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Abstract 

This dissertation examines the reasons why many African Caribbean people in the UK are reluctant to 

become organ or tissue donors: Employing a qualitative, ethnographic method to engage with a 

community organisation run by and for African Caribbean people, it seeks to interrogate the conclusions of 

work carried out in the USA, which suggests that people from ethnic minority groups do not want to 

donate due to religious beliefs about bodily integrity and ‘superstitions’ regarding how organ donors might 

be treated by medical professionals. Noting the prevalence of the language of ‘gift exchange’ in registration 

campaigns in the UK, this study found that experiences of social exclusion and/or rejection play a 

considerable role in forming negative attitudes towards donation, as well as dissuading people from 

engaging with the campaigns used by public bodies to increase donation from ethnic minority groups. The 

research, however, was limited to one site and concludes by calling for a renewed commitment from the 

NHS and other organisations, to engaging in dialogue and collaborative research with grassroots 

community organisations in the UK.  
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Chapter 1 - Introduction 

Organ and tissue transplants have saved thousands of lives since the 1950s. However, if necessary body parts 

cannot be supplied by a living donor, the actualisation of such miraculous potential requires death. In 

England, the availability of organs for transplants is determined by the number of people who register 

consent for their organs to be used after their death, or whose relatives make that decision for them after 

they have died. Stem cell donation from bone marrow, a form of live transplant, was also began in the late 

1950s (Hamilton,2012;211-2) and is used to treat patients with Leukaemia and other blood disorders. Both 

the first bone marrow transplant and the first organ transplant were carried out between identical twins 

(Reinsmoen & Ward,2003; 18), meaning that the genetic profiles of donor and recipient were also identical. 

Clearly, not all patients in need of transplants are lucky enough to have a genetic double at their disposal 

and must make do with the closest match available. Those organs which are only available from deceased 

donors require a match in the blood type of the donor and recipient. Demand for organs exceeds supply and 

many people continue to die while waiting for a transplant.      

 According to a number of relevant organisations, including NHS Blood and Transplant services 

(NHSBT), Anthony Nolan and the African Caribbean Leukaemia Trust (ACLT), non-white patients in need of 

bone marrow or organ transplants in the UK are far less likely to find a match than their white counterparts. 

This, it is claimed, is because of a shortage of potential donors from such ‘minority’ groups, who are less 

likely than White, Northern European British people to either register as organ or bone marrow donors, or 

to give permission for the organs and/or tissue of their loved ones, who have not made their intentions clear 

while alive, to be donated post mortem. Because certain biological markers, including Blood Group and 

Human Leukocyte Antigen (HLA), which need to be matched for a transplant to be successful, are more likely 

to be shared by people of similar ‘ethnicity’, a lack of potential donors from a patient’s ‘ethnic group’ makes 

it considerably less likely that a match will be found for them. The demographics of donor registers will 

therefore influence the chances of a particular patient receiving a successful transplant. The effects of 

disparities in donor registration are also heightened by the high per capita rates of such chronic health 

conditions as Diabetes, Hypertension and Heart Disease among certain minority groups, including African 

and African Caribbean communities (Robinson, Gerbensky Klammer et al.,2014;1858).   

 When researching public education campaigns on this issue, including those commissioned by NHSBT, 

ACLT and Anthony Nolan, as well as those from abroad, I was struck by the pervasive metaphor of ‘the gift 

of life’: The use of such language alerted me to the possibility of looking at this issue through the 

anthropological theory of ‘gift exchange’. I began to question whether assumptions were being made by 

these organisations when they used such imagery: Could it be assumed that everyone would see the giving 

of life to another person after their death as an unambiguously good thing to do? Does the argument that 

an individual no longer has need of their organs and tissues after their death seem correct to everyone, or 

does it assume a Cartesian model? Is it really that unreasonable for people to feel reticent about offering up 

their bodies to unknown others in this way when they cannot always be sure that they will be treated with 

dignity and respect when they are alive? Considering the history of the use and abuse of ‘black’ bodies by 

colonial and post-colonial institutions, often in ways that are cast as having unambiguously positive 

implications for humanity at large, e.g. the removal of bodies without permission for the purpose of 

dissection in medical schools in the Southern US states (Washington,2006;118-9, Savitt,1981;281-309), can 

people of African and African Caribbean heritage really be expected to commit to organ and tissue donation? 
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By focusing on the other issues, such as religion and moral duty, rather than discussing the legacy of these 

histories openly, are agencies such as those mentioned above, missing out on a key part of the discussion 

needed to solve the inequality which exists in transplant medicine?     

 These thoughts led to the formulation of a series of research questions, which inform this 

dissertation: 

1) What are the reasons behind the reluctance of many ‘African’ and ‘African Caribbean’ people in the 

UK to donate organs, tissue and/or bone marrow? 

2) To what extent are attitudes to donation linked to the experiences of African/African Caribbean 

populations in the UK?  

3) How do these same experiences inform their attitude to the ‘gift exchange’ discourse employed by 

those who encourage donation? 

In the following text, the term ‘African Caribbean’ is used to refer to individuals, or the descendants of 

individuals, who moved to Britain from the Caribbean, and whose ancestors were from Africa. 

 Methodology 

 An ethnographic approach, incorporating participant observation and semi-structured interviews seemed 

the most appropriate way to conduct the research for this project, despite the relatively short time available. 

Having surveyed the literature on the shortage of organ and tissue donors from African and African 

Caribbean backgrounds in the UK, I noted that while statistics on the demographic composition of both donor 

registers and transplant waiting lists were available, there was a lack of anthropological work on donation 

and transplantation or focused consultation with communities in the UK. This is despite a number of 

committed groups seeking to raise awareness of the issue, e.g. the ACLT, Anthony Nolan’s ‘Diversify the 

Register’ Campaign. It seemed necessary to speak to members of these communities, not only about their 

views on organ and tissue donation, but also about their attitudes towards the health service more generally 

and how they perceived their obligations and ties to societal structures as part of which ‘gifts’ are exchanged. 

Therefore, I was keen to spend a considerable amount of time in my research site/s, getting to know potential 

respondents in settings where they would feel at home and in control of the situation.   

 As a white researcher, I was conscious that I would be a visible outsider and that people might be 

reluctant to talk to me about topics which are highly sensitive and personal. Because of these potential 

barriers, I wanted to approach organisations where community leaders with long-term experience of relating 

to potential respondents might be willing to act as ‘key informants’ or ‘cultural brokers’ (National Centre for 

Cultural Competence,2004). Because I hypothesized that some of the reluctance to donate might be linked 

to negative experiences with the NHS and other government institutions, I also sought a research site which 

was not directly related to such organisations and approached a number of African and African Caribbean 

community organisations and religious groups in the city.       

 Gaining access to such groups proved difficult, largely due to the closure of many Third Sector 

organisations in the region and the time and financial pressures on those organisations which continue to 

function in this period of austerity. Many organisations seemed no longer to exist: phone-lines were dead, 

buildings empty etc. I also approached a number of organisations where it was clear that it would be 

inappropriate to conduct research. For example, I visited a support group for people who had recently arrived 

in the UK from a number of African nations, but quickly saw that the majority of people there were dealing 
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with immigration issues, as well as finding housing for themselves and their children. In addition to the 

inappropriateness of a demand for the emotional labour inherent in my research questions, language 

barriers would also have been a major issue in such a setting. I also approached a number of community 

organisations in my local area, where I was told simply to leave my details and wait to be contacted. Having 

now seen the levels of work undertaken by staff at the centre where I was able to engage, I am now 

unsurprised that I was never contacted by any of these groups.  

 The Centre 

The organisation I worked with is an African Caribbean Community Resource Centre (The Centre) on the 

outskirts of a major British city. There has been a relatively large African Caribbean community in the area 

since the early 1960s, when many people came from the Caribbean, and particularly Jamaica, to work in 

nearby factories and hospitals. The centre is situated between a Gurdwara and an Indian sweet shop, while 

shops on the nearby high street sell products from South Asia, the Caribbean and Eastern Europe, reflecting 

the diversity of the local population. During the 1964 general election, the area became the site of one of 

the most openly racist political campaigns in recent British history, and the African American civil rights 

campaigner, Malcom X visited in solidarity in the same year (Jeffries, 2014).     

 The centre opened in the 1980s, when national and local unrest led four groups to come together, 

“with the aim of having a place for African Caribbean people to socialise and hold events that bound the 

community together” (Centre website). Since then, the centre has provided an array of services, primarily to 

local African Caribbean people, but also to the wider community regardless of ethnicity: these have included 

a Supplementary School, jobseekers’ programmes and youth clubs, as well as an elderly day-care service and 

a domiciliary care service. Currently, the organisation offers only these last two services, having lost a 

considerable amount of local government funding over the last few years. It tries to incorporate a ‘health 

promotion’ agenda into the delivery of both services.       

 Despite the reduction in its capacity to deliver targeted services, the building itself is an important 

centre for those who do not require the services. On days when the elderly day-centre does not run, groups 

of men and women can be found playing dominoes. Social events are held there regularly, e.g. for the 

celebration of 50 years of Jamaican Independence in July 2017. During the period of my fieldwork, the centre 

was beginning a new project, commissioned by the local authority, engaging with elderly African Caribbean 

and African patients in local hospitals, supporting them during hospitalisation and their transition back into 

the community. Levels of commitment to the centre and the community among both staff and volunteers 

are striking. Both the manager of the Elderly Day-Care Service, Derek and the Chief Executive, Steve, have 

been involved for over twenty years. Derek’s sister is also employed by the centre and her daughter often 

spent time at the centre on her days off, sometimes bringing her young son with her. Family members of 

people who use the services are also welcomed and incorporated into the life of the centre. While many of 

the individuals making use of the day-care service are in good health, others suffer from a variety of ailments, 

including diabetes and dementia.           

 When I first visited the centre, I felt I was in the way and needed to work hard to prove that I had a 

genuine interest in the concerns and welfare of the centre, its staff and its service-users. While I have 

considerable experience of volunteering in social care settings, including in roles supporting elderly and 

disabled people, I found being introduced to staff and volunteers as a ‘research student’ as opposed to a 

‘volunteer’ by Derek led to quite a different reception from what I have experienced in the past. However, I 
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visited the centre regularly over the course of several months and, during this time, felt this situation shift: 

Over time, health and social care students from the nearby college who had been on placement at the 

beginning of my fieldwork finished their academic year and ‘the centre’ was more short-staffed. I believe 

that by registering as an official volunteer of ‘the centre’ during my fieldwork and showing that I was more 

than happy to make and serve drinks, assist with personal care and provide supervision for elderly people 

with dementia during day-care sessions rendered my research more comprehensible and my intentions less 

suspicious in the eyes of staff in particular.         

 Towards the end of my time there, Derek helped me to organise a ‘listening event’ where around 30 

service users, both from the centre and from the nearby ‘African Caribbean Mental Health Foundation’ came 

to discuss the issue of organ and tissue donation and their attitudes towards it. Following this event, a staff 

member conveyed to me her surprise that academics could be interested in ‘ordinary people’s views. As a 

key member of the team facilitating the hospital outreach service, she told me that she felt most researchers, 

and medical doctors in particular, feel that “they have fancy PhDs, but they don’t want to talk to normal 

people and they don’t know how to”. This exchange persuaded me even further of the value of ethnographic 

health and social care research, particularly when compared to using statistical analysis and/or structured 

surveying to investigate complex issues. 

Research Ethics 

To protect the anonymity of research participants all names have been changed. Because staff members 

would be easily identifiable by their positions, I have also not named ‘the centre’, or the area in which it is 

situated.             

 Staff signed consent forms and verbal consent was obtained from the group present at the listening 

event, as well as those service-users who I spoke to over the course of my fieldwork. I took advice from staff 

on obtaining informed consent from service users, as they had worked with researchers before. Due to the 

poor eyesight of some of the elderly people, Derek suggested that consent forms would not be appropriate 

and that, instead, he would introduce me and my project to the group whenever the topic was discussed and 

would ask service users to approach him if they did not want to be quoted anonymously in my dissertation. 

Particularly vulnerable people, such as those suffering from Dementia, were identified to me and I have not 

referred to any conversations with these individuals in the text.      

 This dissertation will be made available to the centre and all participants in the listening event were 

given my contact details in case of questions or concerns.  
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Chapter 2 - Literature Review 

Quantifying ‘the Problem’ 

‘Anthony Nolan’, the organisation which manages the UK’s largest bone marrow donor register states that 

individuals generally have a 60% chance of finding a matching donor from the register, this drops to 20% if 

the patient is from an African, African Caribbean, South Asian or other ‘minority’ background, because they 

are underrepresented on the register (Anthony Nolan – Facts and Stats, 20171). In 2015, Anthony Nolan 

reported that of 1,138,564 the ethnicities of potential donors were as follows: 

Table 1 - Anthony Nolan and NHS Stem Cell Registry – Annual Review 2016 

Reported Ethnicity Number of Potential Donors % of Total Registrants 

African 8756 0.77 

African Caribbean 20 847 1.83 

Northern European 885 913 77.8 

‘Other’ European 16 556 1.45 

  

As only 22% of UK patients will find a match from a family member (Ibid.), this means that those in need of 

a transplant who are from an ethnic minority are more likely to die from their illness.   

 In terms of the NHS-run organ donor register, ‘NHS Blood and Transplant’ report that while 95% of 

deceased organ donors in the UK were ‘White’ in the period between 1st April 2015 and 31st March 2016, 

only 1% were described as ‘Black’ (NHSBT, 2015/16). More focused statistics have also been produced 

regarding donors and recipients of kidneys, which require HLA, as well as blood type matching, and which 

can be taken from either deceased donor, or living individuals who are able to function will with one 

remaining or ‘spare’ (e.g. Sauls, 2012) kidney. Figure 1 shows the ethnicities of kidney donors, kidney 

transplant recipients and patients on the waiting list for kidney transplants between the 2011 and 2017: 

 

 

 

                                                           
1 https://www.anthonynolan.org/facts-and-stats 
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From this graph and the figures below it, it is clear that ‘Black’ individuals make up a considerably smaller 

percentage of kidney donors than they do of kidney recipients and waiting list patients.    

 The median number of days spent waiting for a kidney-only transplant in the UK for patients for 

different ethnicities is particularly illustrative of the effect such a disparity has on outcomes for patients in 

need of transplants. In 2015/16, ‘Black’ patients had the longest median waiting time of all the ‘ethnicities’ 

recorded by NHSBT, at 1134 days, while ‘White’ patients had the shortest at 882 days (NHSBT, 2015/16, 

Table 3). Again, these extra days can mean death for some. 

Despite the grim message of these figures, NHSBT does admit that recording the ethnicity of those who join 

the donor register, as opposed to those who have actually donated in a given year, has been severely limited 

by low levels of self-reporting at registration (NHSBT, 2016/17, 2). In 2016/17, the primary sources of 

registration were:  

1) The Driver and Vehicle Licensing Agency (58%) 

2) Online Registration (30%) 

3) GP Registration (9%) 

4) ‘Boots’ Advantage Card (2%)  

5)  NHSBT leaflet (1%) 

 

Figure 1 - NHSBT Organ Donation and Transplantation data for BAME communities - 2016/17 
(Kidney Transplant Statistics) 
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Only Online Registration includes ‘an option to record or report ethnicity’, meaning only 30% of those who 

signed up in 2015/16 recorded their ethnicity (NHSBT,2015/16). An increase in online registration in recent 

years, has led to increased reporting of ethnicity, but there are still considerable limitations on the analysis 

of the relationship between ethnicity and donor registration due to this lack of information. When analysing 

the composition of the register, NHSBT tend to extrapolate from the composition of this 30% of registrants, 

by using the demographic statistics of the UK population as a whole and come to the conclusion that BAME 

groups are under-represented on the registers. However, there is very little consideration of whether some 

people may be more likely to use online registration methods than others, or to record their ethnicity when 

the option is available, as it is not a compulsory element of registration.    

 NHSBT make use of the Potential Donor Audit (PDA) to pinpoint the barriers to donation. The PDA 

logs when patients are tested for neurological death, referred to an Organ Donation Specialist Nurse and, 

finally, when ‘consent/authorisation’ for donation was obtained from family members, noting the 

percentage of cases which move forward through the process at each stage. In terms of ethnicity, the PDA 

only records percentages of consent for ‘White’ and ‘BAME’ potential donors: 

Table 2- Authorisation/Consent Rates by Ethnicity (NHSBT 2016/17) 

Ethnicity of Potential Donor  Consent/Authorisation Rate Following ‘Brain 

Death’ (%) 

White 74.4 

Black, Asian, Minority Ethnic (BAME) 34.2 

Unknown 82.9 

  

While these figures are somewhat helpful to framing the issue of transplant inequality, in that they suggest 

that White people are the most likely to give consent for the organs of a loved one to be donated after their 

death, they fail to mention any differentiation within the problematic ‘catch-all’ acronym of BAME (Okolosie, 

Harker,Green & Dabiri,2015) and so their use in understanding people’s motivations and beliefs are limited. 

 

Why does this matter? 

Why is it that these reported shortages of ethnic minority organ and tissue donors is a matter of interest and 

concern? According to Robinson, Gerbensky Klammer et al. (2014) the situation in the USA, where there is a 

shortage of African American donors, has serious consequences, because the difficulty of finding a match for 

an African American patient from a register on which they are underrepresented is exacerbated by 

disproportionately high numbers of African Americans suffering from health problems which may lead to a 

transplant becoming necessary, e.g. diabetes and hypertension. Adnan Sharif, a kidney transplant surgeon 
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in the UK states that lower levels of donation among people from ethnic minorities contributes to the ‘longer 

median waiting times for organs’ previously mentioned. This is ‘predominantly a consequence of biological 

differences between ethnic groups because of disparate frequencies of different blood groups and particular 

combinations of alleles for human leukocyte antigen found in members of different ethnic communities’ 

(Sharif, 2013, 22).             

 HLA, described by Kierans & Cooper (2011, Pg. 12) as “a vital part of the human immune system”, 

recognizes foreign matter entering the body and rejects that matter by producing antibodies. Because these 

antigens identify ‘alien’ transplanted organs as potentially dangerous to the body, ‘the closer the HLA 

matches, the better the outcome’ for the recipient. A close HLA match is also required for bone marrow 

transplants, which are used to treat a range of conditions including Aplastic Anaemia, Thalassaemia, Sickle 

Cell Disease and Chronic Myeloid Leukaemia (Duncombe, 1997, 1179). A patient’s sibling is the most likely 

relation to be able to provide a match, but this is not always possible or successful. If a volunteer is sought 

from a donor register, HLA is more likely to be compatible if recipient and donor are from the same ‘ethnic 

background’ (Prugnolle, Manica et al.,2005).         

 In most cases, organs and tissues also need to be matched by Blood Type, some of which are more 

common in people of certain ethnicities. For example, in 2005 “in the UK, while 39% of patients of South 

Asian origin and 22% of Black Caribbean patients are blood type B, only 7% of kidney donors are of the same 

blood type” (Jacob Arriola, Perryman et al., 2007, 466). Some rare blood types are only likely to be found in 

a particular ethnic group, e.g. the U (-) and Duffy (–) subtypes which are most commonly occur among 

African, Caribbean and African American populations (NHSBT2).       

 It is difficult to know what this term ‘ethnicity’ means and where supposed boundaries between 

groups lie (Brubaker, 2009; Kierans & Cooper, 2011), but it has been suggested that the higher likelihood of 

HLA compatibility within a group of people whose ancestors came from the same geographical area may be 

due to genetic diversification as humans adapted to deal with local pathogens over time (Prugnolle, Manica 

et al, 2005). However, as full siblings have only a 25% chance of HLA compatibility (Wiener & Steffen-Smith 

et al.,2008;304), the situation may not be as starkly defined as campaigns make out.   

 Indeed, Kierans & Cooper (2011) take issue with transplant professionals’ assertions that, say, ‘Black 

people’ are likely to be similar in terms of HLA, when the reality is that enormous variation exists and that 

individuals who appear to be from very different ‘ethnic groups’ may actually prove to match e.g. a recent 

case where a bone marrow match was found for Canadian child of White European ancestry with an African 

American man (BBC News, 20173). Kierans and Cooper (2011, 11-12) suggest that transplant medics seek to 

distance themselves from sources of inequality within the system by ‘materializing’ and ‘culturalizing’ the 

issue, ‘treating it as something that falls outside its own domain of practice’. They also argue that statisticians 

have been guilty of ‘translating biological markers into membership of social and cultural groups’, externally 

defining collectives, which may not exist as social entities in the real world. This forms part of a more 

generalised culture of blame which surrounds the discussion of the lack of donors from ethnic minority 

groups.             

 The fact remains that, according to Anthony Nolan and the African Caribbean Leukaemia Trust (ACLT), 

the likelihood of an African Caribbean individual finding a match in the form of an unrelated donor on the 

Anthony Nolan register, is considerably lower than for a White European and the central interest of this 

                                                           
2 www.blood.co.uk/why-give-blood/the-need-for-blood/rare-blood-type 
3 http://www.bbc.co.uk/news/world-us-canada-40254858 

http://www.blood.co.uk/why-give-blood/the-need-for-blood/rare-blood-type
http://www.bbc.co.uk/news/world-us-canada-40254858
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thesis, is not so much in how the apparent shortage of African and African Caribbean donors impacts upon 

patients who require organ transplants, although this is clearly an extremely important issue. Instead, I wish 

to examine the reasons why people with African and/or African Caribbean are often reluctant to register as 

organ or stem cell donors or to give consent for the organs of their relatives to be donated post-mortem.  

Beliefs and Barriers 

Callendar and Miles (2001,383) observe five key barriers to donation among African Americans:  

1) ‘lack of transplant awareness’ 

2) ‘distrust of the medical community’ 

3) ‘fear of premature death after signing a donor card’ 

4) ‘fear of racism’ 

5) ‘religious beliefs and misperceptions’.  

These barriers have since been cited widely and were particularly influential in the design of the About 

Choices in Transplantation and Sharing (ACTS) project at Emory University (Arriola & Robinson et al., 2010). 

Project ACTS tested the ‘effectiveness of a culturally sensitive organ and tissue donation intervention for 

African American adults’ (Robinson, Gerbensky Klammer et al.,2014), hiring community health advocates 

(CHAs), who recruited participants to the project from their personal and professional networks. Participants 

then attended focus groups, where CHAs chaired ‘health-related discussions’ touching on religious beliefs, 

observance and attitudes towards organ donation. The CHAs also recruited African American clergy, to 

investigate how their leadership and guidance impacted upon the attitudes and intentions of their 

congregations, as well as the sources of their own beliefs and attitudes surrounding organ donation (Arriola, 

Perryman et al. 2007). These research activities revealed a concern among African Americans that their 

bodies remain ‘whole’ after death, allowing them to ‘transfer to heaven’ intact. (Arriola, Perryman et al, 

2007,467; Robinson, Gerbensky Klammer et al.,2014,1858). However, in both groups, researchers found that 

religious prohibition of organ donation is often assumed when the religion’s official view is not known 

(Arriola,Perryman et al, 2007,467). This is despite the fact that in the both the USA (Ibid,467) and the UK 

(NHSBT4), representatives of major religions have stated support for organ donation.    

 Following the focus groups, Jacob Arriola & Perryman et al. (2007,476) concluded that ‘in the absence 

of knowledge of what position their denomination takes on the issue of organ and tissue donation…clergy 

may resort to their own values and belief systems’. Attributing reluctance to donate to religious belief may 

perform as a temptingly linear explanation for what is a complex situation, with many ideas and experiences 

contributing to people’s views. Jacob Arriola & Perryman et al. link this response to the theory of cognitive 

dissonance (Festinger,1957), which hypothesizes that when a person encounters something which does not 

accord with a belief that they hold, this produces an uncomfortable sensation, which leaves the individual 

seeking a resolution of these two contradictory elements.        

 The idea that all members of a religious group share the same beliefs regarding organ and tissue 

donation is an oversimplification. There is wide variation in the interpretation of all scripture and therefore 

                                                           
4 https://www.organdonation.nhs.uk/supporting-my-decision/myth-busting/ 

https://www.organdonation.nhs.uk/supporting-my-decision/myth-busting/
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the belief that declarations of support for donation from a small number of religious leaders will alter the 

attitudes of all those religious adherents who currently oppose donation is mistaken. For example, within 

Christianity, there is a potential contradiction between belief in the resurrection of the body after death and 

all bodies coming from and returning to dust (Ecclesiastes 3:20, NIV). Within Jacob Arriola & Perryman et al’s 

study of African American clergy (2007), the focus groups revealed that many participants had concerns 

about organ donation which were little to do with the official position of their denomination. Indeed, the 

key concerns discussed were issues of class and race (Ibid. 472), with participants expressing concern that 

their organs would be unlikely to go to members of their own ethnic group or social class, but to ‘those 

people with money… who know someone, or White people’. It is also notable that many Christians see their 

faith as inherently encouraging organ donation, which they frame as a compassionate act of self-sacrifice 

(Ibid, 473). The clergy interviewed also believed that education on organ and tissue donation would be the 

key to increasing donation rates among African Americans (Pg. 474) in that it would enable people to ‘move 

past’ (Pg. 474) Callendar and Miles’ (2001) second barrier: ‘distrust of the medical community’. 

 Memory and Mistrust 

The literature on medical mistrust tends to approach the issue either by looking at abuses in healthcare and 

medical contexts from an historical perspective, or by looking at the continuing consciousness of these 

abuses in the present day and its effects on beliefs and behaviour. Much of this work on medical mistrust 

focuses on the United States (e.g. Arriola, Perryman et al, 2012; Northington Gamble, 1997; Washington, 

2006).              

 The area of Folklore Studies has also been able to investigate medical mistrust across geographically 

diverse populations. Veronique Campion-Vincent (2002;2005) has written at length on ‘Organ Theft 

Narratives’ around the world, which often comprise warnings/rumours that the disenfranchised are being 

preyed upon physically, as well as economically, by the ruling classes. Campion-Vincent (2002, 40-42) 

theorises that organ procurement and transplantation are so conducive to rumour because transplants 

dramatize global inequality, due to the global flow of organs from the ‘Third World’ to industrialized 

countries and, as Scheper-Hughes (2007) also points out, from young, relatively healthy bodies, often 

involved in accidents or violence to which they are made more vulnerable through economic disadvantage, 

to older, weaker bodies, which may be able to access superior medical treatment through economic 

advantage. While inequalities in health care in the UK may be less stark than those experienced in the United 

States, due to the existence of the NHS, ’free at the point of access’, my research suggests that people from 

ethnic minority backgrounds still experience exclusion and unequal treatment in public health. Even if they 

have not directly experienced this, stories of unfair treatment of people from their ‘community’ either by 

the NHS, or by other public institutions such as the police, play a part in their negative attitudes towards 

organ donation.             

 Scheper-Hughes (1996), also notes the prevalence of ‘organ stealing rumours’. She first encountered 

such narratives in South America, in Brazil, where both local and national media tended to mock them, 

although it was true that mutilated bodies were turning up at the time (Scheper-Hughes, 1996, 3). Like 

Campion-Vincent (2002, 35-7), she states (1996, 5) that while particular details of the stories may not be 

true, they are based on experiences and anxieties which are very real. They have their ‘basis in poor people’s 

perceptions, grounded in a social and biomedical reality, that their bodies and those of their children might 

be worth more dead than alive to the rich and powerful’ (Ibid. 7). Luise White’s work (2000) also provides 
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detailed analysis of stories and rumours of vampirism which emerged in Kenya in both the colonial and 

postcolonial periods, pointing out that many colonial historians have seen the written sources left behind by 

the colonial administration as a more reliable, though clearly skewed, record of colonial history in Kenya than 

any oral record kept by the colonized population, which are often dismissed as superstitious. For White, 

though, such rumours are emblematic of concerns about colonial brutality and extraction (2000,5-6).

 Richard Keller (2006) discusses the ‘Legacies of Mistrust’ which exist in the ‘global present’ as a result 

of encounters with ‘colonial medicine’ such as those documented by Fanon (1965). Keller argues that the 

mistrust of which he writes exists on both sides of the doctor/patient divide, with medical personnel often 

seeing their patients, particularly those from the ‘developing world’ as being “recalcitrant and superstitious” 

(Keller, 2006, Pg. 26), an attitude which can lead to patients being blamed for their own suffering in ways 

that might not be observed if doctors view their patients as equals. The second important point for this study 

is that Keller points to the ‘monotheistic’ underpinnings of western biomedicine as one of the reasons for its 

insistence on a singular narrative of suffering and healing. It also seems relevant to link this observation to 

those made by Landau (1996), Ohnuki-Tierney (1994) and others that biomedicine and its interventions are 

and have been generally portrayed as uncomplicatedly ‘good’, despite being ‘the most effective of…agents 

of penetration and pacification’ (Keller, 1996, 28) and facilitating the maintenance of a ‘healthy labour force’ 

,capable of carrying out extractive processes (Keller, 28), as well as in the context of slavery and, in particular, 

the reproductive capacity of enslaved women (Washington, 2006). In such cases, medicine was employed to 

increase the commodified value of subjugated bodies for the benefit of those in power. 

 

Commodification and Exchange 

In the introduction to his seminal anthropological essay on ‘The Gift’, first published in 1925, Marcel Mauss 

states that: “contracts are fulfilled and exchange of goods are made by means of gifts. In theory, such gifts 

are voluntary but in fact they are given and repaid under obligation.” (Mauss, 2011, 1). While Mauss’s work 

has been widely critiqued since its publication, particularly due to the rather condescending distinctions he 

draws between ‘primitive’ societies and ‘our own’, ‘European’ societies, the idea that those things which are 

packaged as gifts, given voluntarily through altruistic impulse are actually given under social compulsion and 

for the construction and maintenance of social relationships seems pertinent to many quotidian situations. 

Figure 2 - 'Tweet' from NHS Organ Donation, May 2017 
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Considering this, it is unsurprising that authors have picked up on the use of language pertaining to ‘gifts’ in 

the discourse surrounding organ and tissue donation and transplant (Ohnuki-Tierney, Scheper-Hughes, 

Maschek etc.).                    

 Such language, combined with the illegality in the UK of providing financial incentives for donation 

and the refusal to consider waiting list benefits for those joining the deceased donor register, suggests that 

policymakers in the UK are trying hard to counter narratives of the commodification of bodies by keeping 

donation separate from the ‘market economy’. Economist, Michael Maschek (2015,300-302) states that in 

other situations where demand exceeds supply (as is the case with organs and tissue) ‘this shortage would 

… be alleviated through the price mechanism’, but that there exists ‘an important sociocultural constraint: 

repugnance’, i.e. a disapproving ‘outsider’ to the potential ‘transaction’, preventing ‘willing participants 

(some out of economic desperation)’ from receiving financial rewards for supplying organs or tissues. The 

message propagated here is clearly not that organs and tissue have no value, but that their value is so great 

that it would be degrading to commodify them. Indeed, the exceptionally high value of the organ or tissue 

conveys enormous social capital upon the individual donor and their family, as can be seen in the language 

used in public education campaigns where registered donors are described as ‘heroes’ (Fig. 1), or ‘angels’ 

(Lock, 2002, 190) while the act of giving blood is frequently referred to as doing “something amazing” (REF). 

In one campaign, which was investigated and eventually cleared of being “misleading” (Sweney, 2008) the 

social capital attached to donation was approached from another angle, with the act of not signing the 

register equated with killing a potential transplant recipient (Fig. 2). 

There is a tension here, between encouraging people to donate by portraying it as extraordinary, moral and 

altruistic, while simultaneously, casting donation as routine and logical, using parts of the body which are 

unnecessary, or ‘spare’ to their owner, either through anatomical happenstance (e.g. the ‘spare’ kidney) or 

death. Emiko Ohnuki-Tierney (1994, 241), working on the increase in organ transplantation in Japan in 

particular, raises concerns about the representation of donation as a moral ‘gift of self’, placing moral 

pressure on people to be involved with medical technologies with which they may be very uncomfortable. 

Crucially, Ohnuki-Tierney (1994: 241) sees the ‘gift exchange’ discourse surrounding donation as inaccurate 

and misleading, obscuring the reality of the commodification of organs. The instinctive, altruistic nature of 

Figure 3 – Healthier Scotland 
Registration Campaign Poster, 2008 
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the’ gift of life’ is assumed to an even greater extent when it is made between two members of the same 

family and the idea that there is an unspoken expectation that kinship necessitates the sharing of bodily 

matter is a key theme in Scheper-Hughes’ writing (2007). Although risks to the living donor can be 

dramatically reduced by rigorous testing and technological advancement, the assumption that family 

members would automatically give up parts of their body to someone else sends the message that the life 

or even the quality of life of another individual may override the first individual’s bodily autonomy.  

  Sharp (2001) and Scheper-Hughes (2004) have both conducted ethnography focusing on organ 

donation and procurement: Scheper-Hughes tracks the ‘global organ trade’ and Sharp attended a ‘transplant 

patients’ support group, before working with ‘procurement professionals’ and donors’ families 

(Sharp,2001,114). Thus, both were able to investigate in depth the beliefs and attitudes which informed their 

informants’ decisions. Sharp also sees transplant procedures as posing a fundamental challenge to the 

human desire ‘to protect personal boundaries and guard bodily integrity’ (2000,287) and notes that those 

involved involved in developing and facilitating transplantation often distance themselves from such fears 

by using language which atomizes the human body into distinct parts with their own functions (e.g. the heart 

as pump, the kidney as filter), rather than as parts of a person. These body parts become things with ‘social 

lives of their own’ (2000,291). Sharp (2001,112) also elaborates on the use of ‘euphemisms’ and ‘metaphors’ 

within ‘technocratic medical contexts’ which allow those working in the area to avoid considering the link 

which many people feel exists between their material body and their personhood.    

 Many people view organs as ‘gifts given by a loved one, allowing them to ‘live on’ in someone else’, 

meaning that they are intimately connected to the life and personality of the donor (Sharp,2001,114). This 

second view is often held both by the families of patients whose organs are donated and by the professionals 

who perform the actual transplant of organs or tissue into the recipient’s body, therefore interacting with 

the recipient and their family. NICE guidelines (Chamberlain,Baker et al.,2012) for medical professionals 

encourage the use of this second framing when approaching the families of patients who have not given 

prior consent for their organs to be donated. These guidelines suggest that should ‘use positive ways to 

describe organ donation…for example, “By becoming a donor, your relative has a chance to save and 

transform the lives of many others.” (Ibid,46)        

 The idea that transplantation may lead to commodification is clearly a source of considerable cultural 

anxiety, as can be seen in the emergence of related narratives in mainstream western literature and film, 

e.g. Jodi Picoult’s 2003 novel, My Sister’s Keeper and Kazuo Ishiguro’s Never Let Me Go. The latter’s 

characters are clones, created to provide organs for their ‘originals’, following a period of watching and caring 

for their peers as they donate their organs one by one until they die. The central protagonists must fight 

against the assertion that they are commodities and not persons by actively offering up ‘proof’ of their 

humanity to be examined and are expected to engage in the unpaid and traumatic emotional labour of caring 

for others going through the processes for which they themselves are destined. This serves as an 

uncomfortable reminder of Scheper-Hughes’ observation that donation is often performed by women and 

can form part of a catalogue of both emotional labour and commodification (2007; Pg. 509).   

  This analysis is also pertinent when looking at the relationship of other marginalised groups to the 

transplant system. When one considers, as do both Sharp (2000) and Northington-Gamble (1997), the long 

and traumatic history of bodily commodification attached to African and African-Caribbean people, it is 

unsurprising that members of these groups show particular reluctance to volunteer their bodies to enter into 

networks of exchange. The possibility of a link between attitudes towards donation and ‘insertion’ within a 



RKXX6 
 

17 
 

social body and expectations of ‘reciprocity’ has been raised in the literature and is recognised as significant 

in a survey of suggested social psychological factors in organ donation attitudes and intentions conducted by 

Falomir-Pichastor, Berent and Pereira (2013, 207), who state that donation can be thought of as a way of 

engaging in a reciprocal exchange relationship with society: ‘a kind of payback to society for the inclusion 

and support it offered him’. If this is true, it seems logical to assume that those people who feel they have 

not been included and supported by society may be less likely to have positive views of organ and tissue 

donation. In light of these questions of gift exchange, assumptions of morality, mistrust and rumour, the 

following chapters examine some of the reasons why people from African Caribbean backgrounds, living in 

the UK, feel the way they do about organ and tissue donation. For the people I interviewed, common 

discourses about organ donation may prove problematic for three key reasons: 

 

1) The assumed reciprocity of the gift exchange discourse does not always reflect the experiences of 

African Caribbean people in the UK. They may not feel included within the social body sustained by 

this particular exchange and therefore may not feel disposed to taking part in the giving of the 

‘ultimate gift’. (Chapter 3) 

 

2) There is a questioning of the assumed morality of donation, whether because of religious beliefs, 

medical distrust, or wider moral anxiety, all of which can render both the separation of the body and 

the ‘gifting’ of its parts problematic. (Chapter 4) 

 

3) People in this group seem to be failing to receive and/or absorb messages about ‘the facts’ 

surrounding organ and tissue donation. This might be attributed to flaws in communication strategies 

employed by public and third sector bodies and/or subconscious attempts to avoid and assuage 

cognitive dissonance. (Chapter 5) 

 

These reasons correspond to the three chapters which form the main body of this text. Within them, I 

examine how the observations made in the course of my fieldwork might be used to shed light on 

problematic elements of donor registration campaigns which fail to take account of the experiences of those 

people they seek to target. 
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Chapter 3 – Exchange and Exclusion 

As discussed in Chapter 2, the language of ‘the gift’ is commonly used throughout public education 

materials about donation. However, gift-giving is rarely an uncomplicated act of altruism, but plays an 

important part in creating and sustaining complex systems of social relationships. It usually involves the 

expectation of reciprocation and can be seen as an exertion of power over the receiver by the giver. 

Therefore, when the language of ‘the gift’ is invoked, there is a tacit expectation that the potential giver can 

expect to become a receiver in return, if they have not already received their own gift. Because 

transplantation in the UK is anonymised, I suggest that the giver expects to receive their own gift, not from 

the specific recipient of their organ, but from society at large, which stands in for the individual recipient. 

Evidenced by examples of perceived exclusion and/or rejection relayed to me by staff, volunteers and service 

users at the centre, I argue that it is revealing to examine the attitudes of African Caribbean people in the UK 

surrounding donation in the light of the anthropological theorisation of gift exchange (Mauss,2011). Put 

plainly, if people have been excluded from the social body, either by being deprived of gifts or having their 

gifts rejected, they are less likely to invest in further giving. This is even more likely when something as 

precious as one’s own body is being exchanged, as the chance of rejection and potential lack of reciprocity 

is more serious. Some respondents spontaneously linked their views about organ donation to personal 

experiences of exclusion or discrimination or those of people they know. This alerted me to the 

inappropriateness of targeting the public through campaigns based on the idea of exchange and reciprocity, 

when many people have been made to feel disvalued by and excluded from the social body and from those 

bonds of ‘alliance and commonality’, which supposedly exist at a national level: 

Steve 

The first such respondent was Steve, the Chief Executive of the centre. In a semi-structured interview 

in his office, Steve told me that, in his experience, the main barrier to donation among African Caribbean 

people was a general feeling of anxiety surrounding having one’s body ‘messed with’. This was the case both 

when living and when dead. Steve linked this to the history of medical experimentation, such as that which 

took place at the Tuskegee Syphilis Trials5, which he, and many other in his peer group, had read about in 

the 1980s, when seeking to educate themselves about ‘black history’. Indeed, when I first met Steve and 

briefly explained my project, his first response was to ask me if I had heard of Tuskegee.   

 As a young man in the 1970s and 80s, when ‘black consciousness was high’ and ‘there was a 

movement around the world of solidarity’, Steve dedicated himself to “self-study”, reading “core books… 

about the African experience and how it goes from African to the Caribbean, to Britain’. He mentioned the 

issue of police brutality as well as the unfair treatment of black men in mental health settings, who he says 

are often assumed to be dangerous. There is danger, Steve said, in the NHS being: 

                                                           
5 A group of African American share-croppers in rural Alabama were recruited to the Study of Syphilis in the Untreated Negro 
Male in 1932. They were not told they had the condition, that they were receiving medical care for other ailments in return for 
having an unconsented autopsy performed on them or, from 1943, that Penicillin could be used to cure the disease. 
(Washington, 2006, 157-185). 
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The political darling…people don’t necessarily see what goes on behind to see that actually there’s 

lots of issues with the NHS, what’s been hushed up, paid out etc. 

Specifically, he cited the recent scandals surrounding the abuse of people with learning disabilities, by health 

and social care staff in the UK. His anger was palpable when he said: 

Literally, it can get away with murder, the NHS can. 

As well as being the head of the centre and being very involved with a ‘culturally responsive mental health 

foundation’ nearby, Steve is also involved in Prostate Cancer awareness and is a trained Health Promotion 

Officer. In this role, he told me: 

you can tell people all the statistics you like about how it’s one of the biggest killers of men, but 

people will still not allow themselves to be examined. 

While this may be observable in men of all ethnicities, Steve attributes it to a more generalised sense of 

mistrust and anxiety, rather than to a guardedness about a particularly private area of the body. Steve, it 

seemed, believed strongly in what Keller calls ‘legacies of mistrust’.    

 Although Steve is well aware of the shortage of African Caribbean donors, he is not a registered organ 

donor himself and would not give permission for a relative’s organs to be donated if he did not know their 

wishes. Further, were a member of his family to tell him they wished to be a deceased donor, he would ask 

them to think very carefully about their decision and would want to clarify that they understood ‘the 

implications… because, if you carry the card, it could be your eyes, it could be your heart, it could be loads 

of stuff.’            

 While Steve was the only respondent who mentioned historical examples of medical abuse and unfair 

treatment, there were many other examples of people telling me that they felt African Caribbean people 

were not treated well by the health and social care services in the UK. Such ambivalence towards the health 

service among the local African Caribbean community has recently led to the formation of a new service at 

the centre, which sees staff and volunteers going into local hospitals to connect with and support elderly 

patients from African and African Caribbean backgrounds. This service was commissioned by the local 

authority, who had observed that most of the complaints they received relating to being treated with ‘dignity 

and respect’ in hospital were coming from patients and families from ethnic minority backgrounds.  

Susan 

 Susan, who I estimate to be in her 50s, manages the domiciliary care service which operates from the centre. 

During our conversation, she told me two stories from her life, which she cites as reasons why she “tore up” 

the donor card she once had: The first concerned an encounter with a paralysed woman Susan was caring 

for. The woman, who was White British, had called Susan a ‘Black B***h’ when her back was turned. 

Following this encounter, at which Susan was unsurprisingly upset, a colleague informed her that this woman 

had been a paramedic for many years. According to Susan, her first thoughts were: 

How many black and brown people had she let die in the back of her ambulance? I went home and 

cut up my donor card. 

This fear of a ‘racist’ in control of an ambulance, abusing their power and causing harm to those under their 

care is reminiscent of some of the stories recorded by White (2000), Campion-Vincent (2002) and Scheper-
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Hughes (1996).Before this encounter, Susan had been a registered donor, despite the protestations of her 

mother and sister, who had repeatedly told her that being a donor would lead to medical personnel not 

trying as hard to save a patient if they were in danger: a belief observed by Callendar & Miles (2001). 

However, Susan had joined the register following an awareness-raising event at her workplace: a bank. It 

was only when both her mother and her sister had died and the afore-mentioned incident occurred that she 

felt her family members’ beliefs had not been as irrational and unfounded as she once thought. For her, 

being a black patient was dangerous enough, without the added label of ‘potential organ donor’. 

 More generally, Susan told me that she believed poor communication and care of people from ethnic 

minority backgrounds is at the root of many African Caribbean people’s reluctance to sign the donor 

registers. The second story she related to me illustrates this: A man under the care of the service Susan 

manages was suffering from Alzheimer’s Disease and was in hospital due to a bowel obstruction. Because 

doctors at the hospital though it very likely this situation would occur again and that the patient’s quality of 

life was unlikely to be improved by further intervention in the future, they sent the patient and their family 

home with a ‘DNR’ certificate, which was to be handed to paramedics if an ambulance were to be called in 

the future. While those familiar with medical terminology, and palliative care pathways in particular, may 

automatically see the acronym, ‘DNR’ and understand both that it stands for ‘Do Not Resuscitate’ and the 

implications, Susan realised that the family did not. They claimed they had not been told that their elderly 

relative would not be resuscitated by medics if they went into cardiac arrest in the future.  Having explained 

the situation to the best of her knowledge, Susan encouraged them to return to the hospital to ask for a full 

explanation, as consent should legally be sought from the patient and/or their next of kin (BMA, 2016). 

 While it is perfectly possible that staff at the hospital did explain the situation to the family, the 

distress they experienced at this time may easily have obfuscated that clarity. Alternatively, it is possible that 

technical language was used by medical personnel, either because they assume that everyone is familiar with 

that way of speaking, or because they feel that families would rather be spoken to using technical 

euphemisms surrounding death. The legal situation surrounding euthanasia in the UK and the ability to keep 

‘alive’ mechanically, people who, without such intervention, would be incontrovertibly deceased, also means 

that for medical personnel to use language such as “we will allow your relative to die”, rather than “we will 

not resuscitate your relative” could be unpopular. Regardless of the intentions, the result was that the family 

felt that had been duped in some way.         

 Susan also saw wider issues of communication in the public sector: Most of the communication which 

comes from the Local Authority and healthcare providers is not in ‘plain English’. She described service users, 

of all ethnicities (the carers serve the whole community) as being ‘hammered’ with information when they 

are already struggling. Such experiences of marginalisation through language, of not being ‘catered for’, are 

illustrative of the problem of using discourses of gift exchange when trying to encourage donation, as people 

often do not feel they have been included in the reciprocal relationships which supposedly bind society. 

 Susan linked her ideas about flawed communication to a personal story: Having grown up in the care 

system, fostered by a White British family, she had been unaware of Sickle Cell Disease and its relative 

prevalence in the African Caribbean community. When she married her husband, who is also of African 

Caribbean heritage, she did not consider being screened for the Sickle Cell trait. Tragically, Susan lost her 

baby to the disease. She felt that conditions which are particularly prevalent in the ‘black community’ are 

not given adequate attention by health and social care services, with it being very difficult, in particular, to 

obtain disability benefits for sufferers of Sickle Cell Disease. After telling me her views on the lack of 
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awareness about such conditions, Susan said she felt that people in the African Caribbean and African 

communities were reluctant to ‘take part in anything’ to do with the healthcare system.  

 

Phyllis and Margaret 

Feelings of exclusion and ‘othering’ also came up in interviews and discussions with the elderly people who 

use the day-care service at the centre, both in those centring specifically around donation and those which 

were more general in their scope: For example, one elderly lady, ‘Margaret’, who used the day-care service, 

told me that, despite having lived in the UK since the early 1960s, she might consider donating ‘back home’ 

(i.e. Jamaica), but not in the UK. Like Susan, her decisions about donation were also informed by the attitudes 

of her own mother, who she remembered telling her never to give away ‘blood or anything like that’.  

 Phyllis, one of Margaret’s friends at the centre, who is deeply religious and regularly leads prayers at 

the day-care sessions, cited her religious beliefs about divine will as the reason for her decision not to donate 

blood, tissue or organs. Phyllis spoke to me more explicitly about her experiences of ‘not belonging’ in a 

conversation about her life history: When she arrived in the area in 1964, having been a member of the 

Church of England in Jamaica, she attended a service at the local church.  At the end of the service, the vicar 

had approached her and asked her not to attend again, as it would unnerve his (white) parishioners. This had 

led to her joining together with other Caribbean immigrants to form church groups, meeting in each other’s 

houses until there were enough people with enough influence and capital to start their own congregation, 

which is now part of the Baptist Church.         

 Both women, and many others like them, arrived in the UK to work either in manufacturing or in 

health and social care. In 1964, the local conservative candidate won the seat in a General Election using the 

campaign slogan ‘If you want a n***** for a neighbour, vote labour’ (Sweney,2008). The fact that people like 

Phyllis and Margaret came to the UK to work in roles which supported the health and wealth of their new 

home country and were met with such a reception has a role to play in the general reluctance of people from 

this community to take part in a process of ‘gift exchange’, despite the fact that appeals are often centred 

around the idea that organs and tissue would be given to members of their own ‘ethnic group’.  During the 

listening event, one of the few people in the room who had said that they were on the donor register asked: 

If I were to donate my organ and the mother of a child receiving it found out that I was black, would 

it be accepted? 

The idea that someone receiving an organ for their child would be perturbed by the ethnicity of the donor, 

is, as I told her, unthinkable to most. However, the fact that this was a question she needed to ask, suggests 

that she may have experienced everyday life in the UK as being highly racialized.    

 Steve, Margaret, Phyllis and many of the participants in the listening event told me that their 

reluctance to donate would be almost entirely removed if a member of their own family needed an organ. 

While this may be unsurprising, particularly considering that rates of directed living donation are far higher 

than those of non-directed altruistic living donation (NHSBT,2016), it exposes the importance of ideas of 

kinship. The disparity in rates of directed and non-directed living donation can be looked at in terms of a 

calculation of who is worth the risk to self of undergoing surgery and living, for example, with one kidney.  If 

we can conceive of the family as a ‘closed web’ within which things can be exchanged without risking the 

kind of betrayal or exclusion described by my interviewees, it makes sense to examine whether ‘the web’ 
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could be widened to include other people who might be considered related to the potential donor in other 

ways.              

 In a synthesis of research on the attitudes of minority groups in the UK to donation, Morgan, Kenten 

et al. found that organ donation is often viewed as a ‘white issue’ with one respondent in a qualitative study 

stating: ‘we all think it’s for the whites and not us…we think we are not part of the culture who needs donors 

and organs’ (Morgan et al.,2013;381). However, such views are not held by all people in ‘the African 

Caribbean community’. Among my respondents, it was noticeable that those who felt ‘excuses’ were being 

made tended to be younger (in their 40s and 50s, rather than 70s and 80s). For example, three men who 

attended the ‘listening session’ from the Mental Health Centre remained behind after the session to discuss 

their incredulity at some of the opinions and beliefs expressed by the older people who had spoken, e.g. 

questions about whether homosexuality could be transmitted through a transplant, agreement with the idea 

that an organ donor would be less likely to be saved by medical personnel in an emergency.   One 

man told me that he and his peers tended to be more aware of the shortage of donors and more likely to 

talk to each other about the issue. Two others also said that they were not religious and so did not have the 

same concerns about bodily integrity as the older generation (Chapter 4), while the most vocal mentioned 

that being selective about who one would donate to would only make “the whole system fall apart”. Having 

been born in the UK, of course, does not mean that this younger generation have not experienced treatment 

which made them feel excluded from some elements of society and ‘culture’, e.g. riots and police brutality 

in the area in the 1980s, being referred to as ‘Slave Babies’ by the children of African immigrants when at 

school. However, in contrast to Steve, who is roughly the same age (around 50), they were keen to assert 

that ‘this is 2017’ and that imagining that black patients in general and African Caribbean organ donors in 

particular might be abused in healthcare settings because of implicit racial biases was ‘unbelievable’. 

            Following the 

listening event, however, one of the elderly service-users who had recently been discharged from hospital 

called me outside to the transport bus and told me: 

I’m all for donating. A few months ago, I was at UCL taking part in the stroke research [he had 

suffered a Stroke]. It was really good. I really enjoyed it. Anything like that, I’m at the head of the 

queue. Even though it’s sad that we have to pass away, we have to give someone else a chance at 

life. It doesn’t matter who we are: black, white, green or whatever, we have to give somebody else 

a chance and we black people, we can be very funny and superstitious about things like that you 

know? 

This man was also notable, in that he frequently thanked the volunteers and staff for their work and was 

vocally appreciative of the centre. His adult daughters also accompanied him to the centre on a few occasions 

and stood at the door watching him affectionately as he took part in the sessions. It is impossible to tell 

whether this man’s experiences of familial support and of patient-informed research had formed his views 

on donation, or whether his professed attitudes towards ‘giving everyone a chance’ were the root of both 

his involvement in the research and his attitudes towards donation. It seems likely that they are mutually 

constituted. 

 

 



RKXX6 
 

23 
 

Chapter 4 - Immortality and Morality 

  As discussed in Chapter 2, ‘religious belief’ is frequently cited as one of the main barriers to donation 

among ethnic minority groups. The matter of religion came up frequently in my fieldwork, but not necessarily 

in the ways which might be predicted from looking at the public education campaigns developed by NHSBT. 

These campaigns tend to focus on the idea that those people who oppose donation due to ‘religious beliefs’ 

need only learn that the leaders of their movement have declared their support for the practice. However, 

the head of the chaplaincy team at a local children’s hospital challenged this view. Speaking about the 

religious qualms of South Asian Muslim communities in the area, he pointed out that NHSBT cannot view the 

structure and authorities of Islam as being as linear and hierarchical as those of the Church of England, where 

there is a clear hierarchy, moving from the Archbishop of Canterbury, down through Dioceses to individual 

parishes. Spreading the message that donation and transplantation are acceptable through Islamic 

authorities requires a much more labour-intensive communications strategy, where individual imams are 

approached and invited to engage in conversation with hospital staff and patients. Because many African 

Caribbean people are often members of smaller, more disparate, denominational organisations, it seems 

that a similar strategy would be sensible.          

 Examples of religious beliefs affecting people’s views on donation include those who told me they 

would not give or receive an organ because it would subvert divine will. However, Phyllis told me that, while 

she held this view on transplantation, she would be prepared to have other life-saving operations, e.g. a 

heart by-pass, which could also be conceived of as intervening in processes of death. However, she also told 

me a story about a man who, diagnosed with lung cancer, elected not to have the tumour removed because 

he believed he should die with ‘everything he came with’.       

 The vast majority of people at the centre, however, did not associate their views and choices with 

religious belief, but rather cited religion as a general barrier to donation for ‘the black community’. There 

was considerable reluctance to state one’s own view on the topic: For example, a senior member of staff at 

the centre raised her hand during the listening session to offer her explanation of why the ‘black community’ 

do not want to donate, saying: 

It’s the stigma, isn’t it? Because we believe in God and there’s another side, we don’t want to go with 

bits missing and that’s an issue for African Caribbean people. I’m not sure what I believe to be honest 

with you, but that’s what some people believe. 

Most could not identify a particular biblical or canonical teaching which pointed to the import of 

bodily integrity, other than a general sense that the resurrected body would lack any organs removed either 

before or after death. This was despite the existence of relatively well-known biblical passages, such the 

assertion that ‘[a]ll go to the same place; all come from dust, and to dust all return’ (Ecclesiastes 3:20), the 

language of ‘dust’ and ‘dirt’ did appear in some of the responses to questions on what happens to the body 

after death posed at the listening event.         A 

number of people who expressed their support for organ and tissue donation justified their position through 

reference their own lack of religiosity, with one man, in his late 40s or early 50s who attended the session 

from the ‘mental health centre’ stating:  
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I think with Black people it’s that they don’t like to donate because it’s a lot to do with religion. 

They think that in the Bible it says you shouldn’t. I personally don’t think that. I would give my 

organs after I die. Me personally, I’m not that religious, so that doesn’t come into it for me. 

In general, the younger, middle-aged, participants in the session, including those who were religious, were 

more inclined to engage in critical exegesis, which allowed them to view donation as compatible with 

Christianity: One man told the group that he had discussed the issue with a friend before the session. They 

had come to the conclusion that, far from looking down on the practice, or even ignoring it due to its 

anachronism, The Bible endorses the practice, in that Eve’s formation from a rib taken from Adam could be 

seen as “the first organ transplant”.          

 After the end of the session, a group of the middle-aged men spoke about their views, telling me they 

could not possibly imagine how a beneficent God could condemn them for saving someone’s life through 

donation: ‘You know what I think?’, one man who did identify as religious asked: 

If you gave one of your organs to save someone else’s life, wouldn’t God look at that and think that 

was a good thing you’d done? 

Another staff member, Derek’s sister, Roberta, who I estimated to be of a similar age to that of the men from 

the ‘mental health centre’ told the group, having declared her Christian faith:  

Whether I get burnt or buried, your body’s gonna get mangled by the bugs and worms and everything 

else, so I don’t kind of like…It ain’t my body that’s gonna go to God, it’s my spirit.                 

Within the listening session, we also discussed implications of the belief that God would look unfavourably 

on a donor and the idea that their body would be deficient in the hereafter. I asked the group whether they 

thought that somebody who had had a stroke and experienced paralysis, would continue to experience that 

disability in their resurrected body. Using a more graphic example, I asked whether a child killed in a drone 

strike would be unable to be resurrected due to the fragmentation of their body. Those who answered said 

that they believed God would resurrect them fully.        

 It was very noticeable that, by the end of the ‘listening session’ and discussion, the contingent who 

supported the idea of donation became larger: When someone stated that removing an organ after death 

would extend into the afterlife, a woman exclaimed: “He’ll give you new ones!” while another shouted “He’s 

got plenty!” This suggests that shifts in attitudes can occur through dialogue in spaces which people perceive 

as safe and non-judgemental. When Roberta, who also spoke in detail of her deep commitment to 

Christianity, said: 

It’s just a lack of awareness really isn’t it. People just don’t know the information to be able to say 

“Yes, I’m gonna give my organ, yes I’m gonna receive one.” Do you know what I mean? … I think once 

you’re faced with all the facts and you can make that decision, it’s a lot easier for you to make that 

decision 

, I was reminded of Robinson, Gerbensky Klammer et al’s observation that people may attribute their 

decision not to donate to their religious beliefs, as this is a more succinct answer to the question than delving 

into more general feelings of distaste, distrust and anxiety. As mentioned above, religion was often put 

forward as the principal reason for reluctance in ‘the community’, regardless of whether or not the individual 

speaking considered themselves to be religious.  
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I also observed anxieties surrounding the safety of donation, including mentions of the Factor 8 

contamination scandal, whereby blood products given to those suffering from Haemophilia in the UK during 

the 1970s and 80s. I was also asked a question about whether homosexuality could be transmitted through 

a transplanted organ. While such concerns might be alleviated using information about advances in screening 

capability and discoveries about what is and isn’t transmissible, it should not be forgotten that many people 

who contracted HIV and Hepatitis through contaminated blood were assured that it was safe (Mitchell,2017). 

Similarly, the men involved in the Tuskegee Syphilis Trial were not told that they had Syphilis, or that there 

was a well-established cure for what they knew only as ‘bad blood’ (Washington,157-185). Hearing that 

something is safe is no guarantee of safety, just as hearing that western biomedicine is morally good does 

not prevent it from being used for ill (Keller,2006). Steve’s comments about what is ‘hushed up’ in the NHS 

are also pertinent here.            

 If someone feels some reluctance towards engaging with the idea, they are unlikely to engage with 

the detailed promotional materials distributed by organisations which are often vague and euphemistic, 

referring to ‘the gift of life’ and to the ‘amazing’ nature of donors. Even in the academic literature regarding 

the personalities of those likely to have positive attitudes towards donation are listed as: “broadminded’, 

‘cheerful’, ‘courageous’, ‘forgiving’, ‘helpful’, ‘honest’ and ‘loving’” (Falomir-Pichastor,Berent & Pereira, 

2013;208), therefore suggesting that people are do not want to donate lack these overwhelmingly positive 

traits. This, again, links back to the idea, observed by Richard Keller, that people who oppose the notion that 

biomedicine and its technologies are inherently ‘right’ and beneficent are considered to be ‘recalcitrant’ and 

engaged in self-sabotage. When it is clear that the institutions that promote donation and transplantation 

never mention negative consequences of the process, such as the fact that relatives often cannot stay with 

the body of a deceased donor following circulatory death, the human instinct to avoid cognitive dissonance 

(Festinger,1957) makes it likely that those with less positive views on transplantation will not engage so 

readily with those institutions and are likely to feel judged.       

 The reality is that there are concerns about the morality of donation and transplantation that are 

grounded in this world, as well as the next. One volunteer at the listening session brought up the moral 

concern that, if she were to become an organ donor, her organ might go to: 

a drug dealer…I’d save his life and he’d take life 

Although it would be the medical team who would make the decision regarding who would receive the 

donated organ, this woman was clearly concerned about playing a part in allowing immoral activity to take 

place. During the listening session, the issue of reciprocity in the context of organ and tissue donation was 

raised in a way that I had not planned: After the majority of service users and volunteers indicated that they   

would not consider donating their organs after death or giving consent for a loved one’s organs to be 

donated, Derek came to the front of the room. As he was a key informant for my research, a cultural broker 

of sorts, I was pleased to have him co-facilitating the listening event. However, at this particular moment I 

was slightly uncomfortable with what he asked: First, he asked the group: 

Who here, if their family member needed an organ to save their life, would want them to get that 

organ? 

When everyone in the room raised their hands, he pointed out that they were prepared to ‘take an organ’ 

but not to ‘give one’. He then proceeded to tell the group that post-mortems, which can be carried out 
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regardless of whether the deceased was a registered donor, involve cutting into the body, removing and 

examining organs, so, effectively, there is nothing to be gained, in terms of maintaining bodily integrity, from 

refusing to be a donor. He then ended his address to the room by saying: 

So, it’s the greatest gift you can give… you can either give your organs and potentially save 

somebody’s life, or you can feed the insects and the bugs… when you’re dead you’re dead until the 

good day comes, the triumphant day comes, so your organs are just gonna rot, so, that leads some 

people to want to donate because they’re doing something good with their organs. 

Initially, Derek’s approach seemed coercive. It compromised the neutrality I had been trying hard to foster 

in my research. Indeed, it appeared to me to be close to emotional blackmail, expressing the issue of 

donation in the terms of transaction, rather than altruistic ‘gift-giving’, whilst also seeming to shatter the 

notion of bodily autonomy continuing after death. However, I soon realised that, while I had been trying hard 

to avoid any intimation that I believed African Caribbean people to be ‘illogical’, ‘unreasonable’, 

‘superstitious’, ‘recalcitrant’ or engaging in ‘self-sabotage’ (Keller, 2006) in their relative reluctance to donate 

tissue and organs, Derek’s approach, as a trusted, long-term community leader who has been working at the 

centre for over twenty years, seemed to have a tangible effect. When he posed this dichotomy: 

you can either give your organs and potentially save somebody’s life, or you can feed the insects and 

the bugs, 

the room let out a resounding Amen! - leading me to question my assumptions about what was and was not 

appropriate. I also realised that, while my position as a researcher meant that I was keen to examine 

motivators for and against donation and to each side equal ‘air-time’ so as not to influence the responses of 

the group, Derek was coming from a different position. As a dual heritage community leader, whose own 

family could well find themselves in a position where they are directly affected by the shortage of donors, 

his approach was more forceful and persuasive. However, the crucial difference between Derek delivering 

this message and NHSBT delivering it is that a long-standing relationship built on trust exists in the former 

case. Derek and Roberta were also able to speak in terms of the concerns of the group, citing concerns about 

resurrection and the ‘triumphant day’ and thinking critically around these concepts to draw people to a more 

positive conclusion on donation.          

 Crucially, if minds and attitudes towards donation are to be changed, campaigns need to enter into 

the structures and beliefs which surround statements such as “it’s against my religion”. To do so shows both 

understanding of and respect for people’s concerns. 
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Chapter 5 -  Communication and ‘Common Knowledge’ 

During my research, I also observed a lack of knowledge about organ and tissue donation, and the 

laws and the procedures which surround transplantation. Many of the facts of which people were unaware 

would, I believe, have the potential to change the attitudes of many African Caribbean people towards 

donation, when offered in conjunction with comprehensive and sensitive discussion of experiences of 

inequality and religious concerns, as discussed in Chapters 3 and 4. 

Examples of such facts include: 

- There is no upper age limit for signing the organ donor register. (Organ Donation UK6) 

- The only medical conditions which prevents a person from joining the register altogether is having 

had cancer that has spread in the last 12 months or having Creutzfeld-Jakob Disease (Ibid.) 

- Two doctors who have nothing to do with transplantation are required to confirm that a patient is 

brain stem dead (AoMRC, 2008; UKDEC & AoMRC, 2011, 22). 

- Most stem cell donations from bone marrow are no longer collected from the hip bone, but can be 

extracted from the blood in a less invasive and less painful procedure (NHS Choices,20157). 

 Many people I spoke to at the centre believed that they could not become an organ, blood or tissue 

donor due to having Diabetes and/or hypertension. Considering the high rates of these conditions in African 

Caribbean populations, which, in turn increase the need for kidney transplants in particular (NHSBT, 2016/17, 

2), the strength of this belief should be of considerable concern to those campaigning to tackle the shortage 

of donors from this ethnic background. I had never read any explicit information about whether people with 

Diabetes could become organ donors. However, because so many people in the room were telling me that 

this was a reason that organ and tissue donation was irrelevant to them personally and because others in 

the room who were health promotion practitioners and experts did not question this assertion, I too 

assumed that it was true and consequently asked those who raised this caveat to imagine that they were 

being asked to discuss the issue when they were in good health. After leaving the centre, I researched it 

specifically the specific question and found that despite 22% of British people believing that people with 

Diabetes cannot be donors, it is not true (Diabetes UK, 2017).     

 Such information is made available by NHSBT on their website, under the heading ‘Myth busting’8. 

This page offers answers to a number of concerns, including many I came across during my fieldwork, 

including: “Doctors might not do their best to save my life if they know I am on the NHS Organ Donor 

register”, “Organ donation is against my religion”, “I’m too old for my organs to be donated” and even Steve’s 

very specific concern of: “Donation will leave my body disfigured and I won’t be able to have an open-casket 

funeral”. Still, these ‘myths’ persist, even among those who work on a daily basis with the very demographic 

among whom the NHS is aiming to raise awareness.       

 Steve also told me in our one-to-one interview that while he was aware of the need for donors from 

the African-Caribbean community, this was largely due to a visit to the centre from Daniel De-Gale’s parents, 

who founded the ACLT, as part of a registration drive when they were seeking a match for their son. Although 

                                                           
6 https://www.organdonation.nhs.uk/faq/eligibility/ 
7 http://www.nhs.uk/Conditions/Bone-marrow-transplant/Pages/How-is-it-performed.aspx 
8 https://www.organdonation.nhs.uk/supporting-my-decision/myth-busting/ 
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he sadly died due to complications with his health in 2008, Daniel had found a match and received a 

transplant by the end of 1999, eighteen years ago (ACLT Website9).      

 Steve and Derek were the only people at the centre who, when asked, had heard of the ACLT, despite 

the recent, high profile campaign headed by the ACLT to petition immigration authorities to allow the sister 

of May Brown, a woman suffering from Leukaemia, to enter the country in order to provide a potentially life-

saving bone marrow transplant. This campaign was featured prominently on social media and on the BBC’s 

Radio 4 (The Untold, 2016), but had somehow failed to reach the ears of the organisation, or, if it had, it had 

not been heard. I also had a number of conversations with young people of African Caribbean heritage, who 

were Health and Social Care college students on placement at the centre, who had never heard that there 

was a shortage of donors from Ethnic Minority backgrounds, let alone that there is an increased need in the 

African Caribbean community.           

 In general, it seemed to me that the information people need to hear in order to become more 

comfortable with the idea of donation is available, but only if they make an effort to seek it out. This is despite 

the fact that people who are of the opinion that organ donation has a ‘stigma’ or is against their religion 

(Chapter 4) are unlikely to seek out more information about the processes, procedures, restrictions and 

precautions involved. If public bodies such as NHSBT truly want to raise awareness and knowledge 

surrounding shortages, as well as to encourage action on registration and donation, they need to work with 

local community organisations where relationships with service users are long-standing. Unfortunately, both 

Derek and Steve regularly spoke to me, both in interviews and in passing, of the gradual erosion of local 

authority funding coming into the centre, leading to the closing of youth groups and supplementary schools 

in particular. Two channels of communication, cooperation and trust are broken by this:  

1) Between the government or centralised third sector organisations and community organisations  

2) Between community organisations and individuals from those demographics for which the 

community organisations were set up. 

To return once more to the discourse of ‘gift exchange’, the removal of funding from organisations which 

exist to support minority group in the UK is also more likely to result in the rejection of that discourse by 

members of those groups. This is not only because people themselves and their concerns become more 

marginalised, but also because the cooperation of committed community leaders with the professed aims 

and programmes of the state and its agencies will surely reduce as their own concerns and work are 

undermined by rejection.  

 

 

 

                                                           
9 http://aclt.org/about-us/ 
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Chapter 6 - Conclusion 

 

This dissertation has sought to examine how a particular group of African Caribbean people in the UK relate 

to the idea of organ and tissue donation and to link this to wider phenomena of social exclusion, community 

relationships and engagement with public health bodies. Central to this analysis has been the language of 

gift exchange, present as it is in the information and promotional materials circulated by NHSBT and other 

organisations responsible for alleviating the health inequalities perpetuated by the underrepresentation of 

ethnic minority groups on the UK donor registers.       

 Through time spent at the centre and interviews with those who use its services, I was able to observe 

evidence of how experiences of social exclusion, marginalisation and rejection pervade thinking surrounding 

donation, particularly among the older generation who experienced highly racialised treatment in the 

decades after they arrived in the UK and among those individuals who, through their professional and/or 

personal lives, have seen the ways in which the language and practice of public sector organisations can 

alienate people who may not necessarily agree with hegemonic views of the universal beneficence of 

biomedicine.              

 The idea that religion is often at the root of many African Caribbean people’s reluctance to donate 

organs and tissue is prevalent throughout the academic literature and the materials designed to persuade 

them to change their minds. What I observed in my own fieldwork regarding this accorded with conclusions 

reached by scholars in the USA: that religion is often cited as a reason for reluctance, even when the ‘official’ 

views of that person’s religion are not known. Those who are younger and those who know more about the 

effect of ethnic underrepresentation in transplant medicine are more likely to engage in critical exegesis in 

order to bring their fundamental religious and ethical beliefs into line with their views on the consequentialist 

value of organ and tissue donation.           

 The third key observation made in this dissertation is that of the lack of knowledge surrounding organ 

donation among many, though not all, of the people I interviewed, although the information they do not 

know is available from NHSBT, the ACLT and other organisations, which are supposedly devoted to increasing 

awareness and registration.           

 There are clear limitations to this study, considering its focus on only one community organisation, 

which caters mainly to elderly people. Although I was able to speak with some younger people, who were 

mainly in their 40s and 50s, the younger generation of adults and their views are not represented in this 

dissertation. As much of the information about donation is shared through social media and NHSBT now 

develops resources for use in secondary schools, investigating the views and attitudes of African Caribbean 

people under the age of 30 would be a fruitful avenue for future research. While there seems to be 

considerable investment in this kind of digital marketing, this dissertation suggests the need for more of a 

focus on ‘traditional’ forms of face-to-face communication and dialogue. Given a longer period in which to 

conduct fieldwork, I would have sought to engage with a number of groups, in order to assess wider trends 

and differences.            

 As I have mentioned, organisations such as the centre have at their disposal deeply committed and 

experienced staff, who are well-liked and trusted by the communities in which they work, as well as being 

invested in their work due to the insertion of themselves and their families in the same networks as the 
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people with whom they work. I believe that these are the people who have the potential to change attitudes 

and encourage action. However, if NHSBT and other organisations really want to make a difference to African 

Caribbean underrepresentation on the registers, they need to treat these leaders and the organisations they 

run with respect and include them in the design of their strategies.      

 As funding is withdrawn from organisations like the centre and placed in the hands of possibly more 

efficient, but definitely less personal, national and international service providers, the contempt and distrust 

that such leaders on occasion feel towards centralised structures will only increase. Staff at the centre have 

a great deal of expertise and this, along with their commitment and long-service, creates social capital. This 

expertise and this capital need to be incorporated into the webs of ideas which inform public education 

campaigns.  At the same time, the removal of communities’ capacity to support and develop groups and 

initiatives, including youth groups and supplementary schools only reduces the forums available for open 

and honest dialogue about this issue and many others.      

 Overall, the community of transplant professionals, experts and researchers needs to take a more 

collaborative, ethnographic approach to solving the problem of registration inequality, adapting materials, 

talking face-to-face and, crucially engaging in a dialectic which does not assume the incontrovertible 

goodness of donation, or reject what it often views as ‘superstition’ and ‘failure to integrate’, but, instead, is 

generous and open in its understanding of how difference in experience creates difference in attitude. In 

doing this, they would also facilitate a more open discussion about the very real ways in which race and 

ethnicity continue to affect life in the UK, despite the suppression of such discussion through a discourse of  

a post-racial Britain (Eddo-Lodge,2017). By accepting the gift of expertise, commitment and experience 

which is available in such settings, and valuing these gifts through respect and funding, we can hope that 

more people will see themselves as part of a society within which the ‘greatest gift’ can be safely and 

respectfully exchanged.  
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