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ABSTRACT KEYWORDS
In England, Wales, and Northern Ireland, people can choose to Body donation; body donor;
donate their bodies post-mortem to Medical School Anatomy Units. ~ emotional labour; emotion

management; hidden work;

The body donation (BD) process is facilitated by anatomy unit staff ! ment;,
gift relationships

(AUS). However, little is known about the extent and nature of AUS
work with families, including when a body cannot be accepted. To
address this gap, this paper draws on data from an ethnographic
study, including a survey of 15 anatomy units (AUs) in England and
Northern Ireland, a case study of one AU, 20 semi-structured inter-
views with 31 AUS and document analysis. We reveal the number of
bodies (878) that are refused across AUs and examine how AUS deal
with refusals. We argue that activities around refusals constitutes
‘over and above’ work for AUS, as it goes beyond their expected
role. We suggest that this is done out of a duty of care, and is related
to the discomfort of refusing the BD gift. Attention is given to the
‘over and above’ work of the AUS which allows for an exploration of
gift relationships and emotion management in a new arena. We
conclude with recommendations to address the lack of recognition
and training around AUS refusal work.

Introduction

This paper explores the work of Medical School Anatomy Unit staff (AUS) when donor
bodies cannot be accepted for body donation (BD). BD, also known as anatomical
bequeathal or anatomical gifting, is the voluntary donation of the body after death for
the purposes of medical and health professionals education and research (Cornwall &
Stringer, 2009). When a body is donated to a Medical School Anatomy Unit in England,
Wales and Northern Ireland, it usually remains there for three or more years, thus
disrupting ‘normal’ post-death processes (where a death is closely followed by
a funeral). AUS facilitate and manage the process of BD and are the initial and continuing
point of contact for prospective donors and their families (including significant others
who are not related to the donor). However, little is known about the extent and nature of
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AUS work with families, including the work they do when a body cannot be accepted
post-mortem. This paper seeks to address this gap: it will reveal the number of bodies
refused across anatomy units (AUs) in England and Northern Ireland and examine what
AUS do to deal with these refusals and manage the emotions of families through the
refusals process.

In England, Wales, and Northern Ireland, donated bodies are seen as an essential
resource for teaching anatomy to medical students (Aziz et al.,, 2002; Black, 2018;
Cornwall, 2011; Cornwall & Stringer, 2009). BD relies on the willingness of the public to
donate their body after their death (Bolt et al., 2010; Cornwall et al., 2012; Smith, 2018). As
facilitators of this process, AUS have the daily task of ensuring the smooth-running of the
BD process for the families of donors and non-donors (those unable to donate). This is
especially pertinent given the fact that BD often runs in families, meaning a good
experience may help generate future donations (Bolt et al., 2010; Cornwall et al., 2012).

There is substantial literature on BD globally including research around: the work that
AUS do with medical students for example, when introducing them to anatomical
dissection, including a focus on the management of students’ emotions (Black, 2018;
Goss et al.,, 2019; Hildebrandt, 2010; Prentice, 2013); body donor monuments and thanks-
giving services (Bolt, 2012; Strkalj & Pather, 2017); ethical considerations (Habicht et al.,
2018; Hildebrandt & Champney, 2020; Jones & Whitaker, 2009); practice recommenda-
tions (Jones, 2015); donor information, donor attitudes and motivation (Cornwall et al.,
2018; Zealley et al., 2021); and, historical accounts (Laqueur, 2015; Richardson, 1988;
Tarlow, 2011). However, there is scant research on the work of those who facilitate
body donation, particularly the work AUS do with families of donors and non-donors.
Currently, there are also no standardised working guidelines for AUS in the UK around
refusals (although other areas of BD practice have been addressed and debated in the
literature) (e.g Human Tissue Authority [HTA] 2017, 2019; Jones, 2015; Riederer, 2016).

The act of BD is often conceptualised as a ‘gift’; for example, the UK's Human Tissue
Authority (HTA, the organisation that regulates the use of human tissue and organs),
describes BD as ‘a valuable gift" where the ‘[...] donation will become an important
resource for training healthcare professionals or for research’ (Human Tissue Authority
[HTA], 2022). Some of the existing research on BD also draws on gift theory to understand
the giving of donor bodies and how these are honoured through memorial services and
body donor monuments, such as benches, plaques, and memorial statues (Bolt, 2012;
Strkalj & Pather, 2017). Bolt (2012) hypothesised that body donor monuments were an act
of reciprocity by anatomy staff who felt a duty to give back to the donor families. Within
the related field of organ donation (OD), health professionals facilitating donation have
been conceptualised as ‘guardians of the gift’ as they ‘decide, oversee, facilitate and
handle the exchange of organs in their daily work’ (Jensen, 2017, p. 113). Whilst this work
has provided important insights into gifting within donation and the role of staff in
facilitating the acceptance and reciprocation of the gift, we want to pose the question
about what happens when a ‘gift’ — in this case, the whole body - is refused, and the
implications this might have for families and the work of AUS.

Gift exchange theory was developed from Marcel Mauss’ (1990) observations of
potlatch (feasts given as gifts) in the Pacific Northwest, where giving, receiving and
the obligation to reciprocate were central to the interaction. Gift exchange theory
posits a tacit social contract to accept and reciprocate a gift. According to Mauss
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(1990), the refusal of a gift displayed the proposed receiver’s fear that they could
not reciprocate. Subsequently, they lost power and dignity. Drawing on Mauss
(1990) theory, Goldman-lda (2018, p. 341) argued that the social bond between
giver and potential receiver that was created by gift giving was disrupted by the
refusal as ‘[...] to refuse to receive is to reject the social bond [...]. In their work
on OD and transplantation in the US, Fox and Swazey (1992, p. 40) asserted that
there was a moral and psychological burden caused by the unreciprocated gift,
what they termed the ‘tyranny of the gift. On these bases, to refuse the gift of
a BD could then have multiple implications, not only for relatives of the deceased,
but also for those staff who facilitate this process and, more broadly, the social
contract involved in BD.

Whilst little is known about refusals in BD, research in the field of deceased OD has
documented related issues, although this is mainly focused on what happens when
families refuse consent for donation. This research has considered the ethical issues
around family decision making processes (Bastami et al., 2016; de Groot et al., 2015; de
Moraes & Massarollo, 2008; Jacoby & Jaccard, 2010; Sque et al., 2018) and families over-
ruling the patient’s decision to donate (Morgan et al., 2018; Shaw & Elger, 2014; Shaw
et al.,, 2017, 2020). Evidently, refusals in the context of OD are a complex issue, and staff
have difficult roles as mediators. As Sharp (2006, p. 75) put it: ’[...] procurement staff walk
a tightrope between respecting the emotional fragility of kin and remaining true to the
ideological premises that drive their work’. There is also an emerging field which has
documented family experiences when OD cannot proceed. For example, Taylor et al.
(2018) research on non-proceeding donation after circulatory death (DCD) found multiple
harms for consenting family members such as an inability to honour their loved one’s
wishes and make sense of the organs going to waste. In Taylor’s study, non-donation was
due to institutional requirements around DCD, such as the patient not dying within the
allotted time. This type of non-donation is outside of the families’ control. It has simila-
rities with BD refusal, which can be due to medical and non-medical institutional reasons,
such as lack of storage facilities. Non-donation in BD could have similar harms for families,
which would have implications for AUS. However, BD differs from OD in that it requires
the agreement of the donor prior to death and is not agreed on by the family post-
mortem.

Considerations of the emotional aspects of such work have been explored in research
on OD coordination (Jensen, 2017; Sothern & Dickinson, 2011). For example, Jensen'’s
work (Jensen, 2017) on transplant coordinators in Denmark applied gift and emotion
theory to posit health professionals involved in OD and transplantation as ‘guardians of
the gift’ where they take on its emotional burdens and face difficult decisions in their daily
work. The field of inquiry into emotion stems from the seminal work of Hochschild (1979,
1983) who used the term ‘emotional labour’ to describe ‘the management of feeling to
create a publicly observable facial and bodily display; emotional labour is sold for a wage
and therefore has an exchange value' (Hochschild, 1983, p. 7 — emphasis in original).
Critiquing Hochschild’s (1983) emotional labour theory, Bolton (2000) developed
a multidimensional typology of emotion management (EM). She differentiated EM into
four types: prescriptive; pecuniary; presentational; and philanthropic, which range from
that which is commissioned by managers according to organisational rules of conduct, to
that which is given as a gift and is chosen to be completed by staff (Bolton, 2000).
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The purpose of this paper is to understand what happens when a prospective
donated body is refused and the implications this might have for families and the
work of the AUS. In what follows, we draw on data from a wider ethnographic study
on BD to uncover the daily realities of AUS work around refusals. We will reveal the
number of bodies that are refused each year in England and Northern Ireland AUs
and examine the nature and extent of AUS work when the gift of the body is
refused.

Methodological and ethical considerations

This paper is based on data from an ethnographic doctoral study which explored what
happens around BD, with a focus on the work AUS do with the families of donors.

The study received ethical approval by the Hull York Medical School ethics committee
(reference number: 1611). All participant information and identifying features of the AUs
have been anonymised and pseudonyms assigned to participants. ZM conducted field-
work between 2015 and 2019, which encompassed a survey and semi-structured inter-
views with AUS, an ethnographic case study of one AU, participant observations of AUS at
thanksgiving services, and document analysis of AU documentation. A practical sampling
approach (Henry, 1990) was taken, aiming to include all AUs in England, Northern Ireland
and Wales and their AUS within the study. However, the lack of response from AUs in
Wales resulted in the study only including AUs from England and Northern Ireland. In
total, 18 AUs were sent a letter of invitation to take part in the research study, and
a response was received from 17. Of the 17 AUs who responded to the study invitation,
15 completed the survey and 31 AUS across 14 AUs completed at least 1 in-depth semi-
structured face-to-face interview, group interview or telephone interview (20 interviews
with 31 participants with interviews lasting between 34 and 232 minutes). ZM also
conducted participant observations during tours 7 AUs gave when ZM visited the units
for interviews. A 6-month ethnographic case study of 1 UK AU with 7 AUS was used to
contextually situate the issues raised by the survey and interviews. ZM conducted non-
participant observations of the day-to-day occurrences at the unit, such as participating in
staff activities and discussions, attending meetings, visiting the crematorium, and eating
lunch with staff. This unit was selected as it was considered exemplary of AUS work by the
HTA (identified through the HTA AU inspection reports). These observations were
recorded in the form of fieldnotes. The data were analysed iteratively, and key themes
emerged from the fieldwork which shaped the data collection process (Boyatzis, 1998;
Mason, 2012). Thematic analysis was used to analyse the final dataset (Boyatzis, 1998;
Mason, 2012). An ethnographic approach to analysis meant that the data set was analysed
holistically alongside understandings from the literature and wider social and institutional
contexts (Hammersley & Atkinson, 2007).

Results

In this section, we reveal the extent of refusals in body donation (BD) in England and Northern
Ireland and the extensive work of Anatomy Unit staff (AUS) when dealing with refusals.
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AUS roles

The main roles within the AU we focus on are the Bequeathal Secretary (BS), Mortuary
Manager (MM) and Designated Individual (DI). BSs are individuals who have many roles
within the AU including the facilitation of BD, whereby they are the initial and continuing
point of contact for prospective donors and families. The MM is the individual that runs
and coordinates the storage, preservation, and use of the bodies for teaching and external
courses. DIs, who are usually (but not exclusively) academic staff, ‘have a legal duty to
ensure that statutory and regulatory requirements are met. They are responsible for
supervising licenced activities and ensuring suitable practices are taking place’ (HTA,
2019).

Refusals

Before this study the number of refusals for BD in England and Northern Ireland was
unknown. In the study, survey of anatomy units (AUs) we uncovered that the number of
refusals for BD is surprisingly high (reasons for which we describe below). Across all 15 UK
AUs that took part in the survey in 2016, AUS reported that out of 1,760 bodies offered on
average each year across the units, almost half of these (878 bodies) were refused. Table 1
presents the number of bodies which were accepted and refused per year across all 14
units. The maximum and minimum number of bodies accepted and refused have been
calculated as some units provided an annual range. Figure 1 illustrates the numbers of
bodies accepted and refused from each AU. Of the 15 AUs that completed the survey, 14
out of 15 units responded to the question about how many bodies were accepted
per year, and for the question regarding how many bodies are refused per year, 13 out
of 15 units provided answers. Considering this large number of refusals, we explore the
extensive AUS work involved in refusals. Before doing so we outline the initial and
expected work involved in refusing bodies to contextualise family reactions to these
refusals and the ‘over and above’ work AUS do in response.

Initial and expected work around refusals

From ethnographic fieldwork and interviews with AUS the initial and expected work
around BD refusals was as follows. Upon the death of the individual who had signed
up to be a body donor, the family or executor (the person dealing with the estate of
the deceased) phone their local AU to inform them of the death of the potential
donor. The AUS then check the cause of death and where the body is currently
residing. There are criteria for acceptance outlined in the HTA (2017) guidelines for
AUs which are based on safety and the need for bodies to be, what is described as,

Table 1. Total number of bodies accepted and refused per year
across 14 anatomy units in England and Northern Ireland.

Total (max) Total (min) Range
Accepted 882 832 15-315
Refused 878 851 6-204

The maximum and minimum number of bodies accepted and refused have
been calculated as some units provided an annual range.
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Body Donations Accepted and Refused Per Year

17 e
16—
Ry .-
813F
1S
S 11 .
=2
-Elo_
2 e
>
£ 7 M
F‘S_
c |
<
5 I
L
3
2 .

o
[
o
[
o
o

150 200 250 300 350

Number of Bodies

m Refused M Accepted

Figure 1. Body donations accepted and refused per year across 14 anatomy units in England and
Northern Ireland.

anatomically ‘normal’ for teaching. The main reasons for non-acceptance of a body
include if: a Coroner’s post-mortem is necessary; there is a transmissible infection,
such as tuberculosis, HIV, MRSA, or hepatitis; an individual dies abroad; or if an
individual is obese. However, in some cases, there are non-medical institutional
reasons why the body cannot be accepted, for example, a lack of storage facilities,
because the AU was closed, or because of staff shortages. With the information on
the potential donor's cause of death and pre-existing conditions, and considering
any institutional issues, the AUS can decide whether they can accept the body.
When the AU accepts a body they pay for the funeral, however, if the body is
refused it remains the responsibility of the next-of-kin and they pay for the funeral.
This is made clear to the potential donor when signing up to donate their body. The
potential donor is also encouraged by AUS to discuss their plan for donation with
their family prior to signing donation documents. In this respect, the interaction at
this initial phone call stage should be generally short and requires seemingly
straightforward work from the AUS. However, as we will demonstrate, in practice,
this was not always a linear process; families reacted in a wide range of ways, which
caused extra work for staff.
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Family reactions to refusals

During interviews, the AUS described a range of reactions from families to the refusal of
their relative’s body for donation, from relief to upset.

In some cases, AUS reported that families were relieved by the refusal and were
pleased that the body could not be accepted. On these occasions, families accepted the
refusal and continued with their own funeral plans.

AUS interpreted the families’ relief in two ways. First, that families were relieved the
body could not be donated because they disagreed with their loved one’s wish. One
bequeathal secretary (BS) outlined that ‘[...] sometimes they're relieved because they
weren’t happy with it [body donation]’. (Lynne, Bequeathal Secretary, unit 4). Some
families found it difficult to accept their relative’s wish due to personal or religious
reasons, such as not wanting their loved one to be dissected or their religion not
accepting BD. It was also likely that the potential donor had discussed the possibility of
refusal with their families prior to death.

The second way this relief was understood was rooted in the family wanting ‘normal’
post-death arrangements, such as a funeral, memorial service, plaque, or bench. Another
BS speculated:

[...] for some people they may have been carrying out the wishes of their loved one because
that was their wish, but haven't really got their heads around the idea of body donation and
weren't really up for the idea of not having a normal funeral so they make the call [to the AU]
(laughs), | think hoping deep down inside that we're not able to accept because they just
want things to be normal, and so sometimes you can hear a sigh of relief if you're not able to
accept.

(Nikki, Bequeathal Secretary, unit 13)

However, in their interviews AUS described this relief reaction from families as being
uncommon; in their experience, most families were upset when they were told that their
relative’s body could not be accepted, and this was sometimes angrily expressed, for
example, they raised their voices and cursed or blamed the AUS for not accepting their
relative’s body:

[...] sometimes you get them, and they are really angry, especially if you have to turn down,
[...] they are just reacting out of emotion really. Yeah, they might be really mad that we can’t
accept them.

(Charlotte, Bequeathal Secretary, unit 11)

Charlotte perceived that this anger was an expression of extreme emotion which helped
her to comprehend the family’s behaviour. However, for most AUS this anger was
extremely difficult to receive:

[...] there are times that I've been quite upset, moved by it, umm | found it very difficult when
we have to decline, and the family are upset, that always bothers me.

(Alice, Bequeathal Secretary, unit 9)
[...] if you had to turn one down and they took it badly [...] sometimes it's more sad [...]

(Annie, Bequeathal Secretary, unit 17)
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This upset and anger was interpreted by AUS to be for two main reasons. First, AUS
understood that some families felt that they had been let down by the AUS as they
believed erroneously that there was a guarantee of acceptance when their loved one
joined the BD register. It appeared then that the AUS had thus reneged on the donation
‘contract’, and it was the AUS that received the blame. One BS described a case where
several upset siblings contacted her as they believed that the AU had ’[.. .] let [their mum]
down badly by not accepting when the time came”:

[...] even though we try to be as clear as possible that there’s no guarantee, they feel that
when their mum or dad or whoever it is registered with us that somehow, we made a promise
that we would accept them when the time came [...]. | had different siblings on the phone
(laughs) sort of upset in different degrees because they felt that we had entered into
a contract with mum by adding her to our register [...]

(Nikki, Bequeathal Secretary, unit 13)

As a BS, Nikki was the individual who bore the brunt of the families upset due to her
rejection of the donation (on behalf of the AU). Second, AUS perceived that some family
members’ reactions to the refusal were due to the financial implications they would incur
because they would have to cover the funeral costs. This is explained to potential donors
when they consent, and they are advised to inform their family members. It was evident,
however, that in some cases families did not know of, or had forgotten, the possibility of
non-acceptance and were faced with financial implications for which they were unpre-
pared. Steve, a mortuary manager (MM), explained:

[...] sometimes you can get some relatives who are very, very disappointed who say, | don’t
know what I'm going to do then, or | don’t know how I'm going to pay for a funeral [.. ]

(Steve, Mortuary Manager, unit 3)

This is linked with the aforementioned assumption made by families that the BD contract
will not be reneged on by the AU.

The spectrum of over and above work following refusals

As most families were upset by the refusal, the majority of respondents explained how
they felt compelled to complete extra work to make refusals easier for the families.
A Designated Individual (DI) at one AU revealed:

[...] over and above the job description it's just going into, it's delving into the personal
interaction that is over and above what you would be expected to do [in the case of refusals]
[...]. So, in a sense there’s more a listening ear, a counsellor type role, which is definitely not
something that is in our job descriptions at all.

(Anthony, Designated Individual, unit 2)

This ‘over and above’ work, was seen as such because it was not part of their formal job
role. AUS chose to complete such work in response to family reactions. There was
a spectrum of ‘over and above’ work ranging from initial mitigation work, that took less
time and effort to complete, to referral work, which took much time and effort. Initial
mitigation work involved the AUS taking time to reassure and explain the situation to
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family members who expressed their upset/anger at the donation refusal. For example,
Nikki discussed how she successfully navigated situations where families were upset by
the refusal:

[...] if you can navigate that [the families upset in response to the refusal] successfully, as in
they appreciate and understand that you have done everything that you can do, and you've
assured them that they've done everything that they can do by carrying out their loved one’s
wishes, and they feel sort of content with that and that’s quite an important process really.

(Nikki, Bequeathal Secretary, unit 13)

Nikki describes her practice of taking time to explain to the families and assure them that
the AU had done everything they could to accept the body, which often resulted in
families being content with the refusal.

Similarly, Charlotte described her approach of responding calmly to families, breaking
down the reasons for the refusal to assist with the family’s acceptance of the situation.

[...]1 guess you've just got to be calm and reasonable really and not get upset about it [...] as
long as you've got a valid reason for it and you can explain it to them then they're usually,
they usually accept it even though they might not be very happy about it. (laughs).

(Charlotte, Bequeathal Secretary, unit 11)

In some cases, MMs were called on if BSs or technicians did not feel they could deal with
the situation. This usually happened if the family were perceived as being very angry or
upset at the situation. In these cases, the MM would be asked to take the call or follow-up
with the family. For example, Sean, a MM, explained:

[...] sometimes | end up having to speak to a relative that might be upset about [the refusal]
just to explain why fully so that they understand that we just can’t accept everyone [.. ]

(Sean, Mortuary Manager, unit 16)

Cases where families were extremely upset took extra staff, time, and effort to manage.
Usually, the MM would not be involved in the initial refusal conversations as their main
duties lie in running and coordinating the storage, preservation, and use of the bodies for
teaching and external courses. However, they often became involved in the refusal
conversations with distressed families with the aim of reducing the upset refusal caused.

AUS therefore went ‘over and above’ to take the time to verbally mitigate these
situations where the family were upset and would not initially accept the refusal. It was
clear that this work took extra time and effort, detracted from, or added additional duties
to their role and was not expected of them.

In addition, it was evident that some AUS undertook additional work, beyond that of
mitigation, by referring the deceased to another AU which might be able to accept the
body. This ‘referral work’ was a frequently used method by the AUS with the aim of
reducing refusals and thus family upset. Monica, a technician, declared:

Yes, refusals are the most difficult and the referral lessens the blow [of the refusal on the
families].

(Monica, Technician, unit 2)
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Referral work required varying levels of time and effort from the AUS, and we characterise
this work as occurring at three levels in order of increasing time and effort, namely: (1)
a hybrid approach, where there was a shared onus between the family and the AUS, (2)
the onus was on the AUS, or (3) additional referral work where the AUS sought external
donation options. This referral work was not required or practical for the AUS to complete
as AUs were successfully meeting their annual body number targets without referral work.
Therefore, it was clear that the motivation for referral work was not to reduce the number
of refusals, but to mitigate the upset that refusals caused for the families of potential
donors.

The first level of referral work, we characterise as a hybrid approach, where the family
and the AUS shared the job of seeking referral in response to the family reaction.
However, AUS were balancing this with the demands on their time. For example, in the
ethnographic case study ZM observed that both the MM and the families rang AUs to seek
referral. During one phone call when the AU could not accept a body, the MM arranged
with the family member that they would ring several medical schools while he rang the
others. This MM was balancing the time constraints of needing the body to be accepted
within 5 days after death alongside his work duties by handing over some of the work to
the family. Similarly, in the ethnographic case study ZM observed that the BS received
a voicemail from a relative whose mum had passed away, enquiring whether any other
medical schools could accommodate her as their local medical school could not.
Unfortunately, on this occasion the BS, on returning the call, explained that the AU was
at capacity, and they could not accept.

The second and most common level of referral work was when the AUS went out of
their way to seek referral themselves. This level of referral work most often occurred when
refusals were for non-medical institutional reasons. For example, if the original AU did not
have enough storage space or AUS to embalm the body. In these circumstances, the AUS
felt that the onus was on them to seek referral. Ben, a DI, highlighted:

[...J we work really hard if we aren’t able to accept for any other reason that may be a general
medical criterion which institutions would be reluctant to proceed on, we work hard to still
place our donors in institutions, Jo [the BS] or | will ring around other institutions.

(Ben, Designated Individual, unit 18)

Similarly, Dawn, a BS, confirmed that if the refusal was due to a logistical reason at the AU,
then AUS made extra effort to refer the body.

If we are not accepting because the DR [Dissection Room] is closed for any reason, then we
nearly all [AUS across AUs] try and muck in and help each other out.

(Dawn, Bequeathal Secretary, unit 10)

Here, Dawn describes how BSs from multiple AUs would often work together to find
referral options for such individuals.

However, there were also certain medical conditions that were not accepted at some
AUs yet were at others, such as Alzheimer’s Disease. In such cases staff sought referral
even though it was unlikely that the body could be referred. As Ben, a DI, explained:

If there is a chance | would normally call [unit 9] and describe to them that there’s a medical
criteria issue for us, are they embarking for any specific fresh frozen courses where that
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[medical issue] might not have an impact. So, there’s always a small chance that we might be
able to refer you even though the medical criteria are not right for our purposes.

(Ben, Designated Individual, unit 18)

As an extension to the referral work that most AUS completed, some AUS also did referral
work when the body could not be referred for BD. For example, when a body could not be
accepted to unit 10 for medical or non-medical reasons, the BS, Dawn, referred to a brain
bank with which she had a referral relationship.

| do a lot of referral work to say the brain bank and | will explain to the family, ‘look it's not the
same as full body donation, [...] but if you are interested here is the number of the research
nurse down there’. | use that particular project because | know it's ongoing and they’re not
going to close their doors.

(Dawn, Bequeathal Secretary, unit 10)

This referral relationship with the ‘brain bank’ required effort to sustain but was a way
some AUS managed refusals. Many AUS also suggested external research studies that may
accept the refused bodies. AUS were doing this work in part to secure the reputation of
the AU but the degree and extent of it meant they did ‘over and above’ work.

Reasons AUS completed ‘over and above’ work

There were several reasons why AUS chose to complete their ‘over and above’ work. These
we characterise as including: a duty of care for the potential donor and their families,
which provided staff with job satisfaction, and the emotional impact the refusal had on
the AUS.

In an interview, Ben and Jo, a DI and BS, explained this ‘over and above’ work and why
they performed it:

Ben: [...] it’s just a duty of care to help, not just the donor but also the next-of-kin and the
families, to place, to place our donors elsewhere if possible.

Jo: Yeah that's part of the job really, we've made that part of the job, it wasn’t necessary - it's
not in our job description to do it, it's not written anywhere, but that’s part of doing the job
well and going home at the end of the day and thinking yep we couldn’t place that donor but
we tried, we spoke to the family, they understood and we've closed that one off.

(Ben, Designated Individual, and Jo, Bequeathal Secretary, unit 18)

These AUS recognised that they were voluntarily doing ‘over and above’ work by detailing
how they have made it ‘part of the job’ despite it not being necessary for their role. It was
clear that AUS chose to perform this work out of a ‘duty of care’ to the donor and their
families. They felt that they owed the family to fulfil the BD.

In the excerpt above, Jo highlights that completing this work also gives her job
satisfaction and enjoyment; this was ‘part of doing the job well’ and clarified why AUS
voluntarily completed such work. Jo also highlighted that doing this allows her to leave
work at work and establish the closure of the BD relationship between the AUS and the
families.
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AUS also described how they would experience upset in response to a family’s distress
at a refusal. This was because they felt that they had let the family down by reneging on
the perceived BD contract, even though it was expected that the family be prepared for
the refusal.

That [refusing] is awful actually. | hate having to tell someone we can’t accept [...]
(Sheila, Bequeathal Secretary, unit 17)

At first | found it quite daunting, it's quite difficult, the most difficult is when we can’t accept,
[...] the one time I really found it the most difficult is when they [the donor] hadn’t consented
[...] then just having to tell the family no we can’t do that for them because they haven't
consented [.. ]

(Monica, Technician, unit 2)

Refusals therefore not only had an emotional impact on the families, but they were also
distressing for the AUS. It was thus understandable why AUS went out of their way to
reduce or mitigate refusals since they were personally invested in this process. Like family
reactions to the breaking of the perceived BD contract, the AUS also felt uncomfortable
rejecting the donation offer even when it was not their fault that they could not accept.
Completing work around refusals with non-donor families was described as particularly
emotional by AUS as it allowed them to feel that they had salvaged something from
a situation which caused both them and the families upset.

Discussion and recommendations

In this paper, we have documented the extent of BD refusals in England and Northern
Ireland and the AUS work that goes into dealing with these refusals. We have shown how
AUS took on the responsibility of not accepting and receiving the gift and the emotional,
moral, and psychological burden this created. With this, we argue that AUS take on
a double burden as not only are they refusing a gift, but they are refusing one that is
‘so extraordinary that it is inherently unreciprocal’ (Fox & Swazey, 1992, p. 40). Fox and
Swazey (1992) refer to this as the ‘tyranny of the gift’. Despite this double burden, AUS had
the task of refusing bodies and managing the upheaval this caused while ensuring the
process was as positive for the families as possible. We argue that AUS encounter
a ‘tyranny of responsibility’ like that experienced by transplant professionals when
a transplant is unsuccessful (Jensen, 2017, p. 119). AUS made up for the refusal and
overcame their double burden as they felt such discomfort in the refusal and not fulfilling
their side of this tacit social contract to accept the BD gift (Fox & Swazey, 1992; Goldman-
Ida, 2018; Mauss, 1990). We argue that AUS did this by doing ‘over and above’ work.

This ‘over and above’ work, we assert, was given philanthropically by AUS due to a duty
of care they felt towards the potential donors and their families. Rather than this work
being a prescribed part of their job, AUS completed this work voluntarily as they felt they
owed it to the family. We demonstrate that this was because they were emotionally
involved in the BD process and refusals had a negative emotional impact on them. We
liken this to Testart’s (1998) assertion that acts in reciprocation to the gift were performed
because individuals felt that they should.
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In the AUS work around refusals, we can see some of the main facets of Bolton’s (2000)
philanthropic emotion management (EM), referring to that which is given as a gift and is
chosen (our emphasis) to be completed by staff. For example, when AUS went beyond what
is expected. They became attuned to the needs of families, felt empathy, and chose to do
their ‘over and above’ work; this was over and above the prescriptive or pecuniary types of
emotion management work (Bolton, 2000; Bolton & Boyd, 2003). Furthermore, we argue that
AUS ‘over and above’ work was initiated by naturally felt emotions (Randolph & Dahling,
2013) rather than the organisational feeling rules which are implicit in Hochschild's (1983)
emotional labour theory. Thus, building on Bolton's (2000) work, we argue that Hochschild's
term ‘emotional labour’ (Hochschild, 1983, p. 7) does not capture the range and comprehen-
siveness of AUS work as AUS were not prescribed to complete their ‘over and above’ work
but nonetheless felt that they should. AUS voluntarily made this a part of their role which
elicited job satisfaction, enjoyment (Theodosius, 2006), and the ability to leave work at work.

Supporting the AUS: recommendations

The findings indicate the need for guidelines and support for AUS work around refusals,
particularly as this work is not formally acknowledged in AUS job descriptions or training.
We provide the following recommendations which may be transferrable to the BD
community globally:

(1) Formal recognition for AUS work around refusals: this could be done by making
refusal work part of AUS job descriptions.

(2) Develop support and training around refusals for AUS: for example, development
of training packages for all AUS which provides guidance and support for mana-
ging refusals.

(3) Develop a shared database to manage referral work: this could include AU avail-
ability and list current external research projects. This would help limit the labour
involved in referral work for AUS.

Strengths and limitations

This is the first study to capture estimates of rates of refusals for BD and look in-depth at
AUS work around refusals. The triangulated ethnographic approach and the high response
rate (83%) from AUs, meant that we were able to present a comprehensive understanding
of refusals and associated AUS work. Our findings may therefore be transferable to other
BD contexts outside of England and Northern Ireland. Despite the high response rate, AUs
in Wales did not respond to the survey request, which resulted in the study only including
AUs from England and Northern Ireland; the response rate to some of the survey questions
was also reduced as some AUs did not respond to all questions. This implies that the actual
refusal number may be higher than we have presented in our data. The ethnographic
fieldwork with AUS gave unique access to their interactions with donors’ families during
the facilitation of BD and the navigation of refusals from the perspective of the AUS.
However, due to the ethical and logistical difficulties involved in interviewing and
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observing donor/non-donor families, it was not possible to include this aspect of the
relationship in the study. Future research should focus on family experiences of the refusal
process.

Conclusion

We have demonstrated in this paper the importance of the AUS’s nuanced ‘over
and above’ work around refusals in making the process of BD as positive as
possible for families of non-donors. We have also revealed a new arena, around
refusals, in the donation literature where gift relationships and philanthropic EM
were acted out by AUS. However, there is an evident lack of recognition, support,
and training for the AUS'’s ‘over and above’ work around refusals; recommenda-
tions for this have been made above and discussed elsewhere (Murphy, 2019)
which provide a practical addition to the BD community. In this paper, we have
recognised AUS work around refusals, however, we acknowledge the danger in
recognising and routinising this ‘over and above’ work as a formal part of their job
role. This could lead to it becoming expected practice and could remove the AUS’s
agency and detract from the job satisfaction that AUS received in voluntarily
performing this work. This would move this work from being philanthropic EM
(Bolton, 2000) to emotional labour (Hochschild, 1983) as it would become a waged
and/or expected part of their role. Moreover, we recognise that this work was done
because the AUS wished to and felt that they should; it was the AUS's way of
voluntarily reciprocating the gift of BD. Although this work was done specifically in
the context of Medical School Anatomy Units in England and Northern Ireland, we
believe that the findings may be transferrable to global BD contexts.
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