the number of African-Caribbeans and South
Asians on the Organ Donor Register. Indeed, all public organ donor campaigns should be
formally evaluated to identify which members of the public benefit from such campaigns
and to identify which members of the public are still not being reached. Moreover, research
should be commissioned to identify how best to unravel public concerns that are ‘cultural’
as opposed to ‘religious” (Randhawa et al, 2010c).

The Potential Donor Audit (an audit developed to identify the true potential for organ
donation from dead donors, together with the reasons for non-donation) has highlighted the
higher refusal rate for non-White potential donors compared with White potential donors
(Barber et al, 2006). It is essential to ensure staff at the front line charged with approaching
families for donor requests, known as Specialist Nurses for Organ Donation (SNODs), are
provided with relevant training to ensure they are able to meet the needs of families from a
range of ethnic and faith backgrounds.

6. Conclusion

Inequalities in renal and transplant services are well documented in the research literature
and policymakers have sought to ensure that clinical guidance and public education
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campaigns are attuned to addressing the inequalities gap. Policy documents such as the
Diabetes NSF, Renal Services NSF and QOF are heralded as landmark documents as they
offer the prospect of national minimum standards for clinical care and the identification and
treatment of ‘at-risk’ populations. The development of community-based organ donor
campaigns are a recent development in the UK and have the potential to offer a more
meaningful route to public engagement.

Whilst this paper has been confined to the narrow focus of ethnicity. It is worth noting that
this is the case because of the availability of transplant-related data in the UK. It is likely,
that similar to other areas of healthcare, that issues such as social class, gender, age,
ethnicity, religion, gender, and education have a complex inter-relationship on renal health
and transplantation. Therefore, it is imperative that such information is routinely collated
and analysed to inform policy and practice.
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