
 

	
	

	
	
	
	
	
	
	
	
	
	
	
	
	
	 	
	
	
	
	
	
	
	
	
	

	

	

	

Master	Thesis	
15.05.2018	

	
Organ	Donation	as	a	Social	Practice	

Authors:		
Tina	Larsen	(574)		
Anne	Bøg	Starkner	(92396)	
	
Programme:		
MA	International	Business	Communication	-	
Intercultural	Marketing	
	
Copenhagen	Business	School		
	
Number	of	characters:		
253,130	
	
Number	of	pages:		
112	
	
Supervisor:		
Ana	Alacovska		
		
	



	 	

	 1/121	

Executive	Summary	
Theories	of	planned	behaviour	and	rational	choice	are	not	able	to	properly	explain	the	current	

situation	on	organ	donation	in	Denmark.	According	to	such	theories,	Denmark	should	have	a	high	

number	of	registered	organ	donors,	which	is	not	the	case.	80	per	cent	of	the	population	is	positive	

towards	organ	donation,	yet	only	20	per	cent	has	registered	with	the	Danish	Donor	Registry.	This	

calls	 for	 a	 new	 approach	 to	 researching	 organ	 donation,	 which	 we	 do	 by	 researching	 organ	

donation	as	a	social	practice.	The	specific	practice	chosen	is	that	of	Danes	registered	for	deceased	

organ	donation,	and	the	aim	is	to	provide	a	more	nuanced	picture	on	organ	donation	than	what	is	

currently	the	case.	The	hope	is	that	this	knowledge	in	turn	may	lead	to	an	increase	in	the	level	of	

registrations	due	to	changes	in	public	policy	framing.	

	
Social	practice	theory	is	the	main	theoretical	framework	in	this	thesis,	however	other	theories	

and	 concepts	 are	 applied	 in	 order	 to	 analyse	 the	 data.	 These	 include	 but	 are	 not	 limited	 to	

relational	work	(Zelizer,	2000,	2012),	bodily	metaphors	(Belk,	1990,	Schweda	and	Schicktanz,	

2009)	and	theses	on	modern	death	as	a	taboo	(Walter,	1991).	

	
Placing	 ourselves	 within	 social	 constructivism	 and	 phenomenology,	 we	 conducted	 semi-

structured	life-world	 interviews	with	11	registered	organ	donors	 in	order	 to	understand	their	

world	 views,	 motivations	 and	 considerations	 for	 organ	 donation.	 All	 but	 one	 participant	 are	

registered	online,	 the	 last	 one	 carries	a	donor	 card.	 Further	 selection	was	made	based	on	 the	

demographic	 criteria	 of	 age	 and	gender	 found	 in	 the	Danish	Donor	Registry,	 thus	making	 the	

thesis	representative	for	the	practice	of	registered	organ	donors	to	the	widest	extent	possible.	

Using	grounded	theory	methodology	allowed	us	to	constantly	revise	the	theoretical	framework	to	

encompass	the	findings	that	emerged	from	the	data.	

	
The	findings	are	that	the	practice	of	organ	donation	is	about	helping	others	by	passing	something	

on	that	the	donors	no	longer	use.	It	is	an	altruistic	act	that	has	no	room	for	reciprocity	in	terms	of	

financial	 incentives.	 Financial	 incentives	 would	 cause	 the	 practice	 to	 lose	 its	 legitimacy.	 A	

legitimacy	that	is	mainly	build	on	trust	in	the	system	as	opposed	to	knowledge	about	how	the	

system	of	organ	donation	works.	The	donors	engage	in	the	practice	by	perceiving	their	organs	as	

spare	parts,	which	they	own	and	can	dispose	of	as	pleased.	Organ	donation	is	also	compared	to	

recycling,	 which	 may	 hold	 potential	 for	 public	 framing.	 The	 metaphors	 of	 spare	 parts	 and	

recycling	are	objectifying	language	that	minimises	the	symbolic	and	emotional	aspects	of	organ	

donation.	
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The	 findings	also	 show	 that	 the	donors’	 social	 ties	with	 their	 families	are	 very	 important	and	

consideration	for	the	family	implies	especially	two	things.	The	first	one	is	that	it	is	considered	a	

prerequisite	for	a	good	death	to	have	decided	on	organ	donation,	which	also	holds	potential	for	

future	framing.	While	deciding	is	a	prerequisite	for	a	good	death,	 it	 is	important	that	no	one	is	

pressured	to	donate	their	organs;	it	is	equally	acceptable	to	say	no.	The	donors	do	however	believe	

that	people	should	be	pressured	to	decide.	Many	of	the	donors	are	in	favour	of	presumed	consent	

while	a	few	favours	mandated	choice.	The	second	implication	of	the	consideration	for	the	family	

is	 the	 decision	 whether	 to	 make	 the	 donation	 contingent	 or	 non-contingent	 on	 the	 family’s	

acceptance.	Which	of	the	two	is	perceived	the	most	considerate	varies	greatly	within	the	practice.	

While	 consideration	 for	 the	 family	 is	 an	 inherent	 trait,	 organ	 donation	 is	 not	 a	 topic	 of	

conversation.	It	is	a	weak	taboo	that	is	hidden	but	not	forbidden,	as	people	seem	to	refrain	from	

talking	about	organ	donation,	as	you	cannot	talk	about	 it	without	also	talking	about	your	own	

death.	
	
Several	avenues	 for	 further	 research	have	been	 identified.	The	 first	 is	 to	 conduct	 the	 study	of	

organ	donation	as	a	social	practice	on	a	larger	scale.	The	second	is	to	apply	the	framework	of	social	

practice	 theory	 to	 the	 60	 per	 cent	 of	 the	 Danish	 population	 who	 is	 positive	 towards	 organ	

donation	but	unregistered.	The	third	is	to	apply	social	practice	theory	to	recipients,	donor	families	

and	medical	staff	as	well.	While	the	three	first	suggestions	are	further	expansions	of	social	practice	

theory,	specific	topics	have	also	emerged	in	the	findings.	These	include	the	potential	of	framing	

organ	donation	as	recycling,	if	and	how	to	implement	presumed	consent	and	if	preferential	status	

could	hold	a	place	in	organ	donation.	
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1. 	Introduction	
	

To	me,	organ	donation	definitely	has	something	 to	do	with	helping	others	with	

something	that	I	won’t	be	using	anymore	anyway.	If	you	can	use	it,	you	can	get	it	

from	me.	It’s	not	more	complicated	than	that.	You	know,	if	I’m	about	to	die	because	

of	something	and	I	can	give	it,	then	of	course	I’ll	do	it	and	I	don’t	need	to	know	[the	

recipient],	well	in	this	case	I	won’t.	It	shouldn’t	be	something	like	you	need	a	‘thank	

you’,	you	know?	Or	receive	money.	Or	get	some	sort	of	nice	trinket	on	top	of	your	

grave	to	show	how	nice	you	are	(laughter).	

(Mona,	63)	

	

This	description	of	organ	donation	highlights	many	aspects	embedded	in	the	social	practice	of	

organ	donation,	which	is	the	central	issue	in	this	thesis.	Organ	donation	is	about	helping	others	

without	getting	anything	in	return,	and	you	do	it	by	passing	on	something	you	no	longer	need	to	

someone	who	can	use	it.	Present	here	are	ideas	about	altruism,	relational	work	and	bodily	self-

perceptions.	 Social	 practice	 is	 in	 this	 thesis	 understood	 as	 the	 type	 of	 behaviour	 and	

understanding	 that	 is	 being	 carried	 out	 by	 different	 people	 at	 different	 times	 and	 different	

locations	(Reckwitz,	2002,	p.	250).	The	social	practice	of	organ	donation	refers	to	that	of	Danes	

registered	for	deceased	organ	donation	unless	stated	otherwise.	

	

The	framework	of	social	practice	theory	makes	it	possible	to	look	for	patterns	emerging	from	the	

multitude	of	individual	actions	and	understandings.	Undertaken	by	the	donors,	these	actions	and	

understandings	 constitute	 the	 practice	 of	 organ	 donation.	 Organ	 donation	 is	 furthermore	

understood	as	a	socio-cultural	exchange	following	the	thoughts	of	Ben-David	(2005)	who	states	

that	organ	donation	would	not	be	possible	without	the	exchange	mechanism.	This	understanding	

means	 that	 there	 are	 at	 least	 two	 parties;	 a	 giver	 and	 a	 receiver.	 The	 scope	 of	 this	 thesis	 is	

exclusively	on	the	givers,	the	organ	donors,	who	have	registered	to	donate	their	organs	after	their	

death.	Thus,	living	organ	donation	is	excluded	from	this	thesis	and	so	are	the	other	parties	to	the	

exchange.	These	other	parties	are	recipients,	relatives	and	the	medical	staff.	

	

Contrary	to	current	research	on	organ	donors’	motivations	and	attitudes,	this	thesis	is	based	on	

qualitative	data	in	order	to	gain	a	more	nuanced	and	detailed	perspective	on	organ	donation	from	

the	donors’	point	of	view.	Following	Flyvbjerg’s	(2001)	notion	that	the	raison	d’être	of	any	social	

science	research	is	to	help	society	see	and	reflect,	the	aim	is	to	expand	the	current	understanding	
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of	organ	donation	with	the	intent	of	fostering	new	reflections	on	the	topic.	In	other	words,	to	help	

Danes,	Danish	politicians	as	well	as	the	wider	Danish	society	reason	about	organ	donation	in	a	

more	nuanced	manner	 than	what	 is	 currently	 the	 case.	Thus,	 the	 research	 statement	 is	 organ	

donation	as	a	social	practice.		

	

The	research	statement	for	this	thesis	entails	diverting	attention	from	individual	decision-making,	

motivation	 and	 attitudes	 to	 the	 practice	 itself.	 A	 reason	 for	 doing	 this	 is	 the	 inadequacy	 of	

exclusively	looking	at	individuals’	attitudes,	as	these	provide	little	indication	for	actual	action.	The	

latest	official	attitude	survey	on	organ	donation	in	Denmark	from	2015	shows	that	80	per	cent	of	

the	population	is	positive	towards	organ	donation,	yet	in	2018,	only	around	20	per	cent	of	the	

population	 has	 registered	 their	 decision	 (Dansk	 Center	 for	 Organdonation,	 2018a;	

Sundhedsstyrelsen,	 2016).	 While	 this	 discrepancy	 between	 attitudes	 and	 registrations	 in	

Denmark	was	the	original	inspiration	for	this	thesis,	it	became	of	less	direct	relevance	once	the	

research	 statement	was	 settled	on.	The	 same	did	another	motivation,	which	 is	 the	 scarcity	of	

organs	that	results	in	patients	dying	on	the	transplant	waiting	list.	

	

Looking	at	organ	donation	as	a	social	practice	has	five	main	implications.	First	of	all,	there	is	a	

need	 for	 examining	 how	 donors	 understand	 organ	 donation.	 Secondly,	 it	 is	 necessary	 to	

understand	how	they	relate	to	other	actors	partaking	in	the	practice.	Thirdly,	their	knowledge	of	

organ	 donation	 both	 tacit,	 explicit	 and	 ignored	 has	 to	 be	 investigated.	 Fourthly,	 the	 donors’	

motivations	and	emotions	need	exploration.	Finally,	the	donors’	perceptions	of	their	bodies	and	

organs	are	essential	for	understanding	the	practice	of	organ	donation.	Having	the	practice	itself	

as	 the	core	unit	of	analysis	means	that	 these	 five	aspects	are	 investigated	without	prioritising	

neither	individual	agency	or	societal	structures.	

	

1.1. Contributions	
	

The	aim	of	this	thesis	is	to	contribute	to	a	more	nuanced	understanding	of	organ	donation	in	the	

public	sphere.	Additionally,	it	is	the	authors’	hope	that	the	findings	can	reduce	the	discrepancy	

between	attitudes	and	behaviour	and	thus	increase	the	level	of	online	registrations.	By	doing	so,	

families	of	potential	donors	will	be	relieved	of	the	decision	on	whether	or	not	to	donate	a	relative’s	

organs	because	he	or	she	is	unregistered.	

	

A	more	nuanced	understanding	of	organ	donation	is	not	the	only	aim	of	this	thesis.	Another	aim	

is	to	expand	the	applicability	of	social	practice	theory.	This	is	done	by	applying	the	framework	to	
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a	practice	that	differs	from	existing	research	on	social	practices	in	two	ways.	First,	social	practice	

theory	has	traditionally	been	applied	to	practices	that	are	performed	on	a	regular	basis.	Examples	

include	practices	such	as	driving	(Warde,	2005),	pro-environmental	workplace	behaviour	change	

(Hargreaves,	2011),	household	energy	consumption	(Gram-Hanssen,	2011)	and	tobacco	smoking	

(Blue,	Shove,	Carmona,	&	Kelly,	2016).	Organ	donation	on	the	other	hand	is	a	constant	state	of	

being	once	a	decision	is	made,	which	means	that	there	is	no	regular	performance	of	the	practice.	

Thus,	social	practice	theory	is	extended	to	include	a	non-repetitive	practice.	The	second	extension	

is	 the	 element	 of	 exchange	 that	 is	 present	 in	 organ	 donation.	 To	 our	 knowledge,	 none	 of	 the	

practices,	 to	 which	 social	 practice	 theory	 has	 previously	 been	 applied,	 have	 been	 exchanges	

carried	out	by	different	people	at	different	times	and	locations.	

	

1.2. Structure	of	the	Thesis	
	

The	 rest	 of	 this	 chapter	 introduces	 the	 field	of	 organ	donation.	 First,	 the	 current	 approach	 to	

research	on	organ	donation	is	presented	and	why	changes	are	called	for.	This	is	followed	by	a	

presentation	on	the	organ	donation	field	in	Denmark;	a	brief	historical	development,	the	primary	

actors	 and	 initiatives	 as	well	 as	how	organ	donation	has	been	portrayed	 in	 the	media	 and	 in	

campaigns.	Chapter	two	is	a	presentation	of	our	theoretical	framework.	This	chapter	includes	a	

review	of	how	social	practice	theory	is	understood,	used	and	expanded	in	this	thesis	as	well	as	the	

other	theories	and	concepts	applied	in	the	analysis.	Chapter	three	presents	the	methodological	

choices,	 their	 implications	 for	 the	 thesis	 and	 ethical	 considerations.	 Chapter	 four	 unfolds	 the	

findings	and	discusses	how	these	can	be	seen	as	constituting	a	social	practice	of	organ	donation.	

Chapter	 five	 is	 a	 discussion	 of	 the	 findings	 that	 confirm,	 conflict	 with	 or	 expand	 existing	

knowledge	on	organ	donation.	Part	of	this	chapter	are	also	suggestions	for	further	research	and	

implications	 for	 public	 policy	 initiatives.	 Finally,	 the	 thesis	 is	 concluded	 by	 presenting	 what	

constitutes	the	social	practice	of	organ	donation	in	Denmark.	

	

1.3. 	The	Organ	Donation	Field	
	

1.3.1. Existing	Research	on	Organ	Donation	
	

Many	 studies	 and	much	 public	 research	 on	 organ	donation	 focus	 on	 the	 general	 populations’	

motivations	and	attitudes	towards	organ	donation	(See	for	example	Hill,	2016;	Irving	et	al.,	2014;	

Sanner,	2006;	Sundhedsstyrelsen,	2016).	The	theoretical	premise	of	these	studies	is	often	theories	

of	planned	behaviour	and	rational	choice,	which	 implies	that	behaviour	mirrors	attitudes.	The	
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presumption	is	that	behaviour	is	the	result	of	linear	and	rational	thinking,	and	that	people	are	able	

to	make	the	‘right’	choice	based	on	the	attitudes	they	obtain	through	the	information	they	have	

(Hargreaves,	2011;	Shove,	Pantzar,	&	Watson,	2012).	This	is	commonly	referred	to	as	the	ABC	

paradigm	in	which	A	stands	for	attitude,	B	for	behaviour	and	C	for	choice	(Shove	et	al.,	2012).	

	

The	 Danish	 Health	 Authority	 has	 conducted	 quantitative	 attitudinal	 research	 on	 the	 general	

population's	attitudes	towards	organ	donation	every	five	years	since	1995	(Sundhedsstyrelsen,	

2016).	The	aim	is	to	undercover	the	level	of	knowledge,	attitude	and	behaviour	exhibited	by	the	

Danish	 population	 and	 give	 recommendations	 for	 future	 action	 to	 increase	 the	 level	 of	

registrations.	 The	 recommendations	 from	 the	 Danish	 Health	 Authority	 are	 often	 educational	

campaigns	and	awareness	building	initiatives	directed	at	the	overall	population.	These	initiatives	

align	with	the	ABC	paradigm	in	which	information	is	believed	to	educate	the	public	who	will	then	

change	attitudes	and	consequently	behaviour	(Blue	et	al.,	2016).	

	

According	to	the	ABC	paradigm,	Denmark	should	have	a	high	level	of	organ	donor	registrations.	

In	2015,	80	per	cent	of	the	population	was	positive	towards	organ	donation	and	65	per	cent	stated	

that	they	were	willing	to	donate	their	organs	(Sundhedsstyrelsen,	2016).	There	is	however	not	a	

correspondingly	high	level	of	registrations,	as	the	Danish	Donor	Registry	for	the	first	time	in	2017	

was	able	to	report	that	more	than	one	million	Danes	had	registered	online	(Sundhedsstyrelsen,	

2018).	This	discrepancy	between	attitudes	and	actual	behaviour	among	Danes	regarding	organ	

donation	has	prompted	some	researchers	such	as	Nordfalk,	Olejaz,	Jensen,	Skovgaard	and	Hoeyer	

(2016)	 to	approach	organ	donation	 from	a	new	perspective.	They	 focus	on	understanding	 the	

historical	 development	 of	 public	 attitudes	 towards	 organ	 donation	 in	 Denmark	 in	 order	 to	

determine	how	to	avoid	risking	the	public	support	that	has	developed.	

	

1.3.2. Organ	Donation	in	Denmark	
	

In	1990	the	Danish	Parliament	adopted	 the	brain	death	criterion,	which	 is	 the	only	criteria	of	

death	whereby	organs	such	as	the	heart,	liver	and	lungs	may	be	donated	in	Denmark	(Det	Etiske	

Råd,	 2008;	 Sundhedsstyrelsen,	 2017).	 Denmark	 was	 the	 last	 of	 the	 European	 countries	 to	

implement	the	brain	death	criterion	and	historically,	Danes	have	been	reluctant	towards	organ	

donation	and	considered	it	highly	controversial	(Nordfalk	et	al.,	2016,	p.	2).	In	1995	only	30	per	

cent	of	the	Danish	population	was	‘positive’	or	‘very	positive’	towards	organ	donation	while	the	

number	in	2015	was	80	per	cent	(Sundhedsstyrelsen,	2016).	
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Despite	the	steep	increase	in	attitudinal	support	for	the	practice	only	around	20	per	cent	of	the	

population	 has	 registered	 a	 decision	 online	 in	 April	 2018	 (Dansk	 Center	 for	 Organdonation,	

2018a).	 According	 to	 the	 Danish	 Health	 Authority,	 this	 is	 partly	 because	 one	 third	 of	 the	

population	has	doubts	 about	 the	brain	death	 criterion	 (Sundhedsstyrelsen,	 2016,	 p.	 9).	These	

doubts	 are	 related	 to	 the	 fear	 that	 you	 can	be	declared	dead	and	your	organs	 retrieved	even	

though	 you	 could	 have	 survived.	 This	 is	 one	 of	 the	 reasons	why	 the	Danish	Health	 Authority	

recommends	educational	campaigns	on	the	procedures	for	how	brain	death	is	determined.	

	

Brain	 death	 is	 also	 vigorously	 discussed	 in	 academic	 circles.	 Jensen	 (2011)	 finds	 that	 the	

declaration	of	brain	death	can	be	ambiguous	for	a	donor’s	family	since	the	body	looks	more	alive	

than	dead,	which	some	scholars	refer	to	as	‘living	cadaver’	(Lock,	2002,	p.	98)	or	‘breathing	corpse’	

(Jensen,	2011,	p.	72).	Some	research	suggests	that	an	alive-looking	body	can	pose	an	obstacle	for	

families	 to	donate	(Sque	&	Payne,	1996;	 Jensen,	n.d.,	 in	Wiesener,	2016),	while	other	research	

finds	that	it	to	a	large	extent	does	not	influence	the	donor	families’	decision	to	donate	(Haddow,	

2005).	

	

1.3.3. The	System	
	

In	Denmark	organ	donation	is	based	on	the	premise	of	informed	and	explicit	consent,	which	can	

be	given	in	three	ways	(Dansk	Center	for	Organ	Donation,	n.d.).	One	way	is	to	inform	one’s	family,	

another	is	to	carry	a	donor	card	and	the	third	is	to	register	with	the	Danish	Donor	Registry.	When	

you	register,	you	can	give	 full	consent	or	partial	consent	which	entails	 that	you	actively	select	

which	organs	you	want	to	donate	and	which	ones	you	will	not.	Donors	can	furthermore	choose	

between	making	the	donation	contingent	or	non-contingent	on	the	family’s	acceptance.	This	kind	

of	 registration	only	 covers	organ	donation	 for	 transplantation.	Donating	 your	body	 to	 science	

requires	a	different	registration.	

	

The	procedure	of	organ	transplantations	is	possible	due	to	a	collaboration	between	many	actors.	

In	 short,	 a	 person	must	 be	 declared	 brain	 dead	 by	 two	 doctors	 independently	 of	 each	 other.	

Hereafter	the	intensive	care	unit	confirms	that	the	deceased	is	a	potential	candidate	for	donation	

together	with	a	transplant	coordinator	located	at	one	of	the	three	transplant	centres	in	Denmark	

(Dansk	 Center	 for	 Organdonation,	 n.d.-b).	 In	 collaboration,	 they	 determine	 if	 the	 deceased	 is	

registered	in	the	Danish	Donor	Registry	and	furthermore	if	the	deceased	is	physically	fit	to	be	a	

donor.	If	the	donor	is	not	registered	or	if	the	registration	is	contingent	on	the	family’s	acceptance,	

the	doctors	will	approach	the	family	with	a	request	for	organ	donation.	If	the	family	says	yes,	the	
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organs	can	be	 transplanted	 to	patients	 in	need	of	a	healthy	organ	either	 in	Denmark,	Finland,	

Iceland,	Norway	or	Sweden	(Dansk	Center	for	Organdonation,	n.d.-b).	

	

1.3.4. The	Main	Actors	and	Initiatives	
	

There	are	several	important	stakeholders	who	partake	in	the	ethical,	legislative	and	promotional	

discussions	on	organ	donation	in	Denmark.	The	main	actors	are	the	Danish	Parliament,	the	Danish	

Health	Authority,	the	national	knowledge	centre	Dansk	Center	for	Organdonation	and	the	Danish	

Council	on	Ethics.	Various	patient	organisations,	especially	Organdonation	–	Ja	Tak,	are	also	taking	

part	in	setting	the	agenda	for	organ	donation.	These	will	however	not	be	discussed	in	detail	in	this	

thesis.	

	

The	 Danish	 Parliament	 is	 responsible	 for	 the	 legislative	 foundation	 of	 organ	 donation	 which	

currently	entails	two	central	premises.	The	first	is	that	sale	and	purchase	of	organs	are	strictly	

prohibited	by	law	(Sundheds-	og	Ældreministeriet,	2016).	The	second	is	the	informed	consent,	

which	 has	 already	 been	 explained	above.	 The	Danish	 Parliament	 has	 several	 times	 discussed	

changing	 this	 statute	 and	 adopt	 presumed	 consent	 to	 organ	 donation	 (Sørensen	 &	 Ertmann,	

2015).	This	would	entail	 that	everyone	 is	presumed	an	organ	donor	unless	 they	have	actively	

deregistered.	Presumed	consent	was	first	discussed	and	rejected	in	2007	and	again	in	2015	on	

grounds	 that	 the	state	should	not	 interfere	or	make	 that	kind	of	decision	on	behalf	of	people.	

Presumed	 consent	 is	 highly	 likely	 to	 reappear	 on	 the	 agenda	 since	 the	 Danish	 Parliament	 in	

December	2017	adopted	a	new	piece	of	legislation.	The	new	legislation	states	that	any	publicly	

proposed	bill	gathering	at	least	50,000	signatures	must	be	debated	in	Parliament	(Folketinget,	

2017).	This	change	has	been	welcomed	by	patient	organisations	especially	Organdonation	-	Ja	Tak	

which	 has	 it	 as	 a	 core	 purpose	 to	 get	 presumed	 consent	 introduced	 into	 Danish	 legislation	

(Organdonation	-	ja	tak,	2017).	This	organisation	also	plays	a	large	role	in	terms	of	bringing	organ	

donation	to	the	public’s	attention	on	social	media	and	on	television.	

	

While	 the	 Danish	 Parliament	 is	 responsible	 for	 legislation,	 the	 Danish	 Health	 Authority	 is	

responsible	for	the	central	information	efforts	on	organ	donation	(Sundhedsstyrelsen,	2017).	In	

2008,	Dansk	Center	for	Organdonation	was	established	by	the	Danish	Government	to	help	with	

these	information	efforts,	and	it	has	two	main	functions.	First,	it	collaborates	with	hospitals	and	

healthcare	professionals	to	optimise	the	handling	and	procedures	of	organ	donation.	Second,	it	

works	 to	inform	and	educate	the	general	public	under	 the	name	Oplysning	om	Organdonation	

(Dansk	Center	for	Organdonation,	n.d.-a).	In	2016,	Oplysning	om	Organdonation	and	the	Danish	
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Health	Authority	 launched	a	new	 initiative	called	National	Organ	Donation	Day,	which	aims	at	

creating	 dialogue	 and	 debate	 on	 organ	 donation	 (Dansk	 Center	 for	 Organdonation,	 2017;	

Ministeriet	for	Sundhed	og	Forebyggelse,	2014).	In	2017,	the	National	Organ	Donation	Day	with	

its	local	events,	media	coverage	and	social	media	postings	resulted	in	8,715	new	registrations	in	

the	Danish	Donor	Registry	(Dansk	Center	for	Organdonation,	2017).	

	

In	2014,	the	Danish	Health	Authority	and	the	Danish	Parliament	launched	a	national	action	plan	

with	23	initiatives	on	how	to	strengthen	the	support	for	organ	donation	and	increase	the	number	

of	available	organs	from	brain	dead	patients	(Ministeriet	for	Sundhed	og	Forebyggelse,	2014).	The	

initiatives	were	built	on	recommendations	from	a	task	force	of	specialist	associations1	working	

with	 organ	 donation	 in	 Denmark	 (Ministeriet	 for	 Sundhed	 og	 Forebyggelse,	 2014),	 and	 the	

National	Organ	Donation	Day	is	one	such	initiative.	In	general,	the	initiatives	focus	on	increasing	

the	level	of	awareness,	information	and	knowledge	among	the	population	and	health	care	staff.	

Another	 initiative	 from	 the	 national	 action	 plan	 was	 nudging	 people	 to	 register.	 This	 was	

attempted	 in	2015	by	 the	Danish	Health	Authority	on	 sundhed.dk,	which	 is	 the	 joint	national	

health	portal	on	which	citizens	can	access	their	health	data	(sundhed.dk,	n.d.,	2016).	

	

The	Danish	Council	on	Ethics	is	another	important	institution	which	independently	advises	the	

Danish	Parliament	and	public	institutions	on	ethical	matters	(Det	Etiske	Råd,	n.d.).	Within	the	field	

of	 organ	 donation,	 the	 Council	 has	 dealt	 with	 questions	 such	 as	 presumed	 versus	 informed	

consent,	allowing	organ	donation	after	cardiac	death,	compensation,	commercialisation	and	trade	

of	organs	(Det	Etiske	Råd,	2008,	2013).	The	Council	discussed	presumed	consent	the	first	time	in	

1998,	 revisited	 the	 question	 in	 2008	 and	 again	 in	 2016/17	 (Det	 Etiske	 Råd,	 2016).	 When	

presenting	its	recommendations	in	2017,	a	majority	of	members	stated	that	presumed	consent	

should	not	replace	informed	consent	(Det	Etiske	Råd,	2017).	The	argument	is	that	human	beings	

have	 a	 legitimate	 ownership	 of	 their	 own	 bodies	which	 prevents	 others	 from	 accessing	 it	 or	

making	use	of	it	without	explicit	consent,	thereby	deeming	presumed	consent	an	infringement	on	

people’s	autonomy	and	integrity.	

	

	

	

                                            
1	The	task	force	consisted	of	the	president	for	the	Danish	Health	Authority,	Dansk	Center	for	Organdonation,	Dansk	
Transplantations	Selskab,	Dansk	Selskab	for	Anæstesiologi	og	Intern	Medicin,	Dansk	Neurokirurgisk	Selskab,	
Danmarks	Lungeforening	and	Ministeriet	for	Sundhed	og	Forebyggelse.	
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1.3.5. Organ	Donation	in	the	Media	
	
Media	 attention	 has	 traditionally	 focused	 on	 the	 shortage	 in	 organs	 for	 transplantation,	 the	

importance	of	donating	and	the	statistical	fact	that	Denmark	is	lagging	behind	on	the	number	of	

organ	donors	(Bundgaard,	2006;	Jensen,	2009).	During	the	last	two	decades,	Danish	television	

and	radio	channels	have	brought	 the	 topic	 to	 the	public’s	attention	with	documentaries,	 radio	

shows	and	theme	weeks.	

1.3.5.1. Television	

	
In	2012,	Danmarks	Radio	(DR)	aired	the	documentary	‘Pigen,	der	ikke	ville	dø’	(DR,	2012b).	The	

documentary	 should	 have	 been	 about	 the	 process	 that	 families	 go	 through	when	 deciding	 to	

donate	a	relative’s	organs	but	ended	up	being	about	medical	misjudgement	(DR,	2012b;	Nielsen,	

2012).	While	 the	programme	caused	quite	a	stir,	there	was	a	positive	effect	on	 the	number	of	

registrations.	 3,000	 people	 changed	 their	 status	 and	despite	 fears	 that	 Danes	would	 be	more	

reluctant	to	donate	organs,	only	500	changed	to	non-donating	(DR,	2012a).	The	rest	was	either	

new	registrations	or	changes	in	permissions.	This	was	compared	 to	the	usual	1,000	changes	a	

week.	

	

More	recently,	in	January	and	February	2018,	DR	sent	a	two-part	documentary	called	‘Organer	for	

livet?’	which	focuses	on	understanding	why	so	few	Danes	have	registered	their	decision	on	organ	

donation	(DR,	2018).	The	stated	aim	was	to	get	more	people	 to	decide,	which	 the	programme	

succeeded	in.	On	the	night	of	the	first	part,	3,954	people	went	online	and	registered	their	decision	

on	organ	donation	compared	to	 the	usual	100	people	a	day	(Dansk	Center	 for	Organdonation,	

2018b;	Petersen,	2018).	

1.3.5.2. Campaigns	

	
It	 is	 not	 only	 on	 television	 and	 on	 the	 radio	 that	 organ	 donation	 is	 promoted.	 In	 2008,	 the	

nationwide	 campaign	 ‘Tag	 Stilling	Nu’	was	 launched	 to	 encourage	 people	 to	 decide	 on	 organ	

donation	 (Jensen,	 2009).	 The	 campaign	 showcased	 celebrities	 and	 their	 organ	 donation	

registration,	 and	 resulted	 in	 public	 debates	 and	more	 than	 50,000	 new	 registrations	 (Jensen,	

2009).		

	

In	2015,	a	new	national	campaign	called	‘Giv	Livet	Videre’	portraying	organ	recipients	and		their	

transplantation	 scars	was	 launched	 (Dansk	 Center	 for	 Organdonation,	 2015).	 During	 the	 first	

three	months	the	campaign	ran,	it	resulted	in	67,000	new	registrations	(sincera.dk,	n.d.).	‘Giv	Livet	
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Videre’	was	to	a	large	extent	developed	for	social	media	and	the	hashtag	#givlivetvidere	is	still	

active	and	encouraging	people	 to	draw	a	scar	on	their	body,	 take	a	photo	of	 it	and	share	 it	on	

Facebook	and	Instagram	(Giv	Livet	Videre,	n.d.).	The	importance	of	social	media	is	evident	in	the	

many	Facebook	pages	and	hashtags	related	to	organ	donation	in	Denmark.	The	most	prominent	

hashtags	are	#givlivetvidere,	#tagstilling,	#tagsnakken	and	the	more	international	ones	such	as	

#organdonation	and	#organdonor.	Almost	all	 the	 important	 institutions,	patient	organisations	

and	campaigns	have	social	media	pages	on	which	they	promote	organ	donation.	A	new	campaign	

called	 ‘Gav	 Livet	 Videre’,	 a	 follow-up	 on	 ‘Giv	 Livet	 Videre’,	 is	 to	 be	 launched	 in	 2018	

(Nyreforeningen,	2018).	It	is	intended	to	show	the	families	of	deceased	donors	who	have	passed	

life	on	to	someone	else	through	their	donation.	
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2. Theoretical	Framework	
	

2.1. Social	Practice	Theory	
	
What	is	social	practice	theory?	In	this	thesis,	a	social	practice	is	defined	as:	

		

A	 routinized	way	 in	which	bodies	 are	moved,	 objects	 are	handled,	 subjects	 are	

treated,	things	are	described	and	the	world	is	understood	…	A	practice	is	social,	as	

it	is	a	‘type’	of	behaving	and	understanding	that	appears	at	different	locales	and	at	

different	points	of	time	and	is	carried	out	by	different	body/minds.	

(Reckwitz,	2002,	p.	250)	

	

The	framework	of	social	practice	theory	was	introduced	to	contemporary	research	by	Schatzki	

(1996)	 and	has	 since	developed	and	undergone	alterations	 in	 the	works	of	different	 scholars.	

Among	the	contributors	relevant	for	this	thesis	are	Reckwitz	(2002),	Warde	(2005)	and	Shove,	

Pantzar	and	Watson	(2012).	 In	order	 to	clarify	exactly	what	 is	meant	by	a	social	practice,	 it	 is	

important	 to	 consider	 the	 distinction	 between	 ‘practice’	 and	 ‘practices’	 set	 forth	 by	 Reckwitz	

(2002).	 A	 ‘practice’	 describes	 human	 action	 in	 general	 as	 opposed	 to	 thinking	 or	 theorising.	

‘Practices’	on	the	other	hand	are	routinised	types	of	behaviour	that	consist	of	several	elements.	

These	 elements	 are	 all	 interconnected	 to	 one	 another	 and	 include	 bodily	 activities,	 mental	

activities,	objects	and	their	use	as	well	as	background	knowledge	in	the	form	of	understanding,	

know-how,	states	of	emotion	and	motivational	knowledge	(Reckwitz,	2002,	p.	249).	A	‘practice’,	

an	actual	action,	is	always	part	of	practices.	Therefore,	both	are	relevant	when	looking	at	organ	

donation	as	a	social	practice.	The	interrelation	of	these	two	concepts	is	also	identified	by	Schatzki	

(1996).	Schatzki	 (1996)	also	provides	 two	additional	central	notions	of	practices:	 ‘practice-as-

entity’	and	‘practice-as-performance’.	Practice-as-entity	is	understood	as:	

	

A	 temporally	 unfolding	 and	 spatially	 dispersed	 nexus	 of	 doings	 and	 sayings.	

Examples	are	cooking	practices,	voting	practices,	industrial	practices,	recreational	

practices	...	To	say	that	the	doings	and	sayings	forming	a	practice	constitute	a	nexus	

is	to	say	that	they	are	linked	in	certain	ways.	Three	major	avenues	of	linkage	are	

involved:	 (1)	 through	 understandings,	 for	 example,	 of	what	 to	 say	 and	 do;	 (2)	

through	explicit	rules,	principles,	precepts	and	instructions;	and	(3)	through	what	
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I	 will	 call	 ‘teleoaffective’	 structures	 embracing	 ends,	 projects,	 tasks,	 purposes,	

beliefs,	emotions	and	moods.	

(Schatzki,	1996,	p.	89)	

	

In	contrast,	practice-as-performance	refers	specifically	to	the	actual	doing	and	carrying	out	of	a	

practice;	the	enactment	of	these	elements	in	a	specific	location	at	a	specific	point	in	time	(Warde,	

2005,	p.	134).	

	

Reckwitz	(2002)	describes	practices	as	‘patterns’	which	are	“filled	out	by	a	multitude	of	single	and	

often	unique	actions	reproducing	 the	practice”	 (p.	250).	Thus,	 individuals	become	 ‘carriers’	of	

practices	and	in	fact	of	many	different	practices	that	may	or	may	not	influence	each	other.	There	

are	many	reasons	why	people	become	carriers	of	practices,	and	Shove	et	al.	 (2012)	stress	the	

importance	 of	 communities	 and	 networks.	 A	 notion	 supported	 by	 Crossley	 (2008)	 who	

investigates	how	a	closely	tied	network	of	only	a	handful	of	punk	musicians	in	the	United	Kingdom	

initiated	the	formation	and	shaping	of	the	punk	movement.	Through	the	network	they	interacted	

and	established	mutual	obligations	which	enabled	the	practice	to	take	hold,	diffuse	and	attract	

new	members.	Shove	et	al.	(2012)	do	however	also	stress	the	importance	of	accidental	factors	

such	as	birth,	history	and	location.	

	

The	 individual	 is	 not	 only	 a	 carrier	 of	 behaviour	 but	 also	 of	 routinised	 ways	 of	 thinking,	

understanding,	 knowing	 and	 desiring,	 which	 are	 usually	 traits	 and	 qualities	 belonging	 to	 the	

individual	(Reckwitz,	2002).	However,	in	social	practice	theory	these	are	elements	of	a	practice	in	

which	 the	 individual	 participates.	 Attention	 is	 thereby	 diverted	 from	 moments	 of	 individual	

decision-making	 and	 onto	 the	 practice	 itself,	 which	 then	 becomes	 the	 core	 unit	 of	 analysis	

(Hargreaves,	2011).	

	

In	this	thesis,	we	will	explore	different	practice-as-performances	carried	out	by	donors	in	order	

to	understand	how	the	practice	of	organ	donation	as	an	entity	can	be	understood.	We	do	this	by	

looking	at	the	three	elements	which	constitute	the	routinised	behaviour	of	the	practice,	which	will	

be	elaborated	on	below.	

	

2.1.1. Elements	of	a	Practice	
	

As	mentioned,	Reckwitz	(2002)	defines	practices	as	routinised	types	of	behaviour	consisting	of	

several	interconnected	elements	that	being	bodily	activities,	mental	activities,	objects,	the	usage	
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of	objects	and	background	knowledge.	Following	the	same	 line	of	thought,	Shove	et	al.	 (2012)	

state	that	“social	practices	consist	of	elements	that	are	integrated	when	practices	are	enacted”	and	

ascertain	that	when	practices	change,	the	links	between	the	elements	change	as	well	(p.	21).	

	

Many	social	practice	theorists	propose	different	variations	of	the	elements	and	different	content.	

In	this	thesis,	we	apply	the	more	simplified	scheme	developed	by	Shove	et	al.	(2012)	which	is	

comprised	of	the	three	main	elements	‘material’,	‘competence’	and	‘meaning’	(p.	22).	We	adopt	

the	understanding	that	the	building	blocks	of	any	social	practices	are	these	elements	that	mutually	

shape	each	other	as	well	as	the	interdependent	relations	between	them.	Also,	all	three	elements	

will	 be	 considered	 simultaneously	 in	order	 to	understand	the	 relationship	between	 them	and	

consequently	the	practice	they	constitute.	

2.1.1.1. Material	

	
There	is	general	agreement	in	the	field	of	practice	theory	that	things	are	a	fundamental	part	of	

practices	(Røpke,	2009	in	Shove	et	al.,	2012).	Shove	et	al.	(2012)	use	the	term	‘material’	to	cover	

“objects,	 infrastructure,	 tools,	hardware	and	 the	body	 itself”	 (p.	23).	 In	a	lecture	at	 the	British	

Library,	Shove	(2011)	gives	an	example	of	the	material	it	takes	to	engage	in	the	practice	of	cycling:	

“It	requires	some	things	like	a	bike,	suitable	shoes	and	a	good	road”	(p.	4).	In	this	thesis,	the	body	

is	 the	 main	 material	 in	 the	 practice,	 however,	 the	 public	 transplantation	 system	 and	

biotechnologies	are	also	indispensable	material	elements	without	which	the	practice	would	not	

exist.	

2.1.1.2. Competence	

	
Competences	 comprise	 several	 forms	 of	 knowledge	 and	 understanding	 (Shove	 et	 al.,	 2012).	

According	to	Warde	(2005),	knowledge	is	“’knowing	how	to’	do	something”	and	having	the	skills	

to	do	so	(p.	135).	In	the	cycling	example,	competence	is	knowing	how	to	keep	your	balance	as	well	

as	the	ability	to	do	so	(Shove,	2011).	Warde	(2005)	furthermore	includes	the	ability	to	understand	

and	assess	the	appropriateness	of	a	performance	in	a	given	context	in	his	ideas	about	knowledge.	

In	 this	 thesis,	 we	 understand	 competence	 as	 donors’	 background	 knowledge,	 general	

understanding	of	the	practice	as	well	as	their	ability	to	engage	in	and	evaluate	the	practice	they	

are	taking	part	in.	
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2.1.1.3. Meaning	

	
Shove	 et	 al.’s	 (2012)	 third	 element	 is	 meaning,	 which	 embodies	 “the	 social	 and	 symbolic	

significance	of	participation”	including	emotions	and	motivations	(p.	23).	This	is	a	contested	area	

within	practice	theory	as	there	is	little	agreement	about	how	to	define	and	characterise	meaning,	

emotion	and	motivation.	In	the	cycling	example,	a	carrier	needs	to	see	the	meaning	of	doing	it	and	

“to	think	that	it’s	a	perfectly	reasonable	thing	to	do	…	that	it’s	not	some	crazy	notion”	(Shove,	2011,	

p.	4).	The	element	of	meaning	is	important	in	our	thesis	as	it	sheds	light	on	the	perceived	social	

and	symbolic	significance	of	organ	donation,	the	body,	the	self	and	the	relations	to	others.	

	

2.1.2. Change	and	Consistency	in	Practices	
	
A	social	practice	is	not	a	stable	entity;	it	can	grow,	change	or	disintegrate	by	acquiring	or	losing	

its	carriers.	Neither	is	it	an	identical	entity:	“[practices-as-entities]	do	not	present	uniform	planes	

upon	which	agents	participate	in	identical	ways	but	are	instead	internally	differentiated	on	many	

dimensions”	 (Warde,	2005,	p.	138).	The	 individuals	engaging	 in	the	performance	of	a	practice	

have	different	past	experiences,	levels	of	knowledge,	opportunities	for	discussion	and	previous	

encouragement	by	others	etc.	These	differences	may	be	reflected	in	variations	of	how	a	practice-

as-entity	 should	 be	 understood	 (Warde,	 2005).	 They	may	 also	 be	 reflected	 in	 the	 values	 the	

carriers	aspire	 to	and	the	procedures	deemed	acceptable.	 It	 is	precisely	because	practices	are	

internally	differentiated	that	they	are	able	to	evolve	(Warde,	2005).	

	

The	 relationship	 between	 variations	 within	 a	 given	 practice,	 its	 reproduction	 and	 potential	

evolvement	is	explained	by	Warde	(2005).	Starting	with	reproduction,	the	argument	is	that	at	any	

given	 time,	 a	 practice	 has	 a	 set	 of	 generally	 established	 understandings,	 procedures	 and	

objectives,	which	govern	conduct	within	that	practice.	This	often	occurs	without	much	reflection	

or	conscious	awareness	on	 the	part	of	 the	 individual	carriers	as	their	actions	are	emotionally,	

corporeally	and	cognitively	entrenched	and	embodied.	According	to	Warde	(2005),	this	is	one	of	

the	main	reasons	why	many	practices	exhibit	considerable	inertia.	

		

While	 inertia	 is	 present	 in	many	 practices,	 individual	 carriers	may	 seek	 to	 alter	 some	 of	 the	

conventions	and	replace	them	with	new	modes	of	understanding	and	prescriptions	for	conduct.	

Warde	(2005)	argues	that	this	may	be	practitioners	from	a	new	generation	or	practitioners	who	

have	learned,	copied	or	borrowed	procedures	from	other	practices.	The	second	idea	is	connection	

to	the	notion	that	practices	are	not	hermetically	sealed	off	from	other	practices	in	contemporary	

society.	 Therefore,	 ‘contamination’	 between	 practices	 may	 influence	 the	 degree	 of	 internal	
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differentiation.	The	reason	for	this	is	that	the	individual	is	at	the	intersection	of	many	different	

practices,	 and	 the	 coordination	 between	 practices	 in	 daily	 life	 may	 transfer	 traits	 from	 one	

practice	to	others.	As	an	example,	Warde	(2005)	mentions	that	when	carriers	of	a	practice	are	

introduced	to	new	products	or	services	or	see	other	consumers	adopting	these	products,	this	may	

cause	ground	for	change	in	their	own	practices.	

	

According	to	Shove	et	al.	(2012),	the	state,	policy	makers	and	institutions	are	themselves	part	of	

any	 practice	 that	 they	 try	 to	 govern,	 rather	 than	 an	 external	 influence.	 These	 actors	 do	 not	

intervene	from	the	outside,	instead	they	are	part	of	the	ongoing	dynamics	of	practices.	Thus,	one	

of	the	routes	to	influence	could	be	cultivating	networks	and	partnerships	with	other	actors	as	part	

of	a	strategy	to	reconfigure	the	elements	of	which	more	sustainable	practices	could	be	made.	The	

point	here	is	that	besides	from	internal	variation	within	a	practice,	policy-makers	and	institutions	

are	also	intervening	in	and	changing	the	trajectory	of	practices	(Shove	et	al.,	2012).	The	same	can	

be	said	for	technological	inventions	and	the	market.	This	notion	is	the	foundation	of	social	practice	

theory;	moving	away	from	looking	at	individuals	and	individual	behaviour;	away	from	a	focus	on	

rational	decision-making	and	autonomy	to	 looking	at	 the	practice	 itself.	Social	practice	 theory	

looks	 the	elements	of	a	practice	and	 the	 linkages	between	them	as	well	as	 their	historical	and	

cultural	trajectories;	how	these	have	emerged,	persisted	and	changed.	The	focus	of	this	thesis	is	

how	organ	donation	at	its	current	state	can	be	seen	as	a	social	practice.	

	

2.1.3. Expanding	the	Application	of	Social	Practice	Theory	
	
Previously,	 social	 practice	 theory	 has	 been	 applied	 to	 practices	 that	 represent	 quite	 different	

challenges	than	the	practice	organ	donation.	As	noted	by	Warde	(2005)	a	practice-as-performance	

requires	regular	enactment	 in	order	to	be	reproduced	(p.	134),	which	 is	not	the	case	in	organ	

donation.	 Many	 practices	 have	 been	 analysed	 using	 this	 framework;	 the	 practices	 of	 driving,	

cooking,	washing,	 environmental	workplace	behaviour,	 energy	 consumption	 to	mention	 some	

(Gram-Hanssen,	2011;	Hargreaves,	2011;	Shove,	2011;	Warde,	2005).	

	

All	of	the	above-mentioned	examples	of	social	practice	theory	application	are	performances	that	

are	carried	out	regularly	and	thus	continuously	reproduced.	This	regularity	of	performance	and	

reproduction	also	means	 that	 the	practices	 are	often	 exposed	 to	potential	 changes.	Neither	of	

these	 characteristics	 apply	 to	organ	donation	 and	even	as	 a	 topic	 of	 conversation,	 it	 is	 rarely	

brought	up	in	everyday	life,	as	it	can	be	an	unpleasant	topic	of	discussion	(Sundhedsstyrelsen,	

2016).	This	represents	a	challenge,	yet	it	is	also	part	of	this	thesis’	contribution;	it	can	help	expand	
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the	applicability	of	social	practice	theory	as	well	as	bring	forth	new	knowledge	on	organ	donation	

that	is	relevant	to	all	stakeholders.	

	

2.2. Framing	
	

2.2.1. Organs	as	a	Scarce	Resource	
	
Framing	 organs	 as	 a	 scarcity	 has	 been	 a	 common	 tendency	 within	 the	 organ	 donation	 field	

(Jensen,	 2009).	 Framing	 in	 this	 thesis	 is	 understood	 as	 the	 way	 in	 which	 organs	 and	 organ	

donation	is	conceptualised	and	articulated	in	the	public,	in	academia	as	well	as	by	medical	staff,	

donors,	recipients	and	lay	people.	Within	academia,	Abadie	and	Gay	(2006),	Rodrigue,	Cornell	and	

Howard	(2006)	and	Thaler	and	Sunstein	(2009)	among	others	apply	a	scarcity	framing	in	their	

work.	Many	Danish	patient	 organisations	 such	 as	Organdonation	 -	 ja	 tak	 as	well	 as	 television	

programmes	and	campaigns	also	use	the	scarcity	framing	and	point	to	the	fact	that	Denmark	is	

‘falling	behind’	in	regard	to	the	number	of	organ	donors	(Bundgaard,	2006).	

	

The	common	framing	of	organs	as	a	scarce	resource	portrays	the	issue	as	something	that	can	and	

should	be	solved	(A.-M.	Farrell,	2015).	At	the	same	time,	terms	such	as	organ	shortage	or	scarcity	

are	 the	 premise	 of	many	 arguments	 in	 favour	 of	 introducing	 financial	 incentives	 (Schweda	&	

Schicktanz,	2014).	This	scarcity	framing	allows	academics,	politicians	and	professionals	to	focus	

on	developing	strategies	for	increasing	the	number	of	donors	in	order	to	meet	the	demand.	This	

however	diverts	attention	away	from	finding	solutions	which	could	reduce	the	demand;	a	form	of	

preventive	action	that	removes	focus	from	the	“social	determinants	and	structural	issues	around	

resource	allocation,	justice	and	entitlement”	(Farrell,	2015,	p.	256;	Schweda	&	Schictanz,	2014).	

	

While	 a	 scarcity	 framing	 is	 beneficial	 to	 recipients,	 politicians	 and	 professionals,	 the	 issue	 is	

perceived	differently	by	lay	people,	as	is	found	by	Schweda	and	Schicktanz	(2014).	For	several	

years,	 they	 have	 conducted	 qualitative	 socio-empirical	 research	 on	 organ	 donation	 with	 lay	

people,	organ	recipients	and	their	relatives.	Their	research	focuses	on	people’s	attitudes	toward	

and	motives	for	organ	donation	and	organ	sale,	primarily	by	conducting	focus	group	discussion	

in	six	European	countries;	Sweden,	the	Netherlands,	Austria,	Cyprus,	France	and	Germany.	Their	

findings	suggest	that	organ	recipients	adopt	the	scarcity	framing	while	lay	people	view	“the	total	

number	of	organs	available	as	a	given,	undisputable	fact”	(Schweda	&	Schicktanz,	2014,	p.219).	

As	a	consequence,	organ	recipients	are	interested	in	increasing	the	number	of	available	organs	

while	 lay	 people	 presume	 that	 organs	 will	 always	 be	 a	 limited	 resource	 and	 are	 thus	 more	

interested	in	discussing	rules	for	the	allocation	of	the	available	ones.	
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The	fact	that	lay	people’s	perceptions	of	organs	are	not	reflected	in	the	common	framing	of	organs	

results	in	a	one-sided	public	debate	(Schweda	&	Schicktanz,	2014).	This	one-sidedness	leaves	an	

ethical	 and	 academic	 gab,	 as	 any	 discussion	 as	well	 as	 “appropriate	 theoretical	 and	 practical	

framework	for	organ	donation	has	to	take	into	account	the	actual	views	and	standpoints	of	all	

parties	 involved	 and	 concerned”	 (Schweda	 &	 Schicktanz,	 2014,	 p.	 221).	 By	 looking	 at	 organ	

donation	as	a	social	practice	from	the	donors’	perspective,	it	is	the	intention	that	this	thesis	may	

contribute	to	a	more	nuanced	and	inclusive	framing	of	organ	donation.	

	

2.2.2. Organ	Donation	as	a	‘Gift	of	Life’	
	
Framing	organ	donation	as	a	gift	of	life	is	present	in	many	countries	including	Denmark	(Jensen,	

2009,	2011).	Here	public	campaigns,	 the	public	 institution	Dansk	Center	 for	Organdonation	as	

well	as	the	media	employ	the	phrase	‘Giv	Livet	Videre’	about	organ	donation.	The	gift	metaphor	

can	be	traced	back	to	Titmuss	(1970)	who	looks	at	blood	donation.	He	argues	that	gift-giving	is	a	

moral	act	from	which	the	market	and	financial	rewards	must	be	excluded.	The	gift	metaphor	has	

thus	given	rise	to	the	perception	that	altruism	should	be	understood	as	the	key	motivational	factor	

and	strategy	for	encouraging	donation	(A.-M.	Farrell,	2015).	Altruism	in	this	paper	is	understood	

as	 an	 action	 that	 is	 “primarily	motivated	 by	 concern	 for	 the	welfare	 of	 the	 recipient	 of	 some	

beneficent	behaviour,	rather	than	by	concern	for	the	welfare	of	the	person	carrying	out	the	action”	

(Voo,	 2015,	 p.	 190).	 Altruism	 should	 furthermore	 serve	 as	 the	 foundation	 for	 the	 ethical	

acceptability	and	consequently	legitimacy	of	donations.	By	using	the	gift	metaphor	and	framing	

organ	donation	as	an	altruistic	act,	organ	donation	can	be	separated	from	commerce	and	bodily	

commodification	(Sharp,	2000;	Shaw,	2010),	which	the	scarcity	framing	serves	as	an	argument	in	

favour	of.	

	

The	 gift	 metaphor	 is	 however	 not	 only	 beneficial	 to	 organ	 donation.	 First,	 it	 is	 unable	 to	

encompass	 the	 emotions	and	experiences	of	all	parties	 involved	 in	an	organ	donation.	 Shaw’s	

(2010)	research	in	New	Zealand,	in	which	she	interviews	medical	staff	intimately	associated	with	

organ	donation,	suggests	that	 the	gift	 terminology	is	more	 likely	 to	be	embraced	by	recipients	

than	donor	families.	The	reason	for	this	is	that	it	does	not	express	the	sacrifice	that	is	present	in	

organ	donation	on	the	family’s	part,	especially	when	donation	is	made	after	brain	death.	Sacrifice	

in	this	thesis	is	understood	as	any	kind	of	loss	experienced	by	either	the	donor	or	the	donor’s	

families	 in	 connection	with	 the	donation	of	 organs.	 Sque,	Payne	&	Clark	 (2006)	also	 find	 that	

donor	families	are	less	likely	to	use	a	gift	metaphor.	They	suggest	that	the	gift	of	life	framing	may	

help	increase	public	awareness	while	framing	the	decision	as	sacrifice	more	adequately	describes	
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the	situation	when	the	family	is	asked	to	donate	the	organs	of	a	deceased	relative.	Whether	or	not	

donors	themselves	employ	a	gift	metaphor	is	an	intriguing	aspect	to	look	at	in	the	social	practice	

of	organ	donation.		

	

Second,	the	gift	metaphor	has	done	little	to	increase	organ	donation	rates	(Shaw,	2010).	According	

to	Shaw	(2010),	this	is	because	“in	contemporary	society	gift-giving	is	largely	embedded	in	the	

dynamics	of	consumer	culture”	which	tend	to	be	those	of	abundance	and	spontaneity	(p.	613).	She	

argues	that	many	people	do	not	see	gifts	as	a	necessity,	as	they	are	rarely	of	any	advantage	and	

could	just	as	easily	have	been	purchased.	Thus,	“the	connection	between	gift-giving	and	altruism	

as	a	counterpoint	to	commodification”	is	rendered	meaningless	(Shaw,	2010,	p.	163).	

	

2.2.3. Organ	Donation	as	a	Reciprocal	Act	
	
The	concept	of	reciprocity	in	gift-giving	can	be	traced	back	to	the	work	of	Mauss	who	in	contrast	

to	Titmuss	(1970)	emphasises	that	there	is	an	element	of	reciprocity	in	gift-giving	(Mauss,	2002).	

According	to	Mauss	(2002),	reciprocity	serves	as	an	important	base	for	building	social	relations	

and	understanding	them.	Reciprocity	is	generally	understood	as	the	moral	rule	that	“if	one	wants	

to	 get	 something,	 one	must	 also	 be	 prepared	 to	 give”	 (Sanner,	 2006,	 p.	 139).	 Often	 in	 organ	

donation,	reciprocity	is	translated	into	the	sentiment	that	if	you	want	to	receive	an	organ,	you	

must	also	be	willing	to	give	your	organs	(see	for	example	Conesa	et	al.,	2004;	Irving	et	al.,	2014).	

While	this	notion	is	relevant	for	understanding	organ	donation	as	a	social	practice,	we	expand	the	

understanding	of	reciprocity	to	include	any	kind	of	payment	or	token	received	in	order	to	capture	

more	nuances	of	the	practice.	The	idea	of	including	reciprocity	in	the	framing	of	organ	donation	

is	 supported	 by	 behavioural	 insights	 from	 the	 United	 Kingdom	 (Behavioural	 Insights	 Team,	

2013).	These	insights	show	that	messages	appealing	to	people’s	desire	for	reciprocity,	sense	of	

fairness	and	to	give	back	when	they	received	something	motivate	people	to	join	the	organ	donor	

register.	Reciprocity	in	organ	donation	comes	in	several	variations	which	will	be	elaborated	on	

now.	

		

Positive	reciprocity	is	when	“a	sense	of	duty	or	obligation	is	created	in	order	to	honour	organ	

donation	in	some	shape	or	form	as	a	way	of	promoting	social	solidarity	and	a	sense	of	community”	

(A.-M.	Farrell,	2015,	p.	275).	While	the	element	of	positive	reciprocity	may	be	less	salient	in	the	

case	of	deceased	organ	donation	as	opposed	to	living	organ	donation	(Price,	2009),	Farrell	(2015)	

argues	that	positive	reciprocity	should	be	used	to	motivate	and	promote	deceased	organ	donation	

as	well.	In	order	to	do	so,	she	emphasises	that	the	interpretation	and	implementation	of	positive	
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reciprocity	should	differ	depending	on	the	culture,	the	context	and	the	current	practice	of	organ	

donation.	 One	way	 of	 implementing	positive	 reciprocity	 is	what	 Dalal	 (2015)	 calls	 reciprocal	

altruism.	Reciprocal	altruism	means	that	you	will	be	helped	if	you,	yourself,	are	willing	to	help	

others.	 It	 entails	 that	 registered	 donors	 have	 priority	 for	 organ	 transplantations,	 also	 called	

preferential	 status,	 should	 they	 come	 to	 need	 one.	 This	 type	 of	 non-medical	 criteria	 has	

implemented	in	Israeli	legislation	in	2010	and	preliminary	reports	show	public	support	for	the	

initiative	 (Cronin,	 2014;	 Dalal,	 2015).	 Since	 the	 legislation	 was	 introduced,	 there	 has	 been	 a	

significant	increase	in	the	number	of	donors	as	well	as	in	the	number	of	transplantations	(Cronin,	

2014).	

	

Reciprocity	can	also	be	implemented	in	the	form	of	financial	incentives.	Many	different	financial	

incentives	 have	 been	 discussed	 in	 organ	 donation;	 direct	 financial	 payment,	 funeral	 aid,	

compensation	for	lost	wages	and	time	off	work	for	living	donors	and	tax	breaks	(Quigley,	2011;	

Søbirk	Petersen	&	Lippert-Rasmussen,	2012).	However,	this	is	a	controversial	area	within	organ	

donation,	as	it	is	feared	that	financial	incentives	will	lead	to	bodily	commodification	(Schweda,	

Wöhlke	&	Schicktanz,	2009).	The	fear	is	then	that	bodily	commodification	will	lead	to	exploitation,	

injustice	and	organ	trafficking,	which	will	be	elaborated	in	the	next	section.	In	their	review	of	23	

studies	 on	 public	 perceptions	 of	 financial	 incentives	 for	 motivating	 organ	 donation,	 Hoeyer,	

Schicktanz	 and	 Deleuran	 (2013)	 find	 that	 reciprocity	 should	 not	 include	 financial	 incentives,	

instead	it	should	be	about	fairness.	Somewhat	contradictory,	Schweda,	Wöhlke	and	Schicktanz	

(2009)	 find	 that	 reciprocity	 in	 terms	 of	 financial	 incentives	 potentially	 has	 a	 place	 in	 organ	

donation.	 They	 study	 the	 reasoning	 behind	 public	 attitudes	 in	 Germany	 using	 focus	 groups	

including	organ	 recipients	 from	both	 living	 and	deceased	donors,	 living	organ	donors	 and	 lay	

people.	They	find	that	financial	incentives	can	be	included	as	long	as	these	are	“compatible	with	

the	principles	of	reciprocity”,	which	can	be	compensation	and	rewarded	gifting	(Schweda	et	al.,	

2009,	p.	2511).	

	

2.3. Transactions	in	Intimate	Relations	
	

2.3.1. Market	Legitimacy	
	
Organ	donation	is	if	anything	an	intimate	relation;	you	give	your	organs	to	someone	else,	thus	

making	organ	donation	a	transaction	between	donor	and	recipient.	With	organ	donation	framed	

as	a	gift	(Jensen,	2011),	certain	expectations	are	in	place	in	terms	of	how	the	gift	is	given	and	this	

contributes	to	the	legitimacy	of	the	practice.	
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In	his	study	on	 the	US	human	 cadaver	 commerce	 for	medical	 research	 and	education,	Anteby	

(2010)	finds	that	how	transactions	take	place	is	just	as	critical	for	the	legitimacy	of	a	practice	as	

what	is	being	exchanged.	Legitimacy	in	this	thesis	refers	to	moral	legitimacy,	which	is	understood	

as	 a	 “positive	normative	 evaluation”	 (Anteby,	 2010,	p.	 608).	Human	body	parts	are	 contested	

commodities,	 which	 means	 that	 their	 exchange	 is	 subject	 to	 moral,	 social	 and	 personal	

considerations	that	ordinary	products	and	services	are	not	(Radin,	1996).	When	the	‘what’	of	a	

transaction	 is	 contested,	 the	 ‘how’	 becomes	 even	 more	 critical	 to	 ensure	 legitimacy	 (Anteby,	

2010).	In	the	case	of	organ	donation,	especially	type	of	consent	and	compensation	are	elements	

that	can	influence	the	perceived	legitimacy	of	the	practice.	

	

2.3.2. Financial	Incentives	
	

Using	the	scarcity	framing,	it	is	safe	to	say	that	are	is	a	shortage	of	organs	for	transplantation,	not	

only	in	Denmark	but	worldwide	(Healy,	2004).	An	often	mentioned	way	of	mitigating	this	scarcity	

is	to	implement	financial	incentives	(Healy,	2004).	As	already	described,	financial	incentives	can	

come	in	many	variations.	In	this	thesis,	the	term,	financial	incentives,	is	used	in	a	general	manner	

and	encompasses	a	monetary	reward	for	officially	registering	as	an	organ	donor	or	deciding	to	

donate	the	organs	of	a	deceased	relative.	The	specific	incentive	of	funeral	aid	is	also	critical	for	

this	thesis,	and	it	is	understood	as	a	sum	of	money	directed	at	the	deceased	donor’s	funeral.	

	

Financial	incentives	in	organ	donation	is	a	topic	of	controversy	especially	regarding	the	ethical	

foundation	of	the	practice.	The	question	often	is	what	should	be	respected	more;	the	altruistic	

dimension	 of	 organ	 donation	 or	 the	 need	 to	 increase	 the	 number	 of	 organs	 available	 for	

transplantation?	Some	scholars	argue	that	the	ethical	foundation	of	organ	donation	should	be	to	

ensure	that	there	are	enough	organs	for	those	who	need	a	transplantation	(Castro,	2003).	Castro	

(2003)	states	that	the	arguments	against	financial	incentives	are	not	grounded	in	reality	and	that	

they	do	not	equal	exploitation.	In	fact,	he	argues	that	implementing	financial	incentives	can	help	

remove	the	black	markets	that	exist	for	organs	in	many	developing	countries.	The	reason	for	this	

is	 that	 the	commodification	of	organs	has	already	happened	according	 to	him,	and	official	and	

legal	financial	incentives	would	thus	simply	regulate	it.	

	

Some	scholars	and	ethicists	also	argue	that	there	is	no	reason	why	financial	incentives	such	as	

funeral	aid	or	contribution	 to	a	charity	should	be	 seen	as	 incompatible	with	 framing	of	organ	

donation	as	a	gift	based	on	altruism	and	voluntariness	(Arnold	et	al.,	2002).	Among	those	is	the	

Ethics	Committee	 set	up	by	 the	American	Association	of	Transplant	 Surgeons	with	 the	 aim	of	
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providing	criteria	for	an	ethical	implementation	of	financial	incentives	in	organ	donation	(Arnold	

et	al.,	2002;	Voo,	2015).	These	criteria	include	that	organs	should	continue	to	be	considered	a	gift,	

and	 that	 the	 financial	 incentive	must	not	diminish	 the	 current	 level	 of	 altruism.	Furthermore,	

financial	incentives	should	not	be	of	such	a	magnitude	that	it	changes	personal	values	and	make	

potential	donors	base	their	decision	on	them.	As	for	funeral	aid,	the	Committee	notes	that	it	should	

only	be	an	incentive	for	families	to	donate	relatives’	organs,	it	should	not	be	an	incentive	to	give	

consent	 to	 donating	 your	 own	 organs.	 The	 findings	 of	 this	 committee	 are	 however	 not	

uncontested.	Quigley	(2011)	argues	that	the	above	criteria	set	forth	by	the	Ethics	Committee	are	

fundamentally	at	odds	with	the	purpose	they	are	intended	to	fulfil,	which	is	to	change	the	minds	

of	people	otherwise	inclined	to	decline	donation.	

	

Opponents	of	financial	incentives	base	their	objection	on	three	main	arguments	(Brazier	&	Harris,	

2011).	The	first	one	is	that	it	degrades	humanity	because	it	is	fundamentally	wrong	to	sell	body	

parts,	whether	your	own	or	those	of	a	relative.	The	second	is	that	potential	financial	gain	will	lead	

to	 exploitation	 and	 coercion.	 The	 third	 argument	 against	 financial	 incentives	 is	 that	 it	 will	

endanger	 the	safety	of	organ	donation	because	money	will	become	the	primary	motivation	as	

opposed	to	helping	someone	else,	thus	incentivising	potential	donors	to	hide	health	issues	that	

could	prevent	their	donation.	

	

2.3.3. Bodily	Commodification	
	
The	main	reason	that	financial	incentives	threaten	the	legitimacy	of	organ	donation	is	that	they	

lead	 to	 concerns	 about	 bodily	 commodification	 (Schweda	 &	 Schicktanz,	 2009).	 Bodily	

commodification	is	in	this	thesis	defined	as	an	objectification	that	transforms	people	and	their	

bodies	into	economic	desirable	“objects	separate	from	the	self	and	social	relations”	(Radin,	1996,	

p.	 6;	 Sharp,	 2000).	 According	 to	 Schweda	 et	 al.’s	 (2009)	 qualitative	 study	 on	 public	 attitudes	

towards	commercialisation	of	organ	donation	in	Germany,	lay	people	oppose	financial	incentives	

because	they	believe	it	will	entail	bodily	commodification.	This	bodily	commodification	is	then	

feared	to	lead	to	exploitation,	injustice	and	organ	trafficking.	

	

Healy	 (2004)	 suggests	 two	 reasons	 why	 bodily	 commodification	 is	 controversial	 in	 organ	

donation.	The	first	reason	is	that	it	crosses	‘sacred	social	boundaries’	by	representing	a	calculation	

of	utility	at	the	time	of	death	and	by	potentially	resulting	in	a	cash	price	on	human	life.	Both	of	

these	can,	according	 to	Healy	(2004),	be	seen	as	profane	against	 the	sacredness	of	the	human	
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body.	The	second	reason	that	bodily	commodification	is	controversial	in	organ	donation	is	that	it	

threatens	the	existing	system	of	viewing	organ	donation	as	a	gift	exchange.	

	

2.3.4. Relational	Work	
	
The	importance	of	what	is	exchanged	as	well	as	how	it	is	exchanged	for	market	legitimacy	is	also	

noted	by	Zelizer	(2011)	in	her	research	on	relational	work	in	economic	activity.	Zelizer’s	work	

tends	 to	 focus	 on	 commodification	 of	 intimate	 relationships	 like	 those	 between	 spouses	 or	

between	children	and	their	parents,	as	noted	by	Almeling	(2007).	In	this	thesis	however,	it	is	the	

relationship	between	anonymous	organ	donors	and	recipients	that	relational	work	will	be	applied	

to.	 Almeling	 (2007)	 also	 notes	 that	 Zelizer	 focuses	 on	 commodification	 of	 people,	 which	 is	 a	

contrast	to	this	thesis’	focus	on	specific	body	parts	and	organs,	in	the	same	manner	that	Almeling	

focuses	on	sperm	and	eggs.	One	final	distinction	is	that	Zelizer	researches	intimate	relationships	

that	have	monetary	 transactions,	whether	 that	being	 life	 insurance	 (1978),	surrogacy	(Zelizer,	

1988)	or	the	purchase	of	intimacy	between	single	mothers	and	their	boyfriends	(2000),	which	

organ	donation	does	not	currently	have.	

	

Despite	 these	 differences,	 Zelizer’s	work	 remains	 relevant	 to	 investigate	 organ	 donation	 as	 a	

social	 practice,	 as	 relational	 work	 is	 not	 exclusively	 about	 the	 management	 of	 economic	

transactions	in	intimate	relations	(Zelizer,	2012).	Zelizer	(2012)	herself	states	that	she	focuses	on	

intimate	relations	that	have	economic	transactions	for	dramatic	purposes,	while	relational	work	

is	also	performed	when	people	negotiate	and	understand	their	social	ties	with	others	in	almost	all	

aspects	of	their	lives.	According	to	Zelizer	(2000),	relational	work	can	fall	within	three	different	

categories:	hostile	worlds,	nothing	but	and	differentiated	ties,	which	will	be	explained	in	turn	in	

the	following.	

2.3.4.1. Hostile	Worlds	

	
Opponents	of	commodification	state	that	“some	goods	and	services	should	never	be	sold,	and	…	

that	some	market	arrangements	are	inherently	pernicious”	(Zelizer,	2011,	p.	288).	The	notion	that	

some	goods	and	services	should	never	be	sold	is	referred	to	as	‘hostile	worlds’,	and	it	is	based	on	

the	 belief	 that	 there	 is	 a	 fundamental	 contradiction	 between	 intimate	 social	 relations	 and	

transfers	 of	 money.	 The	 two	 must	 therefore	 remain	 separated	 in	 order	 to	 avoid	 otherwise	

inevitable	“moral	contamination	and	degradation”	(Zelizer,	2000,	p.	818).	Moral	concerns	are	of	

the	essence	in	Hostile	Worlds	and	are	highly	related	to	a	general	concern	that	the	modern	market	

continues	 to	 expand,	 thereby	 commodifying	 goods	 and	 services	 that	 have	 previously	 been	
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unrelated	to	the	market.	In	this	view,	the	spheres	of	intimacy	and	monetary	transfers	are	morally	

incommensurable;	they	cannot	be	bridged	and	as	the	term	hostile	worlds	implies,	they	are	hostile	

towards	each	other.	

2.3.4.2. Nothing	But	&	Differentiated	Ties	

	
The	contrast	 to	the	hostile	world	view	 is	what	Zelizer	(2000)	calls	 ‘nothing	but’,	which	entails	

viewing	 any	 intimate	 relation	 that	 involves	 a	 monetary	 transfer	 either	 as	 nothing	 but	 1)	 a	

“rationally	conducted	exchange,	 indistinguishable	from	equivalent	price-making	markets”,	2)	a	

reflection	 of	 cultural	 values	 or	 3)	 coercion	 (p.	 818).	 From	 this	 point	 of	 view,	 everything	 is	

commensurable.	

	

However,	Zelizer	(2000)	argues	that	neither	the	‘hostile	world’	view	nor	the	‘nothing	but’	view	

can	 capture	 the	 essence	 of	 intimate	 relations	 and	 money	 transfers	 as	 many	 degrees	 of	

commensurability	exist.	Money	is	not	just	money	as	individuals	“assign	different	meanings	and	

uses	to	particular	monies”	(Zelizer,	1988,	p.	26).	She	therefore	suggests	“that	people	who	blend	

intimacy	and	economic	activity	are	actively	engaged	in	constructing	and	negotiating	‘connected	

lives’	(Zelizer,	2005,	p.	22).	People	can	enter	into	different	social	relations	with	other	people	in	

which	some	types	and	patterns	of	payment	are	deemed	acceptable,	which	she	calls	‘differentiated	

ties’	 (Zelizer,	2000).	This	practice	of	earmarking	money	 for	particular	purposes	 is	a	relational	

practice	used	by	people	to	perform	relational	work.	

2.3.4.3. The	Four	Elements	of	Relational	Work	

	
So,	 what	 is	 relational	 work?	 Zelizer	 (2012)	 defines	 it	 as	 the	 continuous	 “effort	 people	make	

establishing,	maintaining,	negotiating,	transforming,	and	terminating	interpersonal	relations”	(p.	

149).	She	uses	the	concept	to	understand	how	people	connect	and	are	connected	by	four	elements	

in	economic	life	and	refers	to	the	variable	combinations	between	these	as	relational	packages.	The	

first	element	is	social	ties,	which	is	the	connection	between	groups	or	individuals	involved	in	the	

activity.	The	second	element	is	the	transaction,	meaning	the	interaction	or	practice	that	convey	

the	good	or	service,	which	in	this	thesis	is	a	donation.	The	third	element	is	the	media	or	the	token	

of	payment.	The	fourth	element	is	what	Zelizer	(2012)	calls	negotiated	meanings.	This	element	

encompasses	how	the	people	involved	in	the	activity	understand	and	negotiate	the	three	other	

elements.	 A	 match	 between	 the	 four	 elements	 establishes	 a	 meaningful	 boundary	 for	 the	

participants	by	separating	this	relationship	and	transaction	from	other	relationships	by	clearly	

demarcating	what	the	relationship	is	and	is	not	(Zelizer,	2012).	
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Boundary	work	is	essential	for	relational	work,	and	it	is	continually	performed	by	people	engaging	

in	distinct	categories	of	social	relations.	This	is	especially	the	case,	when	it	is	important	for	the	

participants	to	make	a	clear	distinction	between	different	types	of	relations:	

		

People	erect	a	boundary,	mark	the	boundary	by	means	of	names	and	practices,	

establish	a	set	of	distinctive	understandings	 that	operate	within	that	boundary,	

designate	certain	sorts	of	economic	transactions	as	appropriate	for	the	relation,	

bar	other	transactions	as	inappropriate.	

(Zelizer,	2012,	p.	146)		

	

This	notion	of	boundaries	is	important	to	keep	in	mind	when	investigating	intimate	relations	with	

or	 without	 economic	 transactions.	 While	 Zelizer	 (2005)	 finds	 that	 hostile	 worlds	 cannot	

adequately	describe	actual	relations	and	transactions,	she	acknowledges	that	people	do	employ	

the	 hostile	worlds	 view	when	 seeking	 to	 set	 the	 boundaries.	 This	 especially	 applies	 to	 those	

relations	which	easily	can	be	confused	with	something	that	it	is	not.	

2.3.4.4. Relational	Work	in	Practice	and	in	this	Thesis	

	
Haylett	(2012)	looks	at	the	relational	work	that	takes	place	in	egg	donation	in	the	United	States	

and	finds	that	fertility	centre	staff	and	the	donors	continually	construct	and	negotiate	what	type	

of	behaviour	and	perceptions	are	appropriate	and	which	ones	are	not.	The	women	may	initially	

become	 egg	 donors	 due	 to	 the	 financial	 compensation,	 yet	 while	 interacting	 with	 staff,	 their	

reasons	 change	 and	 become	 about	 helping	 a	 fictive	 recipient.	 The	 relationship	 with	 a	 fictive	

recipient	is	also	central	to	organ	donation,	and	how	the	donors	construct	their	relational	packages.	

However,	relational	work	will	also	be	used	to	understand	the	relation	with	the	family	the	donor	

leaves	behind	who	plays	an	important	part	in	this	transaction.	

	

The	relational	package	being	constructed	around	egg	donation	classifies	the	transaction	as	a	gift	

for	 which	 the	 donor	 receives	 compensation	 and	 not	 direct	 payment	 for	 the	 sale	 of	 her	 eggs	

(Haylett,	 2012).	 Also,	 the	 egg	 retrieval	 and	 transfer	 are	 very	 expensive	 procedures	 and	 the	

recipients	spend	a	lot	of	money	on	it.	The	donors	however	do	not	earmark	the	monetary	payment	

as	straightforward	economic	transaction,	rather	they	perceive	it	as	a	guarantee	that	the	recipients	

will	 be	 good	 parents.	 Understanding	 how	 people	 earmark	 different	 exchanges	 with	 different	

tokens	 of	 payment	 in	 order	 to	 express	 the	 desired	 social	 relationship	 becomes	 especially	
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important	in	the	case	of	organ	donation,	which	traditionally	has	been	exempted	from	utilitarian	

calculations	(Healy,	2004).	

	

Healy	(2004)	investigates	the	expressive	role	of	money	in	the	US	organ	transplant	industry	and	

finds	that	tokens	of	payment	must	be	understood	as	appropriate;	sale	and	direct	cash	payments	

are	unacceptable	while	hidden	payments	such	as	benefits	and	gifts	to	the	donor	families	are	more	

acceptable	 (p.	 24).	 However,	 Healy	 (2004)	 looks	 at	 legitimate	 expressions	 of	 the	 interaction	

between	 intimacy	 and	 economic	 from	 donor	 families’	 point	 of	 view,	 whereas	 this	 thesis	 is	

interested	 in	 understanding	 how	 donors	 themselves	 understand	 and	 negotiate	 the	meanings	

around	being	an	organ	donor	and	how	they	understand	the	transaction;	i.e.	the	donation	and	the	

token	of	payments.	

	

2.4. A	Framework	of	Trust	
	
According	to	a	report	by	the	Institute	of	Medicine	(2000),	the	decision	to	donate	one’s	organs	is	

contingent	on	trust,	which	depends	on	the	general	public	having	knowledge	about	the	protocols	

in	place	 for	organ	donation	 (p.17).	The	public	 also	needs	 to	be	 confident	 that	 the	best	 care	 is	

provided	to	all	patients	regardless	if	you	are	donating	your	organs	and	tissue	or	not.	Likewise,	

Jensen	(2011)	finds	that	“believing	in	brain	death	and	consenting	to	organ	donation	is	dependent	

on	the	families’	social	relationship	with	and	confidence	in	staff”	(p.	73),	thereby	making	organ	

donation	a	matter	of	trust.	

	

Within	the	field	of	organ	donation,	The	Institute	of	Medicine	(2006)	defines	trust	as	“confidence	

in	and	reliance	upon	others	 to	act	 in	accord	with	social,	ethical	and	legal	norms”	(p.	112)	and	

asserts	 that	 trust	 is	 a	 key	 element	 in	 organ	 donation	 and	 transplantation.	 The	 Institute	 of	

Medicine’s	(2006)	Framework	of	Trust	on	organ	donation	states	the	basis	of	trustworthiness	lies	

in	 the	 hands	 of	 the	 requester,	 whether	 a	 doctor	 or	 the	 health	 care	 institution,	 which	 is	 also	

suggested	by	 Jensen	(2011).	The	Framework	suggests	 that	 there	are	at	 least	two	rudimentary	

foundations	 to	 trustworthiness	 (Institute	 of	 Medicine,	 2006).	 One	 is	 called	 competency	

trustworthiness,	which	is	belief	in	the	competencies	and	abilities	of	the	medical	establishment	to	

perform	and	monitor	certain	tasks	and	procedures	in	line	with	ethical	and	legal	standards	of	care.	

The	other,	called	normative	trustworthiness,	rests	on	the	concept	of	transparency,	which	allows	

individuals	and	their	families	to	know,	understand	and	appreciate	the	system’s	commitment	and	

adherence	to	social,	ethical	and	legal	norms	(p.	111-112).	These	norms	include	the	acceptance	of	
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the	deceased’s	preference,	adherence	to	the	family’s	preference	if	the	deceased’s	preferences	are	

unknown	and	full	and	honest	disclosure	of	information.	

	

2.5. Metaphors	on	the	Body	and	its	Parts	
	
According	to	Ben-David	(2005),	it	is	necessary	to	define	the	body	and	its	parts	in	order	to	engage	

in	organ	transplantations.	The	importance	of	bodily	perceptions	of	the	human	body	is	explored	

extensively	in	academic	literature	on	organ	donation.	In	this	thesis,	we	adopt	Ben-David’s	(2005)	

notions	that	organ	donation	does	not	take	place	in	a	vacuum	but	within	a	specific	society	and	that	

socio-cultural	perceptions	of	the	body	and	death	make	organ	exchange	possible	in	some	societies	

while	prelude	it	in	others	(p.	xvi).	Thus,	the	questions	arise	of	how	Danish	organ	donors	perceive	

their	own	body,	its	parts	and	to	what	degree	the	body	is	connected	to	the	‘self’?	In	order	to	answer	

these	questions,	we	here	present	some	of	the	metaphors	of	the	human	body	and	their	implications	

for	organ	transplantation	set	forth	by	different	scholars.	

	

2.5.1. The	Body	as	a	Machine	
	
A	common	metaphor	of	the	body	is	that	of	the	body	as	a	machine	(Belk,	1990).	In	her	study	on	

organ	donation	as	a	socio-cultural	exchange	in	Israel	from	1991-2005,	Ben-David	(2005)	finds	

that	the	medical	establishment	and	the	organ	recipients	compare	the	personal	and	concrete	body	

to	a	machine	and	ignores	the	abstract	level	of	their	own	personal	bodies	“because	the	action	of	

organ	transplant	is	only	possible	if	there	is	complete	cooperation	and	an	instrumental	interaction	

between	 them”	 (Ben-David,	 2005,	 p.	 85).	 The	 abstract	 body	 is	 understood	 as	 that	 which	

constitutes	a	person’s	self;	personality	and	soul,	whereas	the	concrete	body	is	the	actual	body	of	

flesh	and	blood	(p.	91).		

	

According	to	Belk	(1990),	 regarding	 the	body	as	a	machine	with	 interchangeable	parts	should	

make	 it	 fairly	 easy	 psychologically	 to	 engage	 in	 organ	 donation.	 In	 Schweda	 and	 Schicktanz’	

(2009)	study	on	perceptions	of	the	body	and	public	attitudes	towards	organ	donation,	they	find	

that	three	metaphors	of	the	human	body	dominate	organ	donation,	one	of	which	is	“the	body	as	a	

mechanical	object	owned	by	 the	self”	 (p.	1).	Their	 findings	support	 that	 the	mechanistic	body	

metaphor,	in	which	organs	are	referred	to	as	‘spare	parts’,	generally	promote	a	positive	attitude	

towards	organ	donation.	From	their	study	in	Cyprus,	Germany,	the	Netherlands	and	Sweden,	the	

findings	show	that	many	organ	donors	perceive	 their	body	as	something	 they	own,	a	piece	of	

private	property,	which	they	may	use	and	dispose	of	as	they	see	fit	(Schweda	&	Schicktanz,	2009).	

Such	an	understanding	does	however	not	imply	approval	of	commercialisation.	In	fact,	donors	



	 	

	 30/121	

perceive	 financial	 incentives	 as	 corrupting	 a	 person’s	 own	 decision-making	 abilities,	 thus	

distorting	the	person’s	proper	will	and	autonomy.	

	

2.5.2. Objectifying	Language	
	
Ben-David’s	 (2005)	 findings	 that	 the	medical	establishment	and	organ	recipients	compare	 the	

body	 to	 a	 machine	 are	 supported	 by	 other	 studies	 such	 as	 Sharp’s	 (2000)	 anthropological	

investigation	on	bodily	commodification.	Sharp	(2000)	finds	that	many	doctors	and	recipients	in	

the	United	States	regularly	reduce	the	body	to	its	parts,	rather	than	seeing	it	as	human	and	framing	

it	as	such.	Instead	of	talking	about	the	heart	as	a	heart,	it	may	be	referred	to	as	a	pump,	while	the	

kidneys	and	the	liver	are	referred	to	as	filters	(Sharp,	2000).	Objectifying	language	is	employed	in	

an	attempt	to	neutralise	the	symbolic	significance	of	the	donation	in	order	to	make	it	easier	for	

doctors	and	recipients	to	engage	in	the	practice.	This	objectifying	language	is	also	found	by	Jensen	

(2009)	 in	 her	 research	 on	 the	 social	 meanings	 attached	 to	 the	 body	 and	 its	 parts	 by	 organ	

recipients	 and	 families	 of	 deceased	 donors.	 Her	 findings	 are	 based	 on	 eight	 months’	

anthropological	 field	work	 in	New	York	and	Denmark	and	over	50	qualitative	 interviews.	 She	

finds	that	doctors	and	relatives	use	this	objectifying	language;	calling	the	organs	spare	parts,	as	it	

helps	 the	 relatives	deal	with	 the	difficult	 situation	by	diminishing	 the	 symbolic	meanings	and	

focusing	on	the	practical	and	functional	meaning	of	the	donation	

	

2.5.3. The	Body	as	Extended	Self	
	
A	second	common	metaphor	of	the	body	is	that	it	is	an	extended	part	of	one’s	identity	and	self	

(Belk,	1990).	According	to	Belk	(1988,	1990),	the	extended	self	consists	of	tangible	objects,	which	

are	seen	as	constituting	who	we	are.	These	objects	can	include	our	personal	possessions,	other	

people,	our	community,	pets,	our	bodies	and	body	parts	among	other	things	(Belk,	1990,	p.	142).	

The	metaphor	of	organs	as	part	of	one’s	extended	self	can	both	contribute	to	an	inclination	 to	

donate	or	function	as	a	barrier	to	it.	If	a	donor	invests	emotional	energy,	what	Belk	(1990)	calls	

cathexis,	in	the	organs,	a	kind	of	immortality	may	be	gained	through	organ	donation,	as	a	part	of	

the	 self	will	 live	on	 after	bodily	death.	 In	 this	sense,	 this	metaphor	 is	 advantageous	 for	 organ	

donation.	This	notion	is	also	found	by	Haddow	(2005)	in	her	research	on	how	19	Scottish	donor	

families	perceive	death,	the	dead	body	and	bonds	with	the	deceased.	She	finds	that	some	relatives	

donate	their	loved	one’s	organs	because	they	believe	that	the	organs	carry	remnants	of	the	donor	

within	them,	which	will	then	live	on.	Jensen	(2009)	finds	a	similar	notion	among	her	American	

respondents	as	some	donor	families	believe	that	the	deceased	lives	on	inside	the	recipients	by	

virtue	of	the	donated	organs.	
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The	metaphor	 of	 organs	 as	 part	 of	 the	 extended	 self	 can	 also	 function	 as	 a	 barrier	 to	 organ	

donation.	If	there	is	too	much	emotional	energy	invested	in	the	organs,	these	may	be	considered	

less	 eligible	 for	donation	due	 to	 their	 centrality	 to	 the	 self	 (Belk,	 1990).	While	 organs	 can	be	

perceived	as	parts	of	the	extended	self,	Belk	(1990)	argues	that	individuals	can	also	perceive	their	

community	 as	 part	 of	 their	 extended	 self.	 Should	 they	 invest	more	 emotional	 energy	 in	 their	

community	 than	 their	 organs,	 they	may	be	 inclined	 to	donate	 their	 organs	 to	 this	 community	

(Belk,	 1990).	Thus,	 perceiving	organs	as	part	 of	 one’s	 extended	self	 can	be	 a	barrier	 to	organ	

donation,	yet,	if	the	valuation	of	community	is	higher,	it	can	be	an	incentive	for	organ	donation.	In	

Ben-David’s	(2005)	study,	she	finds	that	donor	families	perceive	the	act	of	donation	as	a	gift	to	a	

“charity	box	to	which	one	contributes	for	the	benefit	of	the	community	in	general”	(p.	91).	Families	

see	it	as	a	donation	to	the	community,	rather	than	to	a	particular	person	and	by	donating,	the	

deceased	can	achieve	a	sort	of	immortality	by	becoming	part	of	this	community.	

	

The	perception	of	organs	as	extended	parts	of	one’s	self	coincides	with	another	of	Schweda	&	

Schicktanz’	(2009)	metaphors;	the	body	as	a	hierarchy	of	organs	that	make	up	the	self.	They	find	

that	some	donors	identify	the	brain	as	a	particularly	important	organ,	as	it	is	perceived	to	contain	

an	individual’s	personality.	In	their	study,	donors	see	the	brain	as	the	“basis	of	a	person's	mind,	

its	 anchorage	 in	 the	 body,	 so	 to	 speak,	 and	 thus	 the	 locus	 of	 personal	 identity”	 (Schweda	&	

Schicktanz,	2009,	p.	7).	This	 implies	an	acceptance	of	 the	brain	death	criterion	as	a	marker	of	

death,	since	the	personality	is	based	on	brain	functions	and	detached	from	the	rest	of	the	body.	

The	idea	of	meaningful	organs	has	also	been	discussed	by	Haddow	(2005)	and	Jensen	(2009)	who	

both	find	that	the	eyes	and	the	heart	can	carry	strong	symbolic	meaning.	These	organs	are	thus	

more	closely	associated	with	a	person’s	self,	which	may	make	them	more	difficult	to	donate.	

	

2.6. Modern	Death:	Taboo	or	not	Taboo?	
	
Presupposing	 that	organ	donation	 is	an	exchange;	a	concrete	exchange	of	organs	from	a	brain	

dead	 body	 to	 a	 living	 body	and	 an	 abstract	 exchange	 of	 death	 for	 life	 (Ben-David,	 2005),	 the	

question	 arises:	 how	 do	 donors	 deal	 with	 death,	 which	 is	 often	 considered	 a	 taboo	 topic	 of	

conversation?	In	this	thesis,	taboo	refers	to	“something	prohibited,	forbidden,	by	custom	rather	

than	by	law.	It	may	be	something	too	terrible	even	to	think	of,	its	reality	denied.	Or,	more	weakly,	

it	may	simply	not	be	mentioned	in	conversation”	(Walter,	1991,	p.	295).	Taboos	can	range	from	

strong	ones	to	weak	ones.	A	strong	taboo	is	something	that	is	denied	or	too	terrible	to	think	of,	

whereas	a	weak	 taboo	 is	something	 that	is	avoided	 in	conversations.	This	distinction	between	

strong	and	weak	 taboos	 is	 important	 for	understanding	 the	 social	practice	of	 organ	donation.	
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Alternative	 understandings	 of	 death	 as	 taboo	 are	 furthermore	 applied	 in	 order	 to	 provide	 a	

nuanced	 discussion	 of	 the	 role	 death	 plays	 in	 the	 practice	 of	 organ	 donation.	 Four	 of	 these	

alternative	understandings	will	be	elaborated	below.	

	

According	 to	Ariès	 (1974),	a	great	silence	has	settled	on	 the	subject	of	death	 in	 the	 twentieth	

century,	and	ordinary	people	cannot	talk	about	death	and	act	as	though	death	does	not	exist	(in	

Walter,	1991).	While	death	is	a	topic	in	books	and	in	the	media,	actual	death	is	not	to	be	talked	

about;	it	is	something	shameful	and	best	be	avoided.	This	is	what	Walter	(1991)	refers	to	as	the	

‘taboo	 thesis’,	which	 he	 states	 is	 still	 the	 general	 perception	 in	modern	 day	 society	 (p.	 293).	

However,	 in	 the	paper	Modern	Death:	Taboo	of	not	 taboo?	(1991),	Walter	suggests	that	while	

death	is	an	impolite	topic	of	conversation	in	some	circles	and	societies,	the	conventional	wisdom	

that	death	is	taboo	is	overstated	and	lacks	refinery.	He	therefore	presents	six	modifications	to	the	

taboo	 thesis,	 which	 can	 account	 for	 the	 complexities	 inherent	 in	 conversations	 about	 death.	

Walter’s	(1991)	discussion	of	death	as	taboo	takes	point	of	departure	in	British	society	and	the	

British	sociological	research	community,	which	at	times	influence	his	theses.	However,	several	of	

the	theses	have	potential	to	shed	some	light	on	how	organ	donors	handle	conversations	about	

organ	donation	and	death.	

	

One	of	Walter’s	(1991)	theses,	‘taboo	plus	code’,	positions	that	death	used	to	be	a	taboo	topic	but	

that	it	is	ceasing	to	be	so,	at	least	for	some	parts	of	society.	As	societies	change,	a	counterculture	

of	self-expressionism	emerge	that	encourages	people	to	express	their	feelings	and	thus	death	has	

become	 courageous	 to	 talk	 about.	 This	 thesis	 also	 includes	 the	 argument	 that	 green	 and	

sustainable	practices	have	affected	conversations	about	death	because	“a	green	consciousness	…	

is	more	at	ease	with	our	natural	condition”	(Walter,	1991,	p.	298).	This	means	that	more	and	more	

people	are	starting	to	see	death	as	something	natural	and	acceptable.	

	

Another	thesis,	‘not	forbidden	but	hidden’,	states	that	death	is	not	taboo	in	modern	society,	it	is	

merely	invisible,	hidden	and	forgotten	(Walter,	1991).	Due	to	technological	advances	in	medicine	

and	public	health,	death	rates	have	been	reduced	and	it	is	often	elderly	people	who	die.	The	deaths	

of	elderly	people	are	easier	to	come	to	terms	with	compared	to	those	of	young	people,	which	are	

considered	devastating	and	difficult	to	accept.	Walter	(1991)	argues	that	the	elderly	generally	are	

missed	less	than	in	previous	centuries	when	families	depended	more	on	each	other	both	socially,	

economically	and	psychologically.	The	social	rituals	of	mourning	and	beliefs	in	an	afterlife	have	

therefore	disappeared,	as	these	are	no	longer	necessary	to	come	to	terms	with	death.	People	also	

often	die	at	a	hospital	and	subsequent	arrangements	are	handed	over	to	funeral	directors	because	
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people,	cut	off	from	traditions,	are	unsure	what	to	do	in	these	situations.	In	his	essay	‘Maybe	death	

isn’t	 a	 taboo’	 (2018),	 Brinkmann	 agrees	 and	 argues	 that	 death	 can	 be	 difficult	 to	 talk	 about	

because	of	the	anxiety	inherent	to	the	discussion	of	death.	This	is	however	not	because	it	is	taboo	

but	because	death	is	“controlled	and	institutionalised	at	hospitals,	separated	from	ordinary	life”	

(Brinkmann,	2018).	Further	contributing	is	the	lack	of	social	rituals	for	handling	loss	and	grief	in	

an	individualistic	society	as	well	as	social	scripts	for	talking	about	death.	

	

A	third	thesis,	‘the	universal	taboo’,	states	that	denial	of	death	is	the	human	condition	and	that	

“any	society	must	both	deny	and	accept	death”	(Walter,	1991,	p.	305).	Society	must	deny	death	to	

function	and	go	about	its	everyday	activities,	while	also	accepting	death	so	its	members	do	not	

lose	 touch	 with	 reality.	Whether	 or	 not	 death	 is	 considered	 taboo	 therefore	 depends	 on	 the	

individual	and	his	or	her	own	experiences.	

	

A	 fourth	 thesis,	 ‘individual	 and	 society’,	 is	 built	 on	 the	 premise	 that	modern	 societal	 culture	

accepts	death	while	the	modern	individual	denies	it	(Walter,	1991).	This	premise	is	built	on	the	

idea	that	society	deals	with	death	by	elevating	progress	and	change	while	placing	value	on	“the	

young,	rather	than	the	elderly,	who	may	depart	without	disturbing	the	onward	march	of	progress”	

(Walter,	1991,	p.	306).	To	individuals	on	the	other	hand,	death	becomes	a	personal	tragedy	and	

taboo	filled	with	anxiety.	The	reason	for	this	is	that	the	promotion	of	individual	identity	and	talent	

“creates	 the	 problem	 of	my	 death:	what	 is	 to	 become	 of	me	 and	my	works	 once	 I	 am	 gone?”	

(Walter,	 1991,	 p.	 306).	Unlike	 traditional	 societies	 in	which	 identity	was	 rooted	 in	 the	 group,	

identity	 is	placed	within	 the	 individual	 in	modern	 societies.	Death	 therefore	becomes	 a	much	

larger	threat	to	the	individual,	when	asked	to	relate	to	their	own	death	and	the	death	of	people	

they	love	(Brinkmann,	2018;	Walter,	1991).	

	

2.7. A	Practice	of	Ignorance	
	
Purposefully	or	unknowingly	refraining	from	discussing	or	relating	to	certain	topics	has	also	been	

discussed	by	Hoeyer,	Jensen,	&	Olejaz	(2015).	Their	study	is	built	on	data	collected	from	2011-

2012	by	means	of	interviews	and	focus-groups	with	intensive	care	unit	(ICU)	staff	who	interact	

with	organ	donors	and	 their	 families	as	well	 as	 semi-structured	 interviews	with	donors,	 non-

donors	and	people	in	doubt.	Their	findings	suggest	that	both	medical	staff	and	potential	donors	

prefer	to	avoid	knowledge	of	certain	aspects	of	the	practice,	which	they	refer	to	as	practices	of	

ignorance.	 Practices	 of	 ignorance	 are	 performed	when	 different	 valuations	 collide.	 Especially	

three	 types	 of	 valuations	 are	 salient	 in	 organ	 donation:	 “the	 needs	 of	 recipients,	 respect	 for	
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donors’	autonomy	and	support	of	donors’	relatives	in	their	grieving	process”	(Hoeyer	et	al.,	2015,	

p.	578).	It	is	conflict	between	these	that	cause	people	to	engage	in	practices	of	ignorance,	as	they	

prefer	to	ignore	and	avoid	certain	types	information.	Hoeyer	et	al.	(2015)	identifies	two	areas	in	

which	donors	have	a	preference	for	ignorance.	

	

The	first	area	is	the	prioritisation	of	recipients	about	which	some	donors	articulate	competing	

orders	of	worth.	For	example,	“elderly,	smokers	and	overweight	persons	are	less	deserving	than	

younger	people”	(Hoeyer	et	al.,	2015,	p.	590).	Yet	in	general,	donors	believe	that	such	a	decision;	

choosing	who	should	get	a	new	organ,	is	too	hard	and	are	happy	to	remain	ignorant	about	the	

selection	 process	 and	 criteria.	 This	 stands	 in	 opposition	 to	 Schweda	 and	 Schicktanz’	 (2014)	

finding	that	lay	people	are	interested	in	discussing	“the	rules	and	criteria	for	the	fair	allocation	of	

the	 actual	 amount	 [of	 organs],	 presuming	 that	 organs	 and	 tissues	 will	 always	 be	 a	 limited	

resource”	(p.	219).	

	

The	second	area	is	the	identity	of	the	recipients	and	the	outcome	of	the	transplantation,	unless	it	

is	a	success	(Hoeyer	et	al.,	2015).	In	this	area,	both	donors	and	families	of	deceased	donors	exhibit	

preferences	 for	 ignorance.	 In	Denmark	 there	 is	 a	 strict	practice	of	 anonymity	and	encounters	

between	recipients	and	donors	are	strictly	forbidden.	However,	 information	regarding	age	and	

gender	of	recipients,	which	specific	organs	have	been	donated	and	the	immediate	outcome	of	the	

transplantation	is	available	(Bøgh,	2018).	Hoeyer	et	al.	(2015)	find	that	for	most	families,	though	

not	for	all,	“information	about	age	or	transplant	outcome	can	be	upsetting	or	disappointing	news”	

(p.	589).	For	donors,	on	the	other	hand,	the	findings	are	more	ambiguous;	some	donors	would	

never	like	to	know,	others	do	not	see	the	point	in	knowing	and	others	again	express	that	it	would	

be	nice	to	know	who	received	the	organ.	

	

In	 general	 donors,	 non-donors	 and	 relatives	 of	 donors	 express	 several	 concerns	 about	 lifting	

anonymity	such	as	receiving	unwanted	information	about	the	donor	or	donating	to	an	‘unworthy’	

person.	Hoeyer	 et	 al.	 (2015)	 argue	 that	a	 reason	 for	preferred	 ignorance	 is	 that	many	people	

imagine	 that	organs	are	given	 to	young	recipients,	when	 in	reality	most	recipients	are	elderly	

people	who	have	been	drinking	and	smoking	most	of	their	lives.	

	

By	 avoiding	 certain	 types	 of	 information	 and	 knowledge,	 Hoeyer	 et	 al.	 (2015)	 argue	 that	 lay	

people	can	more	easily	deal	with	the	potential	conflict	between	the	modes	of	valuation.	They	also	

find	that	“ignorance	facilitates	a	form	of	abstraction	in	which	organ	donation	can	be	associated	

with	 the	 abstract	moral	 values	of	doing	 good	 rather	 than	being	 assessed	 in	 the	 light	 of	 actual	
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benefits	 for	 actual	 people”	 (Hoeyer	 et	 al.,	 2015,	 p.	 590).	 This	 entails	 that	 organs	 are	 being	

perceived	as	an	abstract	good	rather	than	a	concrete	good	benefiting	a	specific	individual.	

	

2.8. Nudging	
	
Thaler	and	Sunstein	(2009)	describe	nudging	as	libertarian	paternalism	meaning	that	it	is	a	way	

of	influencing	people’s	behaviour	for	the	better	without	limiting	their	free	will	to	do	as	they	please.	

In	line	with	the	shift	away	from	rational	choice	theory	and	planned	behaviour,	Thaler	and	Sunstein	

(2009)	argue	that	humans	are	in	fact	not	rational	and	often	make	decisions	that	are	not	in	their	

own	or	society’s	best	interest.	Often	people	will	do	what	requires	the	least	amount	of	effort	on	

their	part.	While	nudging	already	has	been	and	can	be	applied	in	many	areas	and	in	many	ways,	

focus	in	this	thesis	is	on	presumed	consent	and	mandated	choice	in	organ	donation.	Presumed	

consent	 is	 understood	 as	 a	 default	 setting	 which	 entails	 that	 everyone	 is	 presumed	 to	 be	

consenting	to	organ	donation,	unless	they	have	registered	otherwise	(Thaler	&	Sunstein,	2009).	

Thus,	it	is	the	opposite	to	informed	consent	that	entails	an	active	registration	to	become	an	organ	

donor.	Mandated	choice	is	a	different	kind	of	choice	architecture	in	which	people	are	required	to	

make	a	decision.	In	this	thesis,	nudging	is	especially	interesting	in	connection	with	the	type	of	

society	different	nudges	entail,	bodily	autonomy	and	different	priorities	within	the	practice.	

	

With	their	book	Nudge	(2009),	Thaler	and	Sunstein	discuss	how	nudging	in	terms	of	presumed	

consent	 and	mandated	 choice	 can	help	mitigate	 the	organ	 shortage.	The	 authors	 suggest	 that	

nudges	in	general	should	be	implemented	for	decisions	“that	are	difficult	and	rare,	for	which	they	

do	not	get	prompt	feedback,	and	when	they	have	trouble	translating	aspects	of	the	situation	into	

terms	that	they	can	easily	understand”	(Thaler	&	Sunstein,	2009,	p.	79).	The	reason	to	implement	

nudges	is	to	achieve	“beneficial	outcomes	for	individuals	and	the	society	through	designing	the	

contexts	in	which	choices	are	made	rather	than	relying	on	traditional	policy	levers	of	restrictions,	

penalties	and	education”	(Morgan,	Deedat,	&	Kenten,	2015,	p.	1).	Nudging	is	therefore	relevant	for	

the	 social	 practice	 of	 organ	 donation	 as	 it	most	 often	 is	 a	 one-time	 decision	without	 prompt	

feedback.		

		

In	the	case	of	organ	donation	and	presumed	consent,	the	status	quo	bias	is	interesting.	This	bias	

is	a	cause	of	inertia,	which	makes	people	stick	with	their	current	situation,	the	status	quo,	and	is	

often	due	to	a	lack	of	attention	or	a	‘yeah,	whatever’	attitude	(Thaler	&	Sunstein,	2009,	p.	39).	A	

consequence	of	this	bias	is	that	a	default	setting	automatically	gets	a	large	number	of	subscribers;	

in	 the	 current	 case	of	 organ	donation	 it	 is	a	 large	number	of	 unregistered	people.	Thaler	and	



	 	

	 36/121	

Sunstein	(2009)	therefore	suggest	that	changing	the	default	setting	to	presumed	consent	would	

result	in	more	organ	donations.	

	

While	Thaler	and	Sunstein	(2009)	find	that	mandated	choice	is	often	considered	an	annoyance,	it	

is	their	recommended	choice	architecture	for	organ	donation.	Mostly	because	presumed	consent	

is	 difficult	 to	 gather	 political	 and	public	 support	 for.	 For	 the	 people	 placing	 a	 high	 degree	 of	

emphasis	on	freedom,	mandated	choice	is	often	regarded	as	an	acceptable	alternative	to	informed	

consent,	since	the	decision	is	still	actively	theirs.	Mandated	choice	is	also	an	explicit	choice,	which	

makes	family	members	less	likely	to	object	to	donation	(Thaler,	Sunstein,	&	Balz,	2012).		

	

A	third	approach	is	that	of	routine	removal,	which	Thaler	and	Sunstein	(2009)	do	not	advocate	

because	they	consider	it	highly	aggressive.	Routine	removal	entails	that	the	state	owns	the	body	

parts	of	decreased	citizens,	which	can	be	removed	without	consent	from	anyone.	Despite	the	fact	

that	this	approach	to	organ	donation	has	the	potential	to	save	many	lives,	it	is	not	acceptable	in	

the	 eyes	 of	 the	 public	 to	 take	 organs	 without	 explicit	 consent	 (Thaler	 &	 Sunstein,	 2009).	 It	

contradicts	the	general	notion	of	bodily	autonomy	that	individuals	should	be	able	to	decide	what	

happens	with	their	own	bodies.	

	

The	impact	of	default	settings	in	organ	donation	is	investigated	by	Johnson	and	Goldstein	(2004)	

in	their	experimental	study	in	the	United	States.	They	ask	three	groups	of	participants	to	confirm	

or	change	their	respective	donation	status	under	three	different	default	settings.	One	group	is	told	

that	informed	consent	is	the	default	setting	in	their	state,	another	group	is	told	presumed	consent	

is	 the	 default,	 and	 the	 third	 group	 is	 not	 informed	 of	 the	 type	 of	 default.	 42	 per	 cent	 of	 the	

participants	under	informed	consent	choose	to	become	organ	donors,	while	82	per	cent	remain	

organ	donors	under	presumed	consent.	Of	the	third	group,	which	has	no	default	setting,	79	per	

cent	choose	 to	become	organ	donors.	Abadie	and	Gay	(2006)	also	 find	that	presumed	consent	

increases	the	donation	rate	in	their	cross-country	study	on	the	impact	of	presumed	consent,	which	

is	based	on	a	data	from	22	countries	over	a	10-year	period.	

	

While	Thaler	and	Sunstein	(2009)	are	firm	advocates	of	the	applicability	and	potential	of	nudging,	

it	is	not	an	uncontested	area	neither	in	politics	or	research.	Among	the	critics	are	Farrell	(2015)	

who	in	her	review	of	studies	on	nudging	in	organ	donation	finds	that	nudges	do	not	meet	various	

legitimacy	criteria	such	as	democratic	values	and	bodily	autonomy.	Nudges	furthermore	fail	to	

take	 into	account	 the	 context	 in	which	 the	decision	on	organ	donation	 takes	place.	Therefore,	

Farrell	 (2015)	 suggests	 that	 a	model	 of	 reciprocity	 should	 be	 introduced	 instead	 of	 nudging.	
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Morgan	et	al.	(2015)	are	also	critical	of	nudging’s	ability	to	take	the	context	into	consideration.	

Studying	the	effectiveness	of	nudging	strategies	amongst	minority	ethnic	groups	in	London,	they	

find	that	the	desired	outcome	may	not	be	attained	without	additional	considerations.	They	find	

that	 the	 strategies	 should	 focus	 more	 on	 the	 key	 targets’	 prior	 experiences,	 knowledge,	

understandings	than	just	facilitating	a	direct	choice.	Whyte,	Selinger,	Caplan	and	Sadowski	(2012)	

acknowledge	these	points	of	criticism	but	argue	that	it	is	a	matter	of	how	the	nudge	is	designed.	

The	nudge	should	allow	the	family	to	decline	the	donation,	educate	people	about	how	to-opt	out	

and	make	it	easy	to	deregister	so	the	presumed	status	is	not	difficult	to	change.	By	designing	the	

nudge	thus,	Whyte	et	al.	(2012)	argue	that	a	presumed	default	setting	can	in	fact	be	ethical	and	

aligned	with	bodily	autonomy.	

(M.	Schweda	et	al.,	2009)	
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3. 	Methodology	
	

3.1. Philosophy	of	Science		
	

3.1.1. Social	Constructivism	
	

Clarification	of	topic	and	purpose	is	a	prerequisite	for	making	reflected	decisions	about	research	

philosophy	and	methodology	(Kvale,	2007;	Saunders,	Lewis,	&	Thornhill,	2015).	The	topic	of	this	

thesis	is	organ	donation,	and	the	objective	is	to	obtain	an	understanding	of	organ	donation	as	a	

social	practice	by	getting	an	 in-depth	perspective	of	 the	carriers’	 life	worlds.	Formulating	and	

reflecting	on	this	objective	helped	us	realise	that	our	thesis	belongs	to	the	epistemology	of	social	

constructivism.	

	

Placing	this	thesis	within	the	paradigm	of	social	constructivism	entails	the	belief	that	meaning	is	

created	when	people	interact	with	each	other	as	opposed	to	something	that	lies	outside	in	the	

external	reality	(Gray,	2014;	Saunders	et	al.,	2015).	This	means	that	organ	donors	may	perceive	

the	practice	differently	and	construct	their	own	meanings	and	interpretations	of	the	phenomenon,	

all	of	which	we	perceive	to	be	equally	valid	(Gray,	2014).	Working	within	the	social	constructivist	

paradigm	 means	 that	 we	 view	 the	 world	 and	 practices	 as	 theatrical	 productions.	 In	 these	

theatrical	 productions	 the	 carriers	 of	 the	 practice	 play	 their	 roles	 based	 on	 their	 own	

interpretation	 originating	 from	 their	 own	 history,	 prior	 interactions	 and	 knowledge	 gained	

throughout	the	years.	These	interpretations	guide	their	behaviour,	thoughts	and	feelings	on	the	

stage	 floor;	 the	 practice	 of	 organ	 donation.	 The	 interpretations	 furthermore	 guide	 how	 the	

carriers	 perceive	 and	 interact	 with	 others,	 which	 in	 turn	 may	 lead	 to	 changes	 in	 their	 own	

meanings	and	actions.	This	means	that	participating	in	an	interview	about	organ	donation	may	

influence	the	participants’	behaviour,	thoughts	and	feelings	on	the	matter	and	potentially	how	

they	engage	in	the	practice.	

	

3.1.2. Phenomenology	
	
A	theoretical	perspective	congruent	with	social	constructivism	is	phenomenology	which	posits	

that	“any	attempt	to	understand	social	reality	has	to	be	grounded	in	people’s	experiences	of	that	

social	reality”	(Gray,	2014,	p.	24).	In	line	with	phenomenology,	we	set	aside	our	preconceptions	

and	understandings	of	organ	donation	in	order	to	allow	the	participants	and	the	subsequent	data	

to	speak	for	itself.	With	the	purpose	of	understanding	organ	donation	as	a	social	practice,	we	view	
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the	phenomenon	with	 eyes	wide	open	 in	order	 for	 “new	meaning,	 fuller	meaning	or	 renewed	

meaning”	to	be	able	to	emerge	(Gray,	2014,	p.	24).	We	therefore	approach	this	thesis,	the	data	

collection	and	interpretation	as	an	exploration	of	 the	multiple	and	different	accounts	of	organ	

donation	in	an	attempt	to	learn	about	the	practice	as	a	whole.	

	

3.2. Research	Design	&	Data	Collection	
	

Based	on	 the	notions	 inherent	 in	social	constructivism	and	phenomenology,	we	conduct	semi-

structured	 life-world	 interviews	 because	 qualitative	 research	 aims	 at	 producing	 nuanced	

accounts	 and	 descriptions	 of	 experiences	 and	 phenomena	 (Kvale,	 2007;	 Kvale	 &	 Brinkmann,	

2009).	With	 ‘life	world’	we	 refer	 to	Husserl’s	 (1954)	 concept,	 meaning	 “the	 intersubjectively	

shared	and	meaningful	worlds	in	which	humans	conduct	 their	lives	and	experience	significant	

phenomena”	 (in	 Brinkmann,	 2013,	 p.	 22).	 By	 entering	 the	 world	 of	 organ	 donors	 and	

understanding	the	phenomenon	from	their	point	of	view,	we	interpret	their	stories	in	order	to	co-

construct	what	we	argue	is	a	social	practice	of	organ	donation.	

	

Initially,	 we	 considered	 doing	 both	 semi-structured	 life-world	 interviews	 and	 focus	 group	

interviews,	 since	 practices	 are	 inherently	 social.	 We	 believed	 that	 focus	 groups	 might	 have	

produced	 knowledge	 that	 individuals	 would	 not	 have	 thought	 of	 themselves.	 However,	 we	

decided	against	using	focus	groups	and	solely	use	personal	interviews	for	three	reasons.	First,	as	

the	thesis	evolved,	we	realised	how	delicate	and	personal	a	topic	organ	donation	is.	Therefore,	the	

type	of	knowledge	we	are	interested	in	may	not	be	produced	or	described	adequately	in	focus	

groups	interviews.	When	a	topic	is	sensitive,	personal	face-to-face	interviews	are	more	suitable,	

as	 these	 allow	 for	more	 confidentiality	 and	 can	 create	 an	 atmosphere	 of	 trust	 and	discretion	

(Brinkmann,	 2013).	 Second,	 we	 deemed	 it	 too	 difficult	 and	 time-consuming	 to	 find	 the	 right	

participants	as	well	as	a	time	and	place	to	meet	compared	to	finding	11	participants	and	arranging	

individual	interviews	at	separate	times	and	locations.	Third,	neither	of	us	has	experience	in	focus	

group	moderation	and	according	to	Chrzanowska	(2002),	two	years	of	training	is	necessary	to	

become	a	qualified	focus	group	moderator	in	consumer	research	(in	Kvale,	2007,	p.	48).	While	our	

experience	in	interviewing	is	not	as	extensive	as	one	may	have	hoped	either,	 it	exceeds	that	of	

focus	group	moderation.	
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3.3. Analytical	Approach	to	Interviewing	
	
Grounded	 in	 social	 constructivism	and	phenomenology,	we	believe	 that	 knowledge	 is	not	 just	

waiting	for	us	to	find	it	in	the	minds	of	our	organ	donors.	Instead,	we	see	knowledge	as	created	

throughout	the	interview	as	the	conversation	gives	cause	for	reflection	and	insights	for	both	the	

interviewer	and	interviewee.	Thus,	knowledge	and	perceptions	not	necessarily	there	prior	to	the	

interview	are	co-constructed.	

	

Talmy	(2011)	introduces	two	analytical	approaches	to	interviewing;	interviewing	as	a	‘research	

instrument’	and	as	a	‘social	practice’.	The	logical	deduction	would	be	to	see	the	research	interview	

as	a	social	practice	in	which	data	are	perceived	as	socially	constructed	(Talmy,	2011).	The	social	

practice	of	interviewing	is	not	only	interested	in	‘what’	is	being	said	but	also	‘how’	it	is	said	and	

will	typically	involve	discourse	or	conversational	analysis.	On	the	other	hand,	seeing	interviewing	

as	 a	 research	 instrument	 allows	 the	 researcher	 to	 focus	more	 on	 the	 lived	 experience	 of	 the	

participant,	the	‘what’	rather	than	the	‘how’	(Talmy,	2011,	pp.	26–28).	According	to	Brinkmann	

(2013),	 these	 two	 approaches	 to	 interviewing	 are	 not	 mutually	 exclusive	 and	 can	 thus	 be	

combined,	which	is	what	we	do.	We	use	interviewing	as	a	research	instrument	by	believing	that	

the	data	to	some	degree	reflect	the	organ	donors’	reality	outside	the	interview.	Consequently,	we	

seek	 to	 minimise	 the	 leading	 effect	 of	 our	 questions	 in	 order	 to	 avoid	 contaminating	 the	

participants’	responses.	Through	open	questions	we	introduce	specific	themes	without	providing	

the	participants	with	 specific	 vocabulary.	However,	we	also	approach	 interviewing	as	a	 social	

practice	because	we	do	not	exclusively	see	the	data	as	reports	of	truth	but	also	as	‘accounts’	which	

are	answers	“oriented	to,	shaped	by,	and	designed	for	the	questions	that	occasion	them”	(Talmy,	

2011,	p.	31).	Understanding	interviews	as	accounts	means	seeing	them	as	social	actions	that	have	

effects	and	actually	do	something	(Brinkmann,	2013,	p.	39).	It	means	that	data	are	also	seen	as	

beliefs,	 attitudes	 and	perceptions	 co-constructed	 between	 interviewer	 and	 interviewee	 in	 the	

interview	situation	(Talmy,	2011).	Since	we	as	researchers	are	co-constructors	of	knowledge	and	

meanings,	several	ethical	issues	arise	which	we	will	deal	with	now.	

	

3.3.1. Ethical	Considerations	
	
Interview	research	is	filled	with	ethical	issues	as	the	interaction	may	affect	the	participants	and	

the	knowledge	produced	may	affect	“our	understanding	of	the	human	condition”	(Kvale,	2007,	p.	

24).	We	 expect	 that	personal	 information	 that	 is	 not	normally	 shared	with	 a	 stranger	will	 be	

communicated	to	us	due	to	our	role	as	researchers,	which	leads	us	to	develop	an	ethical	protocol	

(Kvale,	2007).	Reflections	about	informed	consent,	confidentiality,	consequences	of	the	study	and	
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our	 own	 role	 as	 researchers	 are	 considered	 especially	 important	 in	 this	 thesis.	 Our	 ethical	

protocol	entails	that	we	make	sure	to	inform	the	participants	of	the	main	purpose	of	the	study.	

We	choose	our	words	carefully	in	order	not	to	influence	their	opinions	and	perceptions.	We	also	

assure	 the	participants	 that	 there	 are	no	 right	 or	wrong	answers	and	 tell	 them	 that	 they	 can	

decline	 answering	 any	 question	 and	withdraw	at	 any	 time.	 Furthermore,	 the	 participants	 are	

guaranteed	full	confidentiality	and	told	who	will	have	access	to	the	data.	Finally,	they	are	given	

the	opportunity	to	see	the	transcriptions	and	analysis	once	completed.	

	

The	potential	consequences	of	participating	are	also	of	ethical	concern.	We	are	aware	that	the	

topic	is	sensitive	and	may	elicit	emotional	responses	which	can	be	unsettling	for	the	participants.	

Following	 the	Guidelines	 for	 the	Protection	of	Human	Subjects	 from	1992,	we	assess	 that	 the	

potential	insights	to	be	achieved,	both	personally	and	societally,	outweigh	the	potential	harm	(in	

Kvale,	2007).	In	regard	to	the	wider	societal	consequences,	we	have	no	concerns	about	negative	

consequences	of	our	findings.	We	are	however	concerned	about	the	ethical	dilemma	of	us	asking	

such	 personal	 questions	 when	 we	 ourselves	 are	 new	 to	 the	 field.	 An	 additional	 ethical	

consideration	 on	 our	 role	 as	 researchers	 is	 our	 ability	 to	 balance	 qualified	 naiveté	 and	

presumptions	(Kvale,	2007).	A	final	ethical	consideration	is	about	our	ability	to	make	on-the-spot	

decisions	on	when	to	pursue	a	statement	and	when	to	back	off	given	the	sensitive	topic.	

	

3.4. The	Interview	Guide	&	Protocol	
	

Our	interview	guide,	which	can	be	found	in	Appendix	A,	is	developed	based	on	information	and	

inspiration	 gathered	 from	 existing	 literature	 and	 research	 on	 organ	 donation	 and	 is	 revised	

during	the	data	collection	process.	The	interview	guide	addresses	themes	related	to	the	topic	such	

as	reflections	about	becoming	an	organ	donor,	death,	models	of	consent	and	framing	of	organ	

donation.	Most	of	 the	questions	are	designed	to	elicit	 reflective	and	descriptive	answers	while	

others	are	more	general	and	clarifying	questions.	As	researchers,	we	seek	to	cover	the	research	

topic	on	both	a	factual	and	a	meaning	level.	While	some	straightforward	questions	are	intended	

to	 provide	 background	 information,	 we	 are	 also	 interested	 in	 descriptions	 and	 meanings	

expressed	both	explicitly	and	implicitly.	

	

In	 order	 to	 ensure	 that	 what	 we	 hear	 is	 indeed	what	 the	 participants	 mean,	 we	 continually	

rephrase	 the	participants’	answers	 in	order	 to	get	 immediate	confirmation	or	disconfirmation	

(Kvale,	2007).	We	also	 follow	most	of	 the	advice	given	 to	 interviewers	by	Mayo	(1933)	which	

according	to	Brinkmann	(2013)	is	still	relevant	today	(p.	8).	We	give	our	undivided	attention	to	
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the	participant	and	allow	time	for	them	to	think	about	their	answers	(Kvale	&	Brinkmann,	2009,	

p.	45).	We	do	not	argue	or	give	advice	to	the	participants,	and	we	try	to	listen	more	than	we	talk	

while	making	 the	 interview	 resemble	 a	 conversation.	However,	we	acknowledge	 that	 it	 is	not	

always	 possible	 in	 reality	 and	we	 do	 not	 expect	 the	 participants	 to	 be	 equally	 reflective	 and	

forthcoming	in	their	answers,	which	challenges	the	concept	of	conversational	interviewing.	

	

In	 addition	 to	 the	 above,	 we	 strive	 to	 adopt	 a	 qualified	 naiveté	 and	 store	 away	 our	 existing	

knowledge	 about	 the	 topic	and	our	 expectations	 (Kvale,	2007).	 Instead,	we	keep	an	open	and	

curios	mind	towards	what	is	being	said.	As	the	data	collection	progresses,	we	expect	that	this	will	

become	more	and	more	difficult.	We	will	have	to	keep	both	our	theoretical	assumptions	as	well	

as	our	knowledge	of	previous	responses	at	bay,	while	at	the	same	time	inquire	about	topics	that	

have	surfaced	in	previous	interviews	in	line	grounded	theory	methodology.	We	will	return	to	our	

application	of	grounded	theory	methodology	in	the	section	on	method	of	analysis.	

	

3.5. Participant	Selection	&	Sampling	
	
Inspired	by	the	maxim	“do	less,	more	thoroughly”	(Wolcott,	2001,	p.	128),	we	conduct	interviews	

with	 11	 participants	 (n	 =	 11),	 thus	 focusing	 on	 in-depth	 knowledge	 rather	 than	 breadth	 of	

investigation.	This	allows	for	a	more	complete	understanding	of	how	the	participants	experience	

and	 understand	 organ	 donation.	 When	 selecting	 our	 participants,	 we	 use	 a	 criterion-based	

selection	approach	that	allows	us	to	specify	“characteristics	and	attributes	of	the	population	to	be	

studied”	(Roulston,	2010,	pp.	82–83).	First	of	all,	we	 focus	on	donors	registered	 in	the	Danish	

Donor	Registry	and	exclude	donors	who	have	taken	a	stance	either	by	talking	to	their	family	or	

carrying	a	donor	card.	The	reason	for	this	is	the	statistical	data	from	the	Registry	in	regard	to	age	

and	gender	which	allow	a	level	of	representativeness	in	this	thesis.	Representativeness	will	be	

elaborated	shortly.	Online	registration	is	also,	in	our	perspective	and	in	most	of	the	participants’	

perspectives,	the	most	certain	and	unequivocal	form	of	registration	as	misunderstandings	may	

occur	between	family	members	and	the	donor	card	may	be	misplaced,	lost	or	forgotten.	However,	

one	of	our	respondents,	Lucas,	63,	is	not	registered	online.	Instead	he	has	a	donor	card,	which	

means	that	he	does	not	fit	this	sampling	criterion.	We	include	him	despite	this	discrepancy,	as	we	

by	the	time	of	this	discovery	had	realised	how	difficult	it	is	to	locate	participants	fitting	the	criteria.	

	

The	next	selection	criterion	is	the	nature	of	registration.	The	participants	are	found	among	the	93	

per	 cent	 of	 registered	donors	who	have	 given	 either	 full	 or	partial	 consent	 (Dansk	Center	 for	

Organdonation,	2018a).	Thereby	excluded	are	the	six	per	cent	who	have	declined	donation	and	
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the	one	per	cent	who	 is	undecided.	This	selection	criterion	 is	based	on	 two	notions.	First,	this	

group	represents	the	large	majority	of	organ	donors	in	the	Registry,	thereby	also	in	the	practice	

of	organ	donation.	Second,	given	their	limited	number,	it	is	nearly	impossible	to	engage	people	

who	have	withdrawn	 from	 the	practice	by	 saying	 ‘no’	 or	 ‘I	 do	not	 know’.	Additional	 selection	

criteria	are	age	and	gender,	which	are	also	based	on	statistical	data	found	in	the	Registry.	As	of	1	

April	2018,	the	distribution	of	men	and	women	in	the	Registry	is	42	per	cent	men	and	58	per	cent	

women	(Dansk	Center	for	Organdonation,	2018a).	How	the	registrations	are	dispersed	according	

to	age	can	be	seen	in	figure	1.	

	

 
Figure 1. Organ donation registrations according to age group (adapted from Dansk Center for Organdonation, 2018a).	

	

We	realise	that	the	age	and	gender	data	cover	all	types	of	registrations	but	considering	the	few	

refusals	and	undecided	registrations,	we	let	the	statistics	guide	our	criteria.	Therefore,	a	slight	

majority	of	our	participants	are	women	(n	=	6)	and	the	rest	are	men	(n	=	5).	The	participants	fall	

into	the	different	age	groups	as	seen	in	table	1.	

	

Age	group	 Number	of	participants	

18-24	 1	

25-39	 3	

40-49	 2	

50-59	 2	

60-69	 3	

70+	 0	
Table 1. Participant distribution by age groups.	
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Despite	recurrent	attempts,	we	do	not	have	a	participant	of	70	years	of	age	or	above.	Instead,	we	

have	an	additional	participant	between	60	and	69	years	of	age.	While	this	is	unfortunate	for	the	

representability	of	the	study,	we	do	not	believe	it	influences	how	we	portray	organ	donation	as	a	

social	practice.	

	

These	 selection	 criteria	mean	 that	 the	 study	 is	not	 representative	 of	 the	 larger	 population	 in	

Denmark.	 Instead,	 it	 is	 representative	 of	 the	 population	participating	 in	 the	 social	 practice	 of	

organ	donation	 to	the	widest	extent	possible.	This	means	that	we	select	participants	based	on	

criteria	of	gender	and	age	but	not	geography.		Nor	do	we	have	selection	criteria	for	ethnicity	or	

religion,	as	there	are	no	available	statistics	regarding	these	characteristics.	We	acknowledge	that	

ethnicity	and	religion	may	influence	the	social	practice	of	organ	donation	and	had	it	been	possible,	

we	would	have	included	these	attributes	in	our	selection.		

	

The	attributes	of	the	participants	along	with	their	pseudonyms	are	displayed	in	table	2.		

‘Full	/acceptance’	means	 that	 the	donor	has	registered	 to	donate	all	organs	contingent	on	 the	

family’s	acceptance.	
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Name	 Gender	 Age	 Occupation	 Religious	

beliefs	

Type	 of	

consent	

Type	 of	

registration	

Years		

Marc	 Male	 23	 Student	 Not	religious	 Full	

/acceptance	

Online	 <1	

year	

Lisa	 Female	 27	 Student	 Agnostic	 Full	 Online	 <1	

year	

Magnus	 Male	 27	 Carpenter	 Not	religious	 Full	 Online	 >1	

year	

Mike	 Male	 35	 Office	

employee	

Not	religious	 Full	

/acceptance	

Online	 <1	

year	

Thea	 Female	 43	 Department	

manager	

“Something	

is	out	there”	

Partial		 Online	 >10	

years	

Emma	 Female	 46	 Nurse	 “Something	

is	out	there”	

Full	

/acceptance	

Online	 >20	

years	

Rita	 Female	 55	 Nutritional	

assistant	

Not	religious	 Full	

/acceptance	

Online	 >10	

years	

Petra	 Female	 59	 Dental	

hygienist	

Not	religious	 Full		 Online	 >10	

years	

Mona	 Female	 63	 Store	 owner	

pedagogue	

Christian	 Partial	 Donor	 card	

and	online	

>30	

years	

David	 Male	 67	 Janitor,	

retired	

policeman	

“Something	

is	out	there”	

Full		 Donor	 card	

and	online	

>20	

years	

Lucas	 Male	 67	 Retired	

scientist	

“Something	

is	out	there”	

Partial		 Donor	card	 >30	

years	
Table 2. Participant attributes.	

	

Our	 approach	 to	 sampling	 is	 convenience	 as	 well	 as	 network-based	 (Morse,	 2007,	 p.	 235).	

Convenience	 sampling	 and	 our	 own	 networks	 did	 not	 gather	 participants	 in	 the	 desired	 age	

groups,	and	therefore	we	attained	the	help	of	two	middle-aged	relatives	whose	networks	are	more	

diverse	and	far-reaching	than	our	own.	We	tapped	into	their	respective	networks	for	registered	

organ	 donors	 ranging	 from	 25	 to	 70+	 years	 of	 age,	 which	 provided	 us	 with	 the	 needed	

participants.	
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3.6. The	Interviews	
	
The	 interviews	 were	 conducted	 individually	 by	 the	 authors	 in	 the	 spring	 of	 2018	 and	 each	

interview	was	recorded	and	transcribed	within	a	few	days	using	Otranscribe.com.	The	audio	files	

are	attached	on	a	USB	drive	as	Appendix	B-L.	The	interviews	lasted	between	30	and	105	minutes	

and	 were	 conducted	 in	 the	 participants’	 own	 home.	 In	 two	 cases,	 the	 interviews	 took	 place	

elsewhere	at	the	participants’	request.	Thea,	43,	was	interviewed	at	her	place	of	work	and	Mike,	

35,	 was	 interviewed	 in	 the	 home	 of	 the	 interviewer’s	 parents.	 We	 chose	 the	 home	 of	 the	

participants	 as	 the	 setting	 because	 organ	 donation	 is	 a	 sensitive	 topic	 and	 participants	were	

expected	 to	 be	more	 relaxed	 and	 open	 for	 conversation	 in	 the	 comfort	 of	 their	 own	 homes.	

Informed	 consent	 was	 obtained	 before	 the	 interviews	 were	 commenced	 and	 recorded	 as	

documentation.	

	

3.6.1. Information	Confirmation	&	Participant	Feedback	
	
After	 the	 interviews	had	been	conducted,	we	 found	ourselves	with	 information	about	medical	

aspects	that	needed	confirmation	from	an	additional	party.	Therefore,	we	contacted	two	doctors;	

one	with	prior	work	experience	at	a	neurosurgical	unit	in	Denmark	and	one	who	currently	works	

at	 a	 neurosurgical	 unit.	 We	 conducted	 brief	 telephone	 interviews	 with	 them	 in	 order	 to	

corroborate	 said	 information.	 Both	 interviews	 lasted	 between	 10	 and	 20	 minutes	 and	 both	

sources	prefer	to	be	anonymous,	which	we	honour.	

	

Due	 to	 the	network-based	 sampling,	we	have	 also	 attained	 feedback	 regarding	Lucas,	 67,	and	

David’s,	67,	thoughts	and	behaviours	after	the	interview.	For	Lucas,	the	interview	has	initiated	a	

lot	of	thoughts	and	has	given	ground	for	further	discussions	within	the	realms	of	his	family.	This	

was	 brought	 to	 our	 attention	 by	 the	 donor’s	 wife	 who	 established	 the	 initial	 contact	 for	 the	

interview.	For	David,	organ	donation	has	slipped	his	mind	again	and	he	has	never	gotten	around	

to	discussing	the	topic	with	his	daughter,	which	he	had	been	rather	passionate	about	during	the	

interview.	This	knowledge	was	obtained	through	personal	communication	with	David	himself.	

	

3.7. Method	of	Analysis	
	
In	our	approach	to	data	analysis,	we	use	the	grounded	theory	methodology	originally	developed	

by	 Glaser	 and	 Strauss	 (1967).	 According	 to	 Glaser	 and	 Strauss	 (1967),	 grounded	 theory	

methodology	is	especially	well-suited	for	studying	social	phenomena	based	on	qualitative	data.	

As	a	result,	we	approach	our	data	with	an	open	mind	to	find	codes,	categories,	patterns	and	themes	
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that	stand	out	as	significant	instead	of	applying	a	predefined	theoretical	framework.	This	means	

that	we	take	an	inductive	approach	to	determine	what	characterises	organ	donation	as	a	social	

practice.	While	we	attempt	to	approach	the	data	with	an	open	mind,	we	acknowledge	that	the	

interview	guide	and	the	responses	we	collect	influence	how	we	as	researchers	perceive	and	code	

our	data	(Kvale,	1996;	Rubin	&	Rubin,	1995	in	Saldaña,	2009).	Thus,	our	interaction	with	the	data	

and	the	analysis	to	some	degree	reflect	the	theories,	concepts	and	language	that	formed	this	thesis	

in	the	first	place	(Merriam,	1998,	in	Saldaña,	2009).	This	includes	our	preliminary	research	and	

as	well	as	what	we	ourselves	have	seen	in	the	media	and	experienced	elsewhere.	

	

3.7.1. Data	Coding	and	Processing	
	
When	you	go	to	the	theatre,	you	do	not	expect	to	sit	through	several	hours	of	rehearsal	and	final	

preparations	for	the	show.	You	arrive	just	before	show	starts,	maybe	a	bit	earlier	to	enjoy	a	glass	

of	wine,	sit	back	and	enjoy	what	others	have	worked	hard	 to	create.	Keeping	 in	 line	with	 this	

analogy,	we	would	however	like	to	invite	you	backstage	to	see	how	we	have	coded	and	processed	

our	data.	

	

The	data	processing	in	this	thesis	starts	already	when	transcribing	the	interviews,	as	we	note	any	

ideas	for	codes	in	brackets	in	the	transcript	itself.	We	do	this	to	remember	the	idea	later	and	for	

the	other	researcher	to	see	it	when	reading	the	transcript.	In	case	of	long	and	complex	ideas,	we	

write	an	analytical	memo;	a	tool	that	is	used	throughout	the	development	of	this	thesis	to	capture	

ideas	and	thoughts.	These	ideas	and	thoughts	can	be	on	the	topic,	the	interviews,	the	coding,	the	

combining	of	codes	as	well	as	themes	and	patterns.	

	

In	 the	 coding	process,	we	use	what	Denzin	 (1978)	 calls	 investigator	 triangulation	 in	order	 to	

capture	as	many	different	aspects	of	the	data	as	possible	(in	Berg	&	Lune,	2013).	This	means	that	

we	 code	 the	data	 separately	 and	 combine	our	 codes	 continuously	 in	order	 to	merge	 identical	

codes,	discuss	those	that	differ	and	be	inspired	by	the	ones	that	vary.	We	code	the	data	as	part	of	

the	interpretation	process	and	due	to	the	amount	of	data	we	use	a	coding	software,	Nvivo,	to	keep	

track	of	and	organise	the	concepts	and	categories	that	emerge.	First	and	foremost,	we	code	for	the	

attributes	gender,	age,	occupation,	religious	beliefs,	type	of	consent,	type	of	registration	and	years	

of	being	an	organ	donor.	These	attributes	are	displayed	in	table	2	in	this	methodology	chapter.	

	

As	a	consequence	of	 the	grounded	theory	methodology,	our	 first	cycle	coding	 includes	a	wide	

variety	of	coding	methods,	which	we	describe	using	Saldaña's	(2009)	terminology.	Our	first	cycle	
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coding	includes	initial	coding	that	captures	our	first	impressions	of	the	data.	Examples	of	these	

codes	 are	 assumptions,	 deliberate	 ignorance	 and	organs	 as	 things.	 Our	 first	 cycle	 coding	 also	

consists	of	structural	coding	for	topics	such	as	changes	in	consent,	trust	and	values	that	we	have	

asked	about	in	the	interviews.	We	also	code	for	topics	such	as	presumed	consent	and	financial	

incentives	as	these	are	topics	that	the	participants	often	have	strong	opinions	about.	Topics	that	

we	had	not	inquired	about	are	also	coded,	which	is	called	descriptive	coding	in	Saldaña's	(2009)	

terminology.	These	descriptive	codes	include	consideration	for	the	family,	me	and	my	body	and	

voluntariness.	

	

Emotions	and	values	are	extremely	central	in	organ	donation:	“one	can't	separate	emotion	from	

action;	they	are	part	of	the	same	flow	of	events,	one	leading	into	the	other”	(Corbin	&	Strauss,	

2008,	p.	7).	As	a	consequence,	we	employ	both	emotion	coding	and	value	coding.	By	coding	for	

emotions,	we	obtain	insight	into	the	participants’	world	views,	which	is	part	of	phenomenology.	

The	emotion	codes	include	blame,	gratitude	and	good	feelings.	As	already	mentioned,	we	code	for	

values	as	part	of	our	structural	coding	as	this	is	something	we	directly	ask	about	however	in	the	

value	coding,	we	go	more	into	detail	and	develop	sub-codes	such	as	helping	others,	motivation	

and	reciprocity.	Given	the	large	variety	of	coding	and	consequently	the	large	number	of	codes,	we	

also	conduct	simultaneous	coding	to	acknowledge	and	encompass	the	fact	that	some	sections	of	

data	are	relevant	for	more	than	one	code.	

	

Thanks	 to	our	 thorough	 first	 cycle	 coding,	we	had	 little	preparation	prior	 to	 the	 second	 cycle	

coding.	We	had	already	merged	similar	codes,	renamed	codes	with	more	appropriate	names	and	

generally	discussed	 the	utility	 of	 the	 codes.	We	had	 to	 some	extent	also	done	meta-coding	by	

establishing	patterns	of	themes,	so	there	was	little	pattern	coding	left	to	do.	During	the	first	cycle	

coding	and	our	work	with	the	codes,	categories	had	appeared	to	us	and	all	of	these	were	noted	

down	in	analytical	memos	that	we	would	return	to	later.	Our	second	cycle	coding	therefore	mainly	

consisted	of	coding	for	patterns	that	had	not	already	revealed	themselves	to	us.	This	was	done	on	

a	 large	whiteboard	 as	we	 deemed	 it	would	 grant	us	 the	 best	 overview	 of	 our	 existing	 codes,	

categories,	themes	and	patterns.	At	the	end	of	this	second	cycle	coding,	we	transferred	what	was	

on	the	whiteboard	to	a	mind	map	using	mindmup.com,	which	allows	for	real	time	collaborative	

work.	This	process	 increased	our	understanding	of	 the	 categories	and	how	they	 relate,	which	

facilitated	structuring	and	 restructuring	of	 the	 analysis	prior	 to	 and	during	 the	writing	of	 the	

analysis.	
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4. The	Practice	of	Organ	Donation	
The	 donors	 have	 very	 different	 and	 individual	 practices	 of	 organ	 donation	 which	 inevitably	

creates	variations	for	how	the	practice-as-entity	should	be	understood.	Yet,	several	values	and	

actions	are	deemed	acceptable	as	well	as	unacceptable	by	our	organ	donors.	These	constitute	the	

generally	established	understandings,	procedures	and	objectives	governing	the	practice,	which	

will	be	presented	and	discussed	in	the	following	sections.	

	

4.1. Becoming	a	Carrier	
 
There	are	many	reasons	why	the	donors	ended	up	being	part	of	the	practice	of	organ	donation.	

Unlike	 some	 practices	 which	 are	 habitually	 reproduced	 and	 may	 be	 spread	 through	 social	

networks	 and	 communities,	 organ	 donation	 is	 not	 something	 which	 often	 comes	 up	 in	

conversation.	It	holds	no	place	in	daily	life:	“it’s	not	something	I	think	about	in	my	daily	life.	So	it	

doesn’t	really	take	up	a	lot	of	space”	(Emma,	46)	and	“it’s	not	part	of	my	everyday	life	–	it	doesn’t	

take	up	space.	It’s	just	something	that	is”	(Mona,	63).	If	social	ties	and	communities	are	irrelevant	

for	the	formation	and	diffusion	of	the	practice,	then	what	captures	new	organ	donors?	For	several	

donors,	a	pamphlet	arrived	in	the	mailbox	asking;	have	you	thought	about	becoming	an	organ	

donor?	thereby	prompting	responses	such	as:	“well,	you	ought	to	consider	it	–	so	I	did”	(Thea,	43),	

“I	did	it	immediately.	I	removed	the	sticker	and	put	it	on	my	driver’s	license”	(Mona,	63)	and	”this	

is	something	I	have	to	decide	on”	(Marc,	23).	For	others,	the	decision	was	prompted	by	media	

attention:	 “there	was	some	debate	afterwards	and	that	was	really	 the	reason	 I	 thought;	 that’s	

something	you	ought	to	take	a	stance	on”	(Mike,	35).	

		

Since	organ	donation	does	not	surface	 in	daily	 life,	Warde’s	 (2005)	observation	 that	practices	

often	occur	without	much	reflection	or	conscious	 awareness	holds	 true	 for	organ	donation.	 In	

cases	 like	 this,	 inertia	 tends	 to	 characterise	 the	 practice.	 Many	 donors,	 especially	 those	 who	

registered	more	than	10	years	ago,	see	table	2,	were	unsure	if	they	indeed	had	registered	online	

and	what	type	of	registration	they	had	made.	Several	donors	had	to	look	it	up	either	prior	to	or	

after	 the	 interview.	 Especially	 regarding	 changes	 within	 the	 practice	 and	 its	 expansion	 or	

contraction,	inertia	characterises	organ	donation.	Few	donors	have	given	their	registration	much	

thought	 since	 the	 registration	 and	when	 asked	 if	 they	might	 reconsider	 being	 organ	 donors,	

almost	all	donors	say	no	“I	feel	good	about	it	[the	decision]	and	nothing	will	change	that”	(Rita,	

55).	Once	the	decision	is	made,	only	commercialisation	can	make	the	donors	reconsider	organ	

donation,	which	will	be	explored	in	detail	later.	
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While	withdrawals	 from	the	practice	are	unlikely	 to	happen,	changes	may	happen	 in	 terms	of	

whether	the	donation	is	contingent	on	family	acceptance	or	not,	and	if	the	donation	includes	all	

or	only	some	organs.	Over	one	third	of	the	donors	have	made	alterations	or	are	considering	it,	

either	by	switching	from	contingent	on	the	family’s	acceptance	to	non-contingent	or	the	other	way	

around.	Whether	one	way	or	the	other,	the	reason	is	always	consideration	for	the	family,	which	

will	be	discussed	thoroughly	later.	Other	donors	have	thought	about	including	organs	they	had	

first	decided	to	exempt	from	donation.	Thea,	43,	considers	including	her	head	in	her	donation	and	

Mona,	63,	is	debating	if	she	should	donate	her	eyes.	However,	despite	these	thoughts,	none	of	them	

have	actually	altered	their	official	registration.	The	reason	why	some	organs	are	exempted	from	

donation	will	also	be	dealt	with	later.	

	

4.2. Participation	
 
While	organ	donation	is	not	a	topic	of	conversation	for	most	donors,	it	is	occasionally	promoted	

in	television	programs,	on	social	media	and	once	a	year	at	events	on	the	yearly	National	Organ	

Donation	Day.	However,	as	expressed	here:		

	

Maybe	it’s	there	[organ	donation],	and	I	just	don’t	see	it	because	it’s	a	decision	I’ve	

already	made.	There’s	a	lot	of	stuff	I	screen	out	in	my	daily	life,	either	because	I’ve	

no	use	for	it	or	because	I’m	done	thinking	about	it.	

(Thea,	43)	

	

As	described	in	the	introduction	chapter,	organ	donation	is	on	social	media,	but	it	is	unlikely	to	

appear	unless	you	actively	seek	it	yourself	or	are	tagged	by	your	friends	or	family.	The	reason	for	

this	is	that	data	are	usually	logged	and	saved	through	tracking	cookies	that	store	your	preferences	

whenever	you	visit	a	website,	do	a	search	or	use	your	social	media	(Humphries,	2011).	These	

cookies	ensure	that	the	same	or	similar	content	will	be	presented	to	you	on	the	following	pages	

or	platforms	as	well	as	on	subsequent	visits.	Therefore,	organ	donation	will	not	be	part	of	your	

media	content	flow,	unless	you	have	pursued	the	subject	online.	Even	if	it	does	appear,	donors	

may	not	notice:	

	

We’re	bombarded	with	a	million	different	things	all	the	time,	so	I	think	it	is	difficult	

for	us	to	make	it	stick.	I	think	it’s	difficult	for	us	to	process	and	remember	it	and	
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actually	bring	it	forth	and	say,	‘by	the	way,	did	you	see…’	…	I	think	it	drowns	in	the	

steady	flow	of	completely	useless	information.	

(Petra,	59)	

	

In	this	pilot	study,	all	but	one	donor	are	on	social	media,	some	more	actively	than	others.	There	is	

tendency	of	social	media	modesty	among	the	donors	and	for	some	donors,	this	modesty	prevents	

them	 from	 posting	 a	 picture	 of	 themselves	with	 a	 scar	 in	 support	 of	 organ	 donation,	 as	was	

intended	by	the	‘Giv	Livet	Videre’	campaign:	“Never,	I	am	sort	of	shy	with	my	social	media”	(Marc,	

23),	“I	wouldn’t	expose	myself	like	that.	Never	ever.	And	that’s	because	I’m	modest	in	that	regard”	

(Petra,	59)	and	“I	don’t	use	myself	[on	social	media]	that	way	to	express	attitudes	and	the	sorts.	I	

don’t	 participate	 in	 political	 debates	 either”	 (Mike,	 35).	 For	 Emma,	 46,	 it	 is	 ‘cheesy’	 and	 she	

compares	 it	 to	 the	 Bucket	 Challenge,	 which	 was	 a	 viral	 campaign	 to	 promote	 awareness	 of	

Amyotrophic	Lateral	Sclerosis	(ALS).	While	almost	all	donors	are	reluctant	to	post	a	picture,	they	

are	less	reluctant	to	comment	should	they	come	across	a	post	on	social	media:	

	

If	I	saw	this	picture	then	I	would	comment	on	it	and	say,	well	listen	up	friends,	this	

is	how	it	should	be!	I’ve	taken	a	stance,	get	to	it!	I	would	do	that	in	a	heartbeat,	but	

I’ll	never	post	a	picture	of	myself.	

(Petra,	59)	

	

Should	organ	donation	cross	their	path	on	social	media,	few	would	have	a	problem	expressing	

their	attitudes,	as	long	as	it	is	done	with	consideration	and	sensitivity	for	those	who	might	prefer	

not	 to	 donate	 their	 organs.	 Lisa,	 27,	 would	 actually	 consider	 posting	 a	 picture	 but	 expresses	

concern	about	causing	a	feeling	of	guilt	in	non-donors	“because	they’re	not	part	of	making	these	

[the	recipients]	happy.	I	mean,	if	I	do	this	[post	a	picture	with	a	scar]	that	will	implicitly	show	that	

‘I’m	one	of	the	good	ones	who	donate’”.	She	makes	it	very	clear	that	a	comment	must	accompany	

the	post	saying:	“‘Hey,	I	support	this	cause	and	the	reasons	are	this	and	that’”	in	order	to	make	

room	for	people	who	for	some	reason	do	not	want	to	donate.	

	

As	will	be	dealt	with	in	detail	later,	organ	donation	is	permeated	with	relational	considerations	

both	for	recipients	and	the	donor’s	family.	This	may	be	a	reason	why	being	an	organ	donor	is	not	

part	of	any	active	self-promotion	online	or	in	face	to	face	conversations.	It	may	also	explain	why	

the	 ‘Giv	 Livet	 Videre’	 campaign	 perhaps	 did	 not	 accomplish	 what	 it	 was	 intended	 to.	 When	

searching	the	hashtag	#givlivetvidere,	 it	 shows	that	 it	has	been	used	 less	 than	1,500	times	on	

Instagram	with	a	lifespan	from	April	2015	to	June	2016.	This	number	also	includes	many	posts	on	
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blood	donations	that	are	not	directly	connected	with	the	campaign.	The	media,	especially	social	

media,	holds	vast	opportunities	for	introducing	the	outside	world	and	new	practices	into	peoples’	

everyday	routines	(Couldry,	2012),	However,	since	none	of	the	donors	remember	coming	across	

organ	donation	on	social	media	or	know	of	the	campaign	‘Giv	Livet	Videre’,	the	practice	of	organ	

donation	does	not	spread	through	social	media.	It	would	be	a	reasonable	conclusion	to	say	that	

Marc,	23,	is	right	when	saying:	“I	can	see	the	logic	behind	it,	but	I	can’t	image	that	it’s	a	campaign	

that	 achieved	 a	 breakthrough”.	 Thus,	 despite	 attempts	 by	 public	 organisations	 and	 other	

stakeholders	to	increase	the	number	of	organ	donors	through	social	media,	it	does	not	appear	to	

have	 any	 influence	 on	 the	 donors.	 Neither	 is	 social	media	 a	 fundamental	 part	 of	 the	material	

element	of	organ	donation.	

	

4.3. Helping	Others	
 
The	idea	of	helping	others	is	omnipresent	in	organ	donation	and	there	is	an	awareness	that	some	

people	can	use	a	new	organ.	As	noted	by	Magnus,	27,	when	describing	organ	donation:	“it’s	to	give	

your	organs	 to	 someone	who	needs	 them.	 If	 they	have	 a	 sick	organ,	 they	 can	have	one	of	my	

healthy	ones,	once	I	don’t	need	them	anymore”.	This	awareness	is	also	found	in	these	thoughts	

about	recipients:	“I	am	utterly	indifferent	to	who	gets	them.	I	just	hope	it’s	someone	who	really	

needs	 it”	 (David,	 67).	 Already	 here	 in	 the	 idea	 about	 helping	 others,	 the	 donors	 engage	 in	

relational	work;	 they	 establish	 a	social	 tie	with	 this	unknown	person	whom	 they	will	 help	by	

donating	their	organs.	In	this	exchange	relation,	donors	consent	that	it	is	a	contribution	without	

the	prospect	of	return.	Thus,	the	donors	negotiate	the	meaning,	the	relational	package,	of	organ	

donation	 by	 establishing	 social	 ties	 with	 anonymous	 recipients	 and	 by	 consenting	 to	 the	

transaction	as	well	as	the	token	of	payment,	which	Zelizer	(2012)	finds	essential	for	any	relational	

transaction.	The	fact	that	donors	actually	do	obtain	a	token	of	payment	will	be	elaborated	on	later.	

	

4.3.1. Helping,	Not	Saving	
 
Absent	in	the	practice	in	general	is	the	realisation	that	the	donors’	organs	can	save	the	life	of	the	

recipient.	Only	two	donors	explicitly	state	that	they	will	be	saving	lives.	These	donors,	David	and	

Petra,	also	happen	to	be	two	of	the	elderly	donors.	In	his	description	of	organ	donation,	David,	67,	

says,	“the	short	version	is	that	if	you	become	an	organ	donor,	you	might	be	able	to	save	the	life	of	

another”,	which	suggests	 that	 the	act	of	saving	a	 life	 is	essential	 to	him.	Petra,	59,	 talks	about	

saving	others	several	times,	both	when	considering	potential	recipients:	“if	you	can	save	a	life	then	
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of	course	you	should	do	it”,	and	when	she	considers	how	age	influences	thoughts	about	life	and	

death	by	saying:	“let’s	use	the	resource	that’s	in	the	dead	body	and	make	the	most	of	it.	Because	

we	might	be	able	to	save	someone	with	a	long	life	in	front	of	them”.	This	last	statement	is	also	

interesting	 in	 connection	with	how	donors	perceive	 their	bodies,	which	will	 be	 elaborated	on	

later.	Another	elderly	donor	also	implicitly	acknowledges	that	her	organs	have	the	potential	to	

save	lives	when	talking	about	if	she	was	not	a	donor:	

	

You	can’t	know	it,	 if	you	hadn’t	done	it	[become	a	donor]	but	I	wonder	what	if	I	

could’ve	saved	a	human	being	…	it	must	be	awful	to	sit	up	there	on	your	cloud	and	

say,	‘just	imagine,	had	I	been	able	to	save	that	human’.	

(Mona,	63)	

	

Mona	does	not	explicitly	state	that	she	will	be	saving	lives	with	her	donation,	instead	she	is	aware	

that	 lives	might	 be	 lost	 if	 she	 does	 not	 donate	 her	 organs.	 Thus,	 donors	 tend	 to	 frame	 organ	

donation	differently	than	public	campaigns	that	portray	organ	donation	as	a	gift	of	 life	(Jensen,	

2009).	Despite	not	framing	organ	donation	as	a	gift	of	life,	donors	do	ascribe	organ	donation	the	

altruistic	values	of	gift-giving,	along	the	thoughts	of	Titmuss	(1970).	The	finding	that	donors	do	

not	employ	a	gift	metaphor	can	be	seen	as	a	supplement	to	findings	by	Shaw	(2010).	She	finds	that	

recipients	are	more	likely	to	embrace	a	gift	terminology	than	the	relatives	of	a	donor,	which	our	

findings	suggest	can	be	extended	to	the	donors	as	well.	Whether	or	not	this	has	something	to	do	

with	 feelings	of	sacrifice	experienced	by	 the	donor	and	 the	 family	remains	unanswered	 in	this	

thesis.	

	

Not	acknowledging	that	their	organs	can	save	the	lives	of	others	furthermore	suggests	a	limitation	

on	the	significance	of	the	donation	in	the	minds	of	the	donors.	Helping	others	makes	it	possible	for	

the	donors	to	associate	their	donation	with	the	abstract	idea	of	doing	good	rather	than	assessing	

it	in	terms	of	actually	saving	other	people’s	lives.	This	is	what	Hoeyer	et	al.	(2015)	call	deliberate	

ignorance,	which	is	an	important	aspect	of	the	practice.	The	reason	why	donors	are	deliberately	

ignorant	 is	 that	saving	 lives	 increases	 the	 symbolic	 and	emotional	 significance	of	 the	practice,	

which	has	the	potential	to	make	the	donors	uncomfortable.	Whereas	framing	organ	donation	as	

helping	others	help	reduce	the	sacrifice	that	lies	in	organ	donation,	thus	limiting	the	symbolic	and	
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emotional	significance	and	making	organ	donation	a	matter	of	pragmatism.	The	reason	behind	the	

pragmatic	dimension	of	organ	donation	will	be	explored	later	in	the	thesis.	

	

A	completely	different	point	about	helping	others	is	that	it	may	be	inherent	in	the	Danish	society,	

which	is	suggested	by	Magnus,	27,	“I	 just	believe	it’s	a	general	picture	of	Denmark	that	people	

would	like	to	donate.”	Holding	this	idea	against	the	work	of	Belk	(1990)	means	that	the	entire	

society	is	part	of	one’s	extended	self,	thus	supporting	the	practice	of	organ	donation.	This	idea	is	

also	expressed	by	Jensen	(2011)	who	suggests	that	strategically	mentioning	the	people	suffering	

on	waiting	lists	might	persuade	families	to	donate	their	loved	one’s	organs,	thereby	redressing	

the	organ	shortage	in	Denmark	by	exploiting	welfare	society	values.	Lisa,	27,	actually	says	this	

would	help	persuade	her	into	donating	a	loved	one’s	organs	should	she	ever	find	herself	in	that	

situation.	

	

4.3.2. The	Young	Recipient	
 
While	the	donors	all	agree	that	they	are	donating	their	organs	to	people	who	need	them,	they	tend	

to	 have	 both	 tacit	 and	 explicit	 assumptions	 and	wishes	 about	 who	will	 receive	 their	 organs,	

especially	when	it	comes	to	age.	When	describing	organ	donation,	Lisa,	27,	says,	“you	donate	your	

organs	to	someone	who	have	their	lives	ahead	of	them”,	which	is	most	often	said	about	children	

and	young	people.	This	is	a	notion	she	also	acknowledges	later	when	saying,	“I	often	think	that	it’s	

someone	young”.	Petra,	59,	shares	the	idea	of	young	recipients	with	long	lives	ahead	of	them,	as	

does	Emma,	46,	hoping	they	will	have	more	life	to	live	and	many	wonderful	things	to	experience.	

David,	67,	also	favours	young	recipients	as	he	believes	that	a	young	person	has	more	need	than	a	

person	his	own	age	because	they	have	more	left	to	experience.	Despite	not	caring	about	the	age	at	

first,	Magnus,	27,	also	has	a	preference	towards	young	recipients.	Mike,	35,	finds	choosing	young	

recipients	the	 logical	choice	however	he	acknowledges	 that	age	 is	no	determinant	of	who	will	

benefit	the	most.	

4.3.2.1. Making	the	Most	of	the	Organs	

 
Thinking	about	the	recipients	as	young	is	a	type	of	deliberate	ignorance	undertaken	by	donors	in	

order	 to	make	sense	of	 their	donation.	This	 is	done	because	donors	consider	young	recipients	

more	desirable	and	worthy,	as	they	have	many	things	yet	to	experience	in	life.	In	reality	however,	
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many	recipients	are	in	fact	elderly	people,	who	have	been	smoking	and	drinking	for	many	years	

(Hoeyer	et	al.,	2015),	which	donors	are	unaware	of.	The	desire	to	donate	to	a	young	person	may	

explain	 why	 donors	 prefer	 recipient	 anonymity,	 thereby	 preserving	 the	 illusion	 of	 a	 young	

recipient.	This	 type	of	 deliberate	 ignorance	 is	part	 of	 a	 general	practice	of	 ignorance	 in	organ	

donation,	which	will	be	thoroughly	dealt	with	later.	

	

Tacitly	present	in	the	idea	about	young	recipients	is	the	element	of	utility	and	who	will	make	the	

most	of	the	organs.	One	aspect	of	this	is	that	a	young	recipient	most	likely	will	be	able	to	live	longer	

with	the	organ	than	an	elderly	recipient.	Another	aspect	is	expressed	here:		

		

If	there’s	some	wreck	of	an	alcoholic	and	a	young	man	at	25	years,	I	sure	hope	

it’s	not	that	old	wreck,	you	know?	 I	believe	 that	 the	scientists	will	do	what’s	

right	with	my	things,	right?	Because	of	course	it’ll	be	completely	obvious	that	I	

want	to	help	those	where	I	believe	there’s	both	quality	of	life	but	also	the	other	

way	around	for	society.	You	know	the	25-year-old	who	gets	a	new	heart	can	

start	working	and	get	a	normal	life,	be	something	 for	his	children	while	you	

think	that	the	alcoholic	wreck	most	likely	does	not	get	so	much	better	because	

he	might	just	drink	some	more.	Luckily,	I’m	not	deciding	who’s	next	on	the	list.	

(Thea,	43)	

	

Thea	is	the	only	donor	considering	what	is	in	it	for	society	and	it	is	unique	that	she	is	reluctant	to	

give	a	new	organ	to	an	alcoholic	wreck,	as	she	puts	it.	Her	reason	is	twofold	because	in	her	opinion,	

an	alcoholic	will	give	nothing	back	to	society	and	will	be	of	little	use	to	his	family,	while	she	expects	

a	 25-year-old	 to	 be	 the	 exact	 opposite,	 despite	 having	 no	 guarantees	 of	 either.	 Mona,	 63,	 is	

somewhat	on	the	same	page	as	Thea	and	hopes	that	her	organs	will	go	to	someone	with	a	good	

life	 who	will	 continue	 having	 a	 good	 life,	 instead	 of	 someone	who	 abuses	 him	 or	 herself	 by	

smoking	or	being	obese.	In	sharp	contrast	to	these	considerations	is	Lucas,	67,	who	states,	“it	can	

be	anybody,	I	don’t	write	off	Nazis”.	To	him,	organ	donation	is	on	another	level	entirely,	“a	human	

to	human	relation	detached	from	religion,	profession,	direction,	skin	colour	and	what	do	I	know.”	

Lucas	is	the	donor	who	is	most	expressive	in	his	statement	that	no	one	is	more	deserving	of	an	

organ	 than	 others.	 However,	 other	 donors	 share	 similar	 ideas	 in	 terms	 of	 the	 possibility	 that	

people	can	change,	and	that	a	new	organ	might	just	facilitate	that	kind	of	change.	An	example	is	
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Lisa,	27,	who	would	like	her	recipients	to	be	someone	who	 lights	up	everything	around	them,	

saying,	“but	then	again,	so	much	can	happen	if	you	get	an	organ.	That	is,	your	view	of	the	world	

can	change”.	Another	example	is:	

	

If	can	you	save	a	life,	then	you	should	of	course	do	it.	No	matter	who	it	is	because	

who	knows	if	just	that	[receiving	an	organ]	has	been	a	wakeup	call	for	someone	

who	has	had	a	tiresome	life.	A	bad	life.	A	miserable	life,	you	know?	It	might	be	

that	all	of	a	sudden	it	[receiving	an	organ]	turns	some	things	upside	down	and	

you	think,	‘wow,	I	have	received	this	gift.	Now	I	must	really	take	care	of	it.’	And	

then,	 that	person	might	have	a	completely	 fantastic	 life	going	 forward.	No,	 it	

[the	opportunity	to	receive	an	organ]	should	be	completely	equal	for	all	of	us.	I	

believe	that	perhaps	you	could	experience	that	it	[receiving	an	organ]	was	just	

the	kick	the	person	needed	to	say,	‘oh	my	God,	I	got	another	chance,	I	have	to	

seize	it	no	matter	what’.	

(Petra,	59)	

		

Therefore,	while	some	of	the	donors	would	like	to	believe	that	their	organs	go	to	a	good	person	

who	will	put	good	use	to	it	and	take	care	of	it,	there	are	also	those	like	Lisa,	27,	and	Petra,	59,	to	

whom	this	is	of	less	relevance.	They	believe	that	receiving	an	organ	might	be	such	a	life-altering	

experience	that	people	will	change	their	ways	if	they	were	on	a	bad	path.	Lucas,	67,	does	not	even	

consider	if	receiving	an	organ	will	make	people	change	their	ways	and	to	him	that	is	not	important.	

In	his	view,	organ	donation	is	about	compassion	towards	your	fellow	human	beings,	regardless	of	

who	they	are	and	what	they	do.	Lucas’	ideas	about	organ	donation	and	what	it	is	all	about	can	be	

perceived	as	the	epitome	of	altruism,	which	permeates	the	social	practice	to	a	varying	degree.	

Thereby,	altruism	in	organ	donation	is	what	Reckwitz	(2002)	calls	a	‘practice’	that	describes	and	

guides	human	action,	and	which	the	donors	are	carriers	of.	

4.3.2.2. Social	Ties	with	the	Imagined	Recipient		

 
What	 is	 interesting	 here	 is	 that	 despite	 the	 altruistic	 motivation	 behind	 organ	 donation,	 the	

donors	tend	to	have	certain	expectations	of	the	recipients.	The	expectations	are,	as	stated	above,	

related	to	the	age	of	the	recipient,	the	worthiness	of	the	recipient	and	consequently	how	much	

and	 how	well	 the	 recipient	 will	 use	 the	 organ.	 These	 expectations	 correspond	with	Walter’s	
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(1991)	thesis	on	the	individual	and	society,	which	suggests	that	individualised	modern	societies	

place	a	higher	value	on	the	young	than	the	old.	

	

The	 expectations	 of	 the	 recipients	 are	 essential	 to	 the	 relational	work	 that	 takes	place	 in	 the	

practice	in	terms	of	how	the	donors	negotiate	the	meaning	of	organ	donation.	The	transaction	is	

predetermined	as	a	donation,	which	all	donors	agree	upon.	Therefore,	the	expectations	mainly	

influence	the	social	ties	between	donor	and	recipients	and	the	token	of	payment.	Given	anonymity	

and	 the	 fact	 that	 the	 actual	 donation	 does	 not	 take	 place	 until	 after	 the	 donor	 is	 dead,	 it	 is	

impossible	for	the	donor	to	establish	a	real	relationship	with	the	recipient.	Therefore,	the	social	

ties	with	the	recipients	are	figments	of	the	imagination	the	same	way	as	most	egg	donations	in	

which	anonymity	ensures	no	actual	relationship	between	donor	and	recipient.	

	

In	egg	donation,	Haylett	 (2012)	 finds	that	donors	end	up	considering	 themselves	as	helping	a	

fictive	couple	become	parents,	and	the	amount	of	money	the	couple	invests	in	fertility	treatments	

serves	as	evidence	that	they	will	be	good	parents.	In	contrast	to	egg	donation,	organ	donors	do	

not	get	any	compensation	for	their	donation	nor	do	the	recipients	pay	a	price.	This	means	that	

other	measures	must	 be	 taken	 in	 order	 to	 negotiate	 the	meaning	 of	 the	 donation.	 Therefore,	

donors	use	their	imagination	and	expectations	of	the	recipients	to	establish	social	ties	with	them.	

As	part	of	the	relational	work,	these	expectations	also	constitute	the	token	of	payment,	as	they	

provide	the	donor	something	in	return	despite	them	merely	being	ideas	and	assumptions	that	

seldom	hold	true	in	reality,	as	mentioned	earlier.	Therefore,	by	having	these	expectations	of	the	

recipients,	the	donors	are	able	to	negotiate	the	meaning	and	make	sense	of	the	practice	of	organ	

donation	and	thus	develop	what	Zelizer	(2012)	calls	a	relational	package.	

	

4.3.3. What	You	Get	in	Return	
 
It	has	just	been	determined	that	the	donors’	expectations	of	the	recipients	do	indeed	provide	them	

with	a	token	of	payment.	While	this	is	unrecognised	by	the	donors,	 it	 is	essential	to	them	that	

organ	donation	is	voluntary	and	purely	based	on	a	desire	to	help	others.	This	means	that	you	do	

not	get	anything	in	return	for	your	donation.	If	the	donors	find	that	they	get	anything	in	return,	it	

is	a	good	feeling	about	their	decision,	as	they	know	they	will	be	helping	others.	This	good	feeling	

is	the	only	the	token	of	payment	directly	expressed	and	deemed	acceptable	by	the	donors.	
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Some	donors	are	also	blood	donors	and	Lisa,	27,	who	donates	blood	regularly,	says	that	unlike	

being	an	organ	donor,	she	gets	something	back	by	donating	blood:	“In	my	world	it’s	a	positive	

thing	to	donate	your	organs,	but	it’s	not	like	it	gives	me	a	special	status	like	giving	blood	somehow	

does”.	 Donating	 blood	 is	 part	 of	 her	 self-identity	 and	 her	 personal	 story.	 However,	 no	 such	

understanding	or	feelings	of	getting	anything	from	being	an	organ	donor	are	expressed	by	the	

donors.	 This	 serves	 as	 proof	 that	 Farrell’s	 (2015)	 ideas	 about	 the	 importance	 of	 reciprocity	

compared	 to	 altruism	 in	 motivating	 organ	 donation	 do	 not	 apply	 in	 the	 Danish	 context.	 It	

furthermore	contradicts	the	findings	of	Hoeyer	et	al.	(2013),	Schweda	et	al.	(2009),	Schweda	and	

Schicktanz	(2014)	as	well	as	Nadel	and	Nadel	(2013)	that	reciprocity	should	be	used	to	frame	

organ	donation;	at	least	it	is	not	how	the	donors	frame	it	themselves.	

	

The	 reason	 why	 reciprocity	 is	 not	 present	 in	 the	 practice	 is	 arguably	 due	 to	 the	 previously	

mentioned	notion	that	at	the	time	of	the	donation,	the	donor	will	be	dead.	Consequently,	the	idea	

of	getting	something	back	is	actively	perceived	as	unrealistic	and	hypothetical:	“I	know	that,	if	it	

[the	donation]	actually	happens,	well	then,	I’ll	be	dead	…	and	it’s	not	because	people	should	pat	

me	on	the	back	and	say,	‘good,	nicely	done’”	(Lisa,	27).	In	Ben-David’s	study	(2005),	as	in	many	

studies	on	reciprocity	in	organ	donation,	the	people	examined	are	those	who	live	on;	recipients,	

families	or	the	medical	staff.	For	these	individuals,	the	notion	of	reciprocity	is	realistic,	whether	it	

is	 gratitude	 for	 a	new	 chance	 at	 life	 by	 the	 recipients	 or	 social	 recognition	 and	 an	 illusion	 of	

immortality	by	the	families	(Ben-David,	2005).	However,	donors	in	this	thesis	are	acutely	aware	

that	once	they	are	dead,	they	cannot	get	anything	back	and	often	they	do	not	want	to	either,	thus	

rendering	the	idea	of	reciprocity	mute	on	their	part.	

	

4.3.4. Money?	No,	Thank	You!	
 
The	absence	of	reciprocity	is	central	to	the	altruistic	values	that	guide	the	practice,	which	also	

means	that	 financial	incentives	are	unwelcome	 in	 the	practice.	The	donors	believe	 that	people	

should	be	able	to	decide	on	organ	donation	based	on	their	values	and	desire	to	help	others,	not	

because	of	financial	incentives.	The	lack	of	support	for	financial	incentives	in	organ	donation	is	

also	found	by	Hoeyer	et	al.	(2013),	Schweda	et	al.	(2009)	and	Schweda	and	Schicktanz	(2014).	The	

donors	perceive	financial	incentives	as	a	threat	to	the	existing	altruistic	system	of	organ	donation,	
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as	is	also	found	by	Healy	(2004).	According	to	the	donors’	world	views,	organs	are	something	you	

give	without	any	ulterior	motives	of	getting	something	in	return.	

4.3.4.1. Bodily	Commodification	
	

A	 lot	 of	 concerns	 are	 expressed	 by	 the	 donors	 on	 the	 subject	 of	 financial	 incentives.	 These	

concerns	include	a	black	market	for	organs	(Mona,	63),	prostitution	in	terms	of	selling	oneself	

(Marc,	23),	organ	trade	and	trafficking	(David,	67)	and	commodification	of	organs	(Lucas,	67).	

Common	to	 these	concerns	 is	 that	the	donors	consider	 financial	 incentives	 for	organ	donation	

trade,	 thus	 bodily	 commodification.	 While	 Healy	 (2004)	 finds	 that	 commodification	 is	

incompatible	with	viewing	organ	donation	as	a	gift	exchange,	the	findings	of	this	thesis	show	that	

it	is	also	incompatible	with	viewing	organ	donation	as	an	altruistic	act.	The	concerns	expressed	

by	the	donors	are	also	part	of	the	main	arguments	against	financial	incentives	in	the	literature.	

According	to	Brazier	and	Harris	(2011),	opponents	of	financial	incentives	typically	argue	that	it	is	

fundamentally	wrong	to	sell	parts	of	your	body	and	that	it	will	lead	to	exploitation	and	coercion.	

Healy	(2004)	suggests	that	the	reason	why	bodily	commodification	is	considered	wrong	is	that	it	

potentially	crosses	sacred	social	boundaries	by	calculating	utility	at	the	time	of	death	and	putting	

a	 cash	price	on	human	 life.	 Some	of	 the	donors	do	discuss	how	 financial	 incentives	would	be	

calculated:	

		

Should	it	then	depend	on	if	you	donate	or	die	at	the	age	of	19?	Are	your	organs	

more	worth	at	that	point	in	time?	Or	should	you	get	a	one-off	payment?	And	should	

it	be	the	same?	Or	should	it	be	regulated	for	inflation?	…	No,	I	don’t	see	that	at	all.	

And	what’s	an	organ	worth?	Can	we	even	put	a	price	on	it;	the	life	we’re	giving	to	

someone	else?	What’s	it	worth?	Should	I	get	250,000	for	registering?	That	would	

be	great,	but	I	think	it	would	be	a	weird	way	to	do	it.	You	know,	I	already	feel	that	

people	need	to	get	money	for	this	and	that.	

(Petra,	59)	

	

None	of	the	donors	reflect	much	about	the	deeper	meanings	why	they	oppose	financial	incentives	

and	it	might	therefore	very	well	be	that	bodily	commodification	does	cross	the	sacred	boundaries,	

suggested	by	Healy	(2004).	Most	donors	state	that	money	should	not	be	a	motivating	factor	in	

organ	 donation,	 but	 the	 deeper	 reason	 remains	 unknown.	 Evident	 though	 is	 that	 financial	
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incentives	would	decrease	 the	 legitimacy	of	practice.	The	 idea	of	 legitimacy	 in	organ	donation	

originates	from	Anteby	(2010)	who	states	that	both	‘what’	and	‘how’	determine	if	a	practice	is	

legitimate,	which	is	an	aspect	of	the	practice	we	will	return	to	throughout	the	analysis.	In	some	

cases,	the	opposition	to	financial	incentives	is	also	related	to	concerns	about	those	who	need	a	

new	organ:	

	

In	some	countries,	you	can	sell	one	of	your	kidneys	because	you	need	a	new	house.	

That	would	be	terrible.	And	I	think	about	those	who	are	to	receive	it	[the	organ],	

should	they	then	have	to	pay	for	it?	That	would	mean	that	you	can’t	afford	a	life	

because	‘I	have	to	save	for	a	kidney’.	That	would	be	horrible.	No,	that	I	wouldn’t	

have	anything	to	do	with.	Drop	it!	It’s	completely	out	of	the	question!	

(Mona,	67)	

	

Financial	incentives	would	in	fact	make	Mona	reconsider	being	an	organ	donor:	

	

If	it	had	anything	to	do	with	money,	I	would	withdraw	[as	an	organ	donor],	then	I	

wouldn’t	be	part	of	it.	No,	that	I	absolutely	wouldn’t	do.	It’s	not	a	transaction	and	

no,	it	shouldn’t	be.	That	would	be	awful.	

(Mona,	63)	

	

Financial	incentives	would	also	cause	other	donors	to	withdraw	from	the	practice:	“If	it	became	

commercial,	I	think	I	would	reconsider	it	…	No	one	should	earn	money	on	my	body	once	I’m	no	

longer	here”	(Emma,	46).	The	idea	that	financial	incentives	could	make	some	donors	withdraw	

from	the	practice	is	also	considered	by	the	Ethics	Committee	set	up	by	the	American	Association	

of	Transplant	Surgeons	(Arnold	et	al.,	2002).	The	Committee	finds	that	financial	incentives	would	

devalue	the	altruistic	dimension	of	organ	donation.	

	

Common	 for	 all	 the	 concerns	 regarding	 financial	 incentives	 is	 the	 fear	 of	mixing	 the	 intimate	

relation	of	organ	donation	with	a	monetary	transfer.	The	idea	that	these	two	spheres	should	be	

kept	separate	is	what	Zelizer	(2000)	calls	hostile	worlds.	By	rejecting	financial	incentives	in	organ	

donation,	donors	erect	boundaries	and	mark	these	in	order	to	establish	a	specific	understanding	

of	what	is	appropriate	and	what	is	inappropriate	for	the	practice.	Intertwining	the	two	spheres	
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would	morally	contaminate	and	degrade	the	social	practice	of	organ	donation	to	an	extent	that	

some	of	the	donors	would	resign	from	the	practice.	In	other	words,	the	practice	would	lose	its	

legitimacy	as	it	would	no	longer	be	conducted	in	a	manner	consistent	with	the	values	held	by	the	

participants.	 The	 direct	 rejection	 of	 financial	 incentives	 suggests	 that	 Castro’s	 (2003)	

presumption	that	the	most	ethical	thing	is	to	ensure	enough	organs	for	those	who	need	them	is	

not	 true	 in	 this	 practice.	 Neither	 do	 the	 donors	 agree	 with	 Castro	 that	 legalising	 financial	

incentives	can	mitigate	the	existing	black	markets	for	organ	donation.	While	Castro	states	that	

bodily	commodification	has	already	happened	because	of	the	black	markets,	the	donors	fear	that	

financial	incentives	will	increase	bodily	commodification	and	illicit	activities	with	organs.	

	

4.3.5. Why	Not	Payment?	
 
One	donor	however	does	see	the	potential	in	financial	incentives	despite	her	reluctance	towards	

the	idea.	The	donor	in	question	is	Thea,	43,	who	is	an	uncharacteristically	pragmatic	donor	as	

showcased	in	her	thoughts	on	the	“alcoholic	wreck”	recipient.	She	does	not	think	that	financial	

incentives	are	a	good	idea	but	acknowledges	that	if	they	can	redress	the	organ	shortage,	it	is	worth	

pursuing	 considering	 the	amount	of	money	 the	 shortage	 imposes	on	 society.	This	notion	 thus	

supports	 Castro’s	 (2003)	 arguments	 in	 favour	 of	 introducing	 financial	 incentives	 in	 organ	

donation.	 However,	 Thea	 is	 the	 only	 donor	who	 considers	discarding	 this	 boundary	 between	

organ	 donation	 and	 financial	 incentives.	 She	 furthermore	 muses	 about	 why	 financial	

compensation	is	acceptable	for	sperm	donation,	which	suggests	that	she	does	not	consider	organ	

donation	 and	 financial	 incentives	 as	 complete	 hostile	 worlds.	 Instead,	 her	 view	 falls	 within	

Zelizer’s	(2000)	nothing	but,	in	the	sense	that	she	does	not	see	any	reason	why	organ	donation	

cannot	be	an	exchange	conducted	in	a	rational	manner	the	same	way	as	sperm		

donation.	

	

4.3.6. Financial	Aid	as	an	(Un)acceptable	Monetary	Transfer	
	

A	specific	suggestion	in	terms	of	financial	incentives	is	funeral	aid.	Funeral	aid	also	contradicts	

the	donors’	perceptions	of	how	organ	donation	should	be	organised	and	would	thus	also	decrease	

the	legitimacy	of	the	practice.	Most	donors	outright	reject	the	idea	with	statements	such	as	“it’s	

not	 the	way	 to	proceed”	(Rita,	55),	 “there	 is	no	need	 to	bring	money	 into	 it	 [organ	donation]”	

(Magnus,	27)	and:	
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I	don’t	think	that	[funeral	aid]	should	be	the	reason	you	make	that	decision	because	

then	many	families	with	not	so	much	money	might	suddenly	see	a	bargain	in	saving	

on	 the	 funeral	…	Then,	 it	might	 end	up	a	money	 debate	 about	 cutting	up	 their	

relatives.	No,	that’s	not	a	good	idea.	As	I	said	before	it’s	sort	of	prostitution.	

(Marc,	23)	

		

No!	Absolutely	no!	Because	then	it	could	end	up	being	‘yes,	I’m	an	organ	donor	but	

only	if	you	pay	half	the	funeral.	Otherwise	I	won’t	do	it’.	No,	no,	I	wouldn’t	like	it	if	

there	suddenly	was	money	involved	…	No,	I’m	completely	against	that.	

(David,	67)	

	

Paradoxically,	Thea,	43,	who	acknowledges	the	potential	in	general	financial	incentives	does	not	

see	the	potential	in	funeral	aid	because	she	knows	that	you	get	help	to	pay	funerals	in	Denmark,	

should	you	need	it.	Emma,	46,	on	the	other	hand,	sees	potential	in	this	idea	based	on	the	notion	

that	the	financial	gain	would	be	insignificant	compared	to	other	financial	incentives,	which	is	an	

interesting	notion.	According	to	Quigley	(2011),	financial	incentives	need	to	be	significant	in	order	

to	change	the	minds	of	people	otherwise	inclined	to	refuse	donation.	This	would	mean	that	organ	

donation	no	longer	is	based	on	the	idea	of	helping	others	without	getting	something	in	return.	For	

Emma	however,	funeral	aid	would	not	diminish	the	legitimacy	of	the	practice	as	“you	would	have	

to	be	 a	 very	particular	 kind	of	person	 in	 a	 very	particular	point	 in	 your	 life	 in	order	 for	 that	

[financial	gain]	to	be	what	you	consider”,	which	she	finds	unlikely.	Emma	is	the	only	donor	who	

sees	potential	in	funeral	aid,	however	it	should	not	be	completely	left	out	of	considerations	about	

the	 future	 of	 organ	 donation.	 The	 reason	 for	 this	 is	 that	 new	 legitimate	 boundaries	 may	 be	

established	as	the	practice	develops.	

	

The	point	of	view	that	funeral	aid	is	an	acceptable	monetary	transfer	for	organ	donation	belongs	

to	Zelizer’s	(2000)	differentiated	ties	view.	This	is	connected	with	Schweda	et	al.’s	(2009)	finding	

that	by	framing	organ	donation	as	a	“reciprocal	social	interaction	between	donor	and	recipient”	

instead	 of	 an	 altruistic	 donation,	 certain	 financial	 incentives	 can	 be	 compatible	 with	 organ	

donation	(p.	2511).	Arnold	et	al.	(2012)	also	find	that	funeral	aid	does	not	contradict	the	altruistic	

values	in	the	same	manner	as	other	financial	incentives.	They	base	this	on	the	idea	that	funeral	
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aid	should	not	be	of	such	magnitude	that	it	changes	personal	values	or	make	people	decide	solely	

based	on	the	monetary	reward.	

	

To	sum	up,	despite	a	small	degree	of	leniency	towards	funeral	aid	as	a	financial	incentive,	financial	

incentives	have	no	place	in	the	social	practice	of	organ	donation.	Financial	incentives	go	against	

the	altruistic	values	that	drive	the	practice	which	the	donors	are	carriers	of.	In	general,	financial	

incentives	and	organ	donations	are	hostile	worlds	that	should	have	nothing	to	do	with	each	other.	

If	 contact	 should	 occur,	 the	 practice	would	 lose	 its	moral	 legitimacy	 and	 some	 donors	would	

consider	withdrawing	from	the	practice.	However,	no	rule	without	exceptions	and	two	donors	

acknowledge	that	general	financial	incentives	and	funeral	aid	respectively	could	have	a	place	in	

the	practice.	

	

4.4. The	Body	and	Its	Parts	
 

4.4.1. I	Don’t	Need	Them	Anymore	
	

As	stated	in	the	previously	section,	money	is	not	a	material	in	organ	donation	and	neither	should	

it	be	according	to	the	donors.	The	body	and	the	organs	are	however	materials	in	the	social	practice	

of	organ	donation,	and	all	donors	explicitly	state	that	they	will	not	need	their	organs	when	they	

are	 not	 here	 anymore.	 Connected	 with	 the	 realisation	 that	 they	 are	 not	 here	 anymore	 is	 an	

awareness	that	the	donation	will	have	no	costs	for	them;	there	lies	no	sacrifice	in	the	donation	on	

their	 part.	 This	 awareness	 is	 one	 of	 the	 reasons	 why	 consideration	 for	 the	 family	 holds	 a	

predominant	place	in	the	practice,	sometimes	even	at	the	expense	of	bodily	autonomy,	which	will	

be	reviewed	thoroughly	later.	

	

The	notion	of	not	needing	the	organs	anymore	applies	to	all	organs	for	all	donors	except	for	three	

who	have	 exempted	 some	of	 their	 organs	 from	donation.	Mona,	 63,	 does	not	donate	her	 eyes	

because	she	believes	that	she	needs	to	bring	them	with	her	to	Heaven.	Mona	does	not	see	her	eyes	

as	part	of	her	extended	self	in	the	sense	that	part	of	her	lives	in	the	eyes,	as	suggested	by	Belk	

(1990).	Instead,	the	eyes	are	important	for	her	sense	of	self	as	a	Christian	who	believes	she	will	

go	to	Heaven	when	she	dies.	Lucas,	67,	has	also	declined	to	donate	his	eyes	as	well	as	his	skin,	

however	not	because	he	will	need	the	organs	himself	or	because	they	are	part	of	his	extended	self.	

He	wants	his	body	to	be	whole	on	the	outside	for	the	sake	of	his	family,	when	time	comes	for	them	

to	say	the	final	goodbye,	in	alignment	with	his	sense	of	self	as	a	caring	father	and	grandfather.	
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4.4.1.1. My	Organs	are	Not	Me	

 
While	some	donors	have	exempted	organs	from	their	donation,	the	idea	of	not	needing	the	organs	

anymore	permeates	the	practice.	In	Belk’s	(1990)	words,	the	donors	have	no	cathexis,	emotional	

energy,	invested	in	their	organs.	Thus,	the	organs	are	not	part	of	the	donor’s	self,	which	is	a	view	

of	the	body	that	supports	the	decision	to	donate.	This	implies	that	a	pragmatic	view	of	the	body	

takes	precedence	over	sentimental	ones:	

	

I	don’t	need	them	[the	organs]	anymore.	You	know,	it	was	just	very	pragmatic	

considerations.	Yes,	and	there	were	no	feelings	in	it,	like	I	wanted	to	be	a	rescuing	

angel,	and	there	was	nothing	religious	in	it	either.	So,	it	wasn’t	something	that	I	

definitely	had	to	do.	It	was	just	from	a	practical	standpoint	…	if	I	have	anything	

someone	can	use,	why	wouldn’t	I	pass	it	on?	

(Mona,	63)	

	

I	just	said,	‘take	it	all	[all	the	organs]’,	so	I	didn’t	have	to	relate	to	if	there’s	anything	

[any	organs]	that	would	be	more	difficult	[to	donate]	…	I	believe	that	there	will	be	

different	emotions	attached	to	donating	the	different	organs,	but	I’ve	decided	that	

I	want	to	do	it	anyway.	

(Lisa,	27)	

	

These	two	quotes	illustrate	that	the	donors	do	not	invest	emotions	in	their	organs.	If	they	do,	they	

discard	the	emotions	to	make	peace	with	their	decision	to	donate	as	stated	by	Lisa.	Part	of	the	

reason	why	the	donors	are	able	to	take	this	pragmatic	view	on	organ	donation	is	that	while	they	

believe	that	their	organs	are	part	of	them,	they	do	not	believe	that	they	are	part	of	their	organs.	In	

other	words,	their	organs	do	not	embody	a	part	of	them,	their	personality	or	their	soul,	which	

makes	a	convincing	argument	in	favour	of	organ	donation.	It	can	therefore	be	deduced	that	the	

donors	have	accepted	viewing	the	body	as	a	possession	or	a	thing,	which	Belk	(1990)	otherwise	

suggests	that	people	tend	to	have	ambivalent	attitudes	towards	accepting.	

	

Well,	some	people	believe	that	if	my	kidney	will	be	given	to	somebody,	then	a	part	

of	me	will	live	there.	I	bloody	wouldn’t	say	that	it	is.	‘Me’	is	not	my	arm,	my	cornea	

or	my	kidney.	No,	that	I	don’t	buy,	and	I	cannot	see	the	logic	in	it.	

(Marc,	23)	
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It	[the	organs]	is	not	where	the	soul	is.	It’s	not	in	my	kidney,	liver	or	whatever	can	

be	used,	right?	No,	I	don’t	believe	that.	That’s	why	the	thing	with	the	eyes	and	the	

face	is	a	little	more	important	to	me.	The	rest	is	 just	a	shell	and	I	could	see	that	

when	my	husband	died.	It	was	only	a	few	minutes	after	he	was	dead	that	I	could	

see	that	he	was	just	a	shell.	There	was	nothing	left	in	the	eyes	or	in	anything.	You	

could	see	that	right	away.	I	just	thought,	‘yes,	he’s	gone,	now	it’s	just	a	shell	lying	

there’.	

(Mona,	63)	

	

While	acknowledging	that	it	is	a	beautiful	thought	that	you	or	someone	you	love	will	be	able	to	

live	on	in	others,	Petra,	59,	also	rejects	the	idea	and	shares	the	story	about	a	local	boy,	Tom.	Tom	

died	at	a	young	age	and	his	relatives	decided	to	donate	his	organs.	Tom’s	mother	thought	it	was	

amazing	to	know	that	his	heart	had	been	given	to	someone	who	got	to	live	on.	She	also	considered	

the	recipient	to	be	fortunate	to	have	gotten	Tom’s	heart	because	he	was	an	uncommonly	good	kid.	

Petra,	59,	does	not	share	the	mother’s	sentiment	that	Tom’s	personality	would	have	any	influence	

on	the	recipient,	and	neither	does	any	of	the	other	donors.	None	of	the	donors	believe	that	a	part	

of	them	will	live	on	in	the	recipients,	nor	that	the	recipients	will	feel	they	have	a	part	of	the	donor	

living	in	them.	

4.4.1.2. A	Hierarchy	of	Organs	

 
It	is	remarkable	that	organs	generally	are	not	seen	as	part	of	the	donor’s	self,	as	many	people	want	

to	make	sure	that	their	selves	are	extended	after	death	(Belk,	1988).	One	way	to	do	this	is	believing	

in	a	 life	after	death,	and	another	way	 is	 to	have	one’s	possessions	 live	on	(Belk,	1988).	 In	 this	

practice,	donors	do	not	believe	that	part	of	them	lives	on	through	their	organs,	nor	do	they	want	

to.	This	is	consistent	with	Belk’s	finding	that	“the	less	a	part	of	the	self	that	organs	are	seen	to	be,	

the	more	willing	the	person	is	to	donate	these	organs	to	others”	(Belk,	1990,	p.	144).	The	donors’	

perceptions	of	the	body	and	its	parts	are	however	not	only	about	identity	and	self,	they	also	reveal	

how	the	donors	relate	to	their	own	mortality	and	their	beliefs	about	death,	which	will	be	discussed	

later.	Had	the	donors	seen	their	organs	as	part	of	their	selves,	they	would	have	been	reluctant	to	

part	with	these	after	death	as	with	Mona’s	eyes	and	Lucas’	eyes	and	skin.	This	is	also	the	reason	

why	Thea	is	reluctant	to	donate	her	brain,	despite	the	fact	that	the	brain	can	only	be	donated	to	

science	not	for	transplantation.	She	has	decided	not	to	donate	anything	from	the	neck	and	up,	yet	

during	the	last	few	years,	she	has	given	it	great	thought	whether	or	not	to	include	her	brain	in	the	

donation:	
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I	believe	that	something	happens	with	us	when	we	die.	I	don’t	know	what	happens,	

but	I	don’t	believe	that	the	day	I	die,	it’s	just	the	end	(snaps	her	fingers)	and	that’s	

probably	the	reason	why	I	struggle	a	bit	with	the	thought	of	someone	fiddling	with	

my	brain,	once	I’m	dead.	Because	I	believe	that	I	might	be	able	to	live	without	this	

and	that	[organ]	but	the	brain	(trails	off).	

(Thea,	43)	

	

And	later	when	returning	to	the	notion	that	something	inside	her	head	lives	on:	

	

But	 then	 I	could	hope	that	 it	moved	on	before	 they	 fiddled	with	the	brain.	Well,	

that’s	why	I	feel	this	way,	I	don’t	believe	that	my	soul	is	stuck	in	my	brain	right?	You	

know,	but	then	I	think,	why	are	some	people	born	brain-damaged?	Is	that	because	

someone	has	fiddled	with	the	brain	that	they	were	supposed	to	bring	with	them?	

You	know,	here	my	logical	brain	cannot	convince	the	other	part	because	I	believe,	

well	I	don’t	know	if	it’s	got	anything	to	do	with	that.	So,	I	can’t,	I	don’t	want	to	make	

a	decision	I’m	not	comfortable	with.	

(Thea,	43)	

	

Thus,	 Thea	 assigns	 her	 brain	 special	 status	 and	 it	 is	 a	 particularly	 important	 organ	 for	 her.	

According	 to	 Schweda	and	Schicktanz	(2009),	 this	 is	 a	 common	perception,	 as	people	 tend	 to	

perceive	the	brain	as	containing	the	personality.	This	idea	that	some	organs	are	more	valuable	

than	others	is	what	both	Jensen	(2009)	and	Schweda	and	Schicktanz	(2009)	refer	to	as	a	hierarchy	

of	 organs.	 When	 investigating	 donor	 families’	 experiences,	 Jensen	 (2009)	 suggests	 that	 the	

families	perceive	 the	body	as	a	hierarchy	of	organs	 that	make	up	 the	self,	 ranking	 from	those	

unrelated	 to	 the	self	 to	 those	highly	connected	with	 the	self.	 The	 former	ones	can	be	donated	

without	much	consequence,	while	donation	of	the	latter	would	inflict	harm	on	the	donor’s	self	

even	after	death.	However,	the	donors	in	this	practice	view	the	body	as	something	they	own;	an	

ownership	that	ends	with	their	death.	It	is	therefore	of	no	consequences	to	their	self	to	pass	the	

organs	on	to	someone	who	needs	them.	

	

4.4.2. Recycling	Spare	Parts	
 

One	donor,	Thea,	43,	expresses	the	idea	that	our	organs	are	on	loan.	She	states	that	it	might	be	her	

body	now,	which	she	has	the	right	to	dispose	of,	but	that	she	does	not	necessarily	own	her	heart.	
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This	makes	it	easy	for	her	to	pass	it	on	after	she	no	longer	makes	use	of	it.	The	perception	of	the	

body	as	something	borrowed	for	the	time	being	has	not	been	discussed	by	any	of	the	scholars	

investigating	perceptions	of	the	body	in	organ	donation.	Neither	is	it	predominant	in	the	practice	

in	 the	same	manner	as	 the	spare	parts	metaphor	and	a	recycling	metaphor.	Both	of	 these	are	

examples	of	objectifying	language,	which	emphasises	the	functionality	of	the	organs	as	opposed	

to	 the	 symbolic	 and	 emotional	 meaning	 of	 organ	 donation.	 By	 diminishing	 the	 symbolic	 and	

emotional	meaning,	the	donors	attribute	less	significance	to	the	practice	of	organ	donation,	as	was	

also	 found	 in	the	distinction	between	helping	and	saving	others.	Organs	 thus	become	abstract	

goods,	and	organ	donation	an	abstract	act	of	helping	someone,	which	makes	it	easier	to	engage	in	

the	practice.	First	the	spare	parts	metaphor	will	be	discussed,	which	entails	seeing	the	body	as	a	

machine;	a	metaphor	which	has	been	coined	by	Belk	(1990)	and	Schweda	and	Schicktanz	(2009).	

Then,	the	metaphor	of	organ	donation	as	recycling	will	be	discussed.	

4.4.2.1. The	Spare	Parts	Metaphor	

													
I	really	do	believe	that	it’s	not	physically	me	or	it	is	physically,	but	it	is	not	me.	It’s	

a	spare	part	that	you	put	in	[the	recipient]	from	a	wrecked	car	that	has	reached	its	

end.	Then	you	think,	‘this	motor	we’ll	put	in	here’.	So,	that’s	what	it	means	for	me	

to	be	it	[an	organ	donor].	It	 is	something	that	can	help	others	and	I	don’t	think,	

‘great,	something	of	me	will	continue	to	be	here	once	I	am	dead’.	

(Thea,	43)	

	

Comparing	 organs	with	 spare	 parts	 also	 tends	 to	 be	 part	 of	 the	 donors’	 description	 of	 organ	

donation:	

	

I	 would	 say	 that	 in	 situations	 when	 you’ve	 departed	 this	 life	 in	 a	 natural	 or	

unnatural	manner	and	there	are	others	who	can	use	some	of	what’s	in	your	body,	

specific	organs,	then	it’s	practically	access	to	some	spare	parts	that	you	get	in	a	

manner	 that	makes	 it	possible	 to	meet	 the	demand	 for	spare	parts	 for	 those	 in	

need.	

(Lucas,	67)	

	

The	usage	of	a	spare	parts	metaphor	supports	the	pragmatic	view	on	organs	and	organ	donation	

in	general,	as	it	 leaves	little	room	for	 investing	emotional	energy	in	the	organs	or	the	practice	

itself.	This	goes	to	show	that	the	use	of	a	machine	metaphor	and	objectifying	language	constitute	
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a	‘practice’	carried	and	employed	by	organ	donors	and	not	only	doctors,	recipients	and	relatives	

as	found	by	Jensen	(2009)	and	Ben-David	(2005).	

4.4.2.2. A	Recycling	Metaphor	
 
Organs	as	spare	parts	is	not	the	only	objectifying	metaphor	used	by	the	donors	in	this	practice;	

they	also	talk	about	organ	donation	as	recycling.	

	

You	 do	 it	 [donate	 organs]	 because	 you	 would	 like	 to	 help	 someone	 move	 on	

because	you’re	no	longer	able	to	use	your	organs.	Just	like	you	do	with	clothes.	So,	

if	you	can’t	use	your	old	clothes;	do	you	throw	it	out	or	do	you	take	it	to	the	thrift	

shop	and	pass	it	on	to	someone	that	actually	needs	it.	

(Marc,	23)	

	

It’s	kind	of	like	when	we	give	our	old	clothes	away.	Or	 things	that	we	know	we	

won’t	be	using	or	haven’t	used	in	months,	so	we	send	it	to	someone	who	might	

have	a	need	for	it.	It’s	kind	of	the	same	idea,	I	think.	

(Petra,	59)	

	

Both	donors	compare	organ	donation	to	the	practice	of	recycling	when	talking	about	the	values	

behind	organ	donation.	Petra,	59,	also	notes	 that	recycling	 is	a	current	trend	 in	society	 in	her	

description	 of	 organ	 donation,	 which	 is	 an	 interesting	 connection	 to	 another	 social	 practice.	

Talking	about	organ	donation	as	recycling	suggests	that	the	practices	have	influenced	each	other,	

or	at	least	that	the	underlying	ideas	of	recycling	have	been	transferred	to	the	practice	of	organ	

donation.	The	influencing	effect	of	a	‘green	consciousness’	is	mentioned	by	Walter	(1991)	in	his	

thesis	‘taboo	plus	code’.	According	to	Walter	(1991),	the	green	movement	has	affected	how	people	

relate	to	death,	as	societies	and	individuals	with	a	green	consciousness	are	more	at	ease	with	the	

natural	limitations	on	life	and	see	death	as	natural	occurrence	(p.	298).	Organ	donation	and	death	

as	topics	of	taboo	will	be	dealt	with	in	detail	later.	

	

Not	all	donors	deploy	a	recycling	metaphor,	which	suggests	that	the	idea	has	not	yet	completely	

permeated	 the	 practice	 of	 organ	 donation.	 To	 what	 degree	 the	 notions	 embedded	 in	 the	

increasingly	popular	practice	of	recycling	have	influenced	organ	donors	in	general	is	a	topic	for	

further	research,	and	the	same	applies	to	potential	of	framing	organ	donation	as	recycling	in	the	

public	sphere.	However,	in	line	with	the	motivation	for	recycling,	the	notion	of	not	needing	the	
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organs	anymore	is	the	most	often	cited	reason	for	engaging	in	the	practice	as	the	organs	should	

be	passed	on	to	someone	who	can	use	them.	This	is	furthermore	tied	to	the	rejection	of	financial	

incentives,	as	recycling	does	not	entail	wanting	or	getting	anything	in	return	for	what	you	donate	

except	perhaps	a	feeling	that	you	are	doing	something	good	and	worthwhile.	

	

Present	in	the	objectifying	language	is	somewhat	of	a	paradox;	it	is	used	by	donors	to	distance	

themselves	 from	 their	 organs,	 thus	making	 it	 easier	 to	 engage	 in	 the	 practice.	 However,	 the	

objectification	of	organs	does	not	exert	influence	on	perceptions	regarding	financial	incentives.	If	

organs	were	truly	perceived	as	spare	parts,	accepting	a	form	of	payment	seems	a	legitimate	action,	

which	it	 is	not	the	case.	This	means	that	the	objectifying	language	is	only	used	to	diminish	the	

emotional	aspects	of	the	practice,	it	should	not	be	perceived	as	the	beginning	of	public	acceptance	

of	financial	incentives.	

 
4.5. Knowledge	of	the	Practice	

	
4.5.1. Availability	of	Organs	for	Transplantation	

 
Generally,	donors	do	not	have	a	lot	of	knowledge	about	organ	donation	especially	not	about	the	

recipients,	how	great	the	need	of	organs	is	and	how	the	system	functions.	Only	when	prompted	

by	questions,	did	about	half	of	donors	express	an	awareness	of	a	need	of	organs	but	 they	are	

unsure	if	the	demand	actually	exceeds	the	supply:	“I	don’t	know.	It	must	be	because	the	number	

of	people	registered	isn’t	high	enough,	but	I	don’t	know”	(Marc,	23),	“Well,	I	don’t	know	that	much	

about	that.	Because	I	don’t	know	how	many	is	on	the	waiting	list”	(Petra,	59).	Later,	some	donors	

deduce	that	there	must	be	a	need	and	that	organs	are	scarce,	which	is	the	same	perception	that	

the	rest	of	the	donors	expressed,	“there’s	always	a	need	for	organs	to	transplant”	(Lisa,	27),	“we	

do	often	need	organs,	right”	(Thea,	43),	“I	think	we	need	them”	(Magnus,	27)	and	David,	67,	“I	

think	there	are	too	few	organ	donors”.	

	

The	fact	that	the	donors	do	not	frame	the	current	organ	situation	as	one	of	scarcity	aligns	with	the	

findings	of	Schweda	and	Schicktanz	(2014).	They	find	that	lay	people	believe	there	is	a	natural	

limit	to	the	number	of	organs	available,	which	means	that	scarcity	as	such	is	not	an	option.	Our	

findings	do	however	also	contradict	those	of	Schweda	and	Schicktanz	(2014).	The	donors	do	care	

about	increasing	the	number	of	organ	donors	through	legislative	changes,	thus	indirectly	also	the	

number	of	organs	available,	which	Schweda	and	Schicktanz	(2014)	find	only	applies	to	recipients.	

They	also	find	that	lay	people	focus	on	allocation,	which	the	donors	prefer	to	remain	ignorant	of,	

which	will	be	discussed	later.	
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4.5.2. The	System	
 
The	number	of	organs	available	is	not	the	only	aspect	of	organ	donation,	the	donors	have	little	

knowledge	about.	With	the	exception	of	Emma,	46,	who	used	to	work	at	a	neuro-intensive	care	

unit,	there	is	little	knowledge	about	the	steps	leading	up	to	a	transplantation,	the	system	behind	

it	 and	 its	 procedures	 in	 general.	 Most	 donors	 have	 heard	 about	 the	 brain	 death	 criteria	 but	

otherwise	knowledge	is	sparse.	A	few	mentions	the	importance	of	pace;	that	organ	donation	and	

transplantation	must	happen	fast.	Others	reflect	on	the	importance	of	finding	a	match	between	

donor	 and	 recipient.	 Besides	 that,	 the	 general	 level	 of	 knowledge	 is	 low,	 and	 the	 desire	 for	

obtaining	knowledge	is	equally	sparse:	

	

I	think	that	if	I	needed	an	organ,	then	I	would	care	deeply	about	how	the	system	

works	and	if	I	at	one	point	decided	to	give	an	organ,	a	kidney	for	example,	then	I	

would	actively	seek	 information.	But	otherwise,	heck,	 there	are	so	many	things	

that	I	don’t	know	how	works	and	I’m	fine	with	that.	

(Thea,	43)	

	

When	asked	how	much	they	know	about	the	transplantations	system	and	the	steps	leading	up	to	

the	donation,	the	answers	are	very	similar:	“nothing	at	all”	(Mike,	35),	“practically	nothing”	(Thea,	

43),	“it’s	limited,	what	I	know	about	it”	(Rita,	55).	Despite	not	knowing	much,	there	is	consensus	

among	the	donors	that	they	have	sufficient	knowledge,	as	expressed	in	the	quote	above	and	by	

Mike,	35,	who	says,	“I’ve	got	the	information	I	need”.	Lucas,	67,	acknowledges	that	he	does	not	

know	anything	about	it	but	maybe	he	should.	He	continues	by	saying:	

	

I	haven’t	looked	if	the	Danish	Council	on	Ethics	has	had	a	debate	about	it.	I	don’t	

know	which	guidelines	the	different	regions	follow.	I	don’t	know	how	it’s	discussed	

when	studying	medicine.	I	haven’t	even	bothered	to	check	out	the	official	organ	

donor	webpage	to	see	if	there	are	any	links	to	discussion	or	the	sorts	about	how	

the	different	situations	are	dealt	with	...	how	does	the	medical	staff	handle	it	and	

how	do	they	handle	the	relatives	in	the	situation?	I	don’t	know	anything	about	that.	

(Lucas,	67)	

	

4.5.3. Trust	
 
The	absence	of	knowledge	does	not	influence	the	donors’	perceptions	of	or	interaction	with	the	

system,	as	their	participation	in	the	practice	relates	more	to	trust.	All	donors	trust	the	system	and	
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how	 it	 works,	 which	 is	 an	 important	 element	 holding	 the	 practice	 together.	 Thus,	 trust	 has	

replaced	knowledge	as	the	key	competence	in	organ	donation.	As	expressed	by	one	donor:	

	

You	can	say	that	there’s	a	trust	in	the	system,	but	I’ve	got	nothing	to	base	it	on.	

There	are	stressed	situations	everywhere	and	mistakes	are	made	everywhere	…	

yes	[I	have	trust]	because	I’ve	no	reason	to	be	distrustful.	

	 (Lucas,	67)	

	

Magnus,	27,	says	that	his	knowledge	about	the	system	and	procedures	is	very	limited,	but	he	trusts	

the	system,	and	it	was	on	that	basis	he	made	the	decision.	Likewise,	both	David,	67,	and	Marc,	23,	

say	that	they	have	no	reasons	not	to	trust	the	system,	while	Mike,	35,	unequivocally	answers	“yes”	

to	having	trust,	despite	acknowledging	seconds	earlier	that	he	knows	nothing	about	the	system	

or	the	transplantation	process.	As	noted	earlier,	there	is	a	belief	that	helping	people	in	need	is	an	

inherent	trait	in	Danish	society,	and	one	donor	also	points	to	the	fact	that	the	Danish	system	works	

well	in	general,	so	why	should	that	not	apply	to	the	area	of	organ	donation.	Donors	trust	that	the	

medical	 system	 works	 well	 and	 in	 alignment	 with	 ethical	 protocols,	 which	 is	 referred	 to	 as	

‘competency	 trustworthiness’	 in	 the	 framework	of	 trust	 set	 forth	by	 the	 Institute	of	Medicine	

(2006,	p.	112).The	framework	also	stresses	that	the	processes	and	protocols	used	to	obtain	organs	

must	be	perceived	to	be	impartial,	meaning	that	helping	recipients	should	not	outweigh	caring	for	

patients	who	could	potentially	become	donors.	Considerations	about	impartiality	are	undertaken	

by	a	few	donors:	

		

That’s	what	 you	often	hear,	 at	 least	what	 I’ve	heard	…	 that	 you	get	 in	 a	 traffic	

accident	where	 there’s	 sudden	death	 and	 then	we	 take	your	organs	 (laughter).	

When	 you	 first	 hear	 that	 story,	 you	 think	 ‘hmmm…	maybe	 things	 happen	 too	

quickly	in	the	chaos	of	such	an	accident,	right?	

(Lisa,	27)	

	

David,	67,	also	says,	“there	must	be	one	doctor	who	goes	in	and	then	another	who	doesn’t	know	

the	diagnosis	made	by	the	first	doctor”.	When	asked	if	he	thought	this	is	how	it	actually	happens,	

he	says,	“hell	no,	I	don’t	think	so”.	Yet,	he	trusts	the	system,	as	he	has	no	reason	not	to.	Despite	

such	reflections	about	the	ethical	reliability	of	the	system,	trust	prevails	and	is	instrumental	to	the	

existence	of	the	practice:	“I	have	to	[have	trust],	otherwise	I	shouldn’t	have	said	yes”	(Thea,	43).	

It	 is	quite	interesting,	how	trust	in	the	system	provides	the	practice	with	legitimacy	instead	of	

knowledge	about	how	organ	donation	and	the	transplantation	actually	take	place.	
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Knowledge	is	an	important	part	of	any	social	practice	and	according	to	the	Institute	of	Medicine	

(2000,	2006),	knowledge	is	the	foundation	of	trust	in	organ	donation.	In	order	to	establish	the	

required	level	of	trust,	all	parties	to	the	donation	must	have	knowledge	about	the	protocols.	This	

knowledge	 is	a	prerequisite	 for	relying	on	 the	 fact	 that	 the	system	will	act	 in	accordance	with	

ethical	norms.	However,	donors	do	not	have	a	 lot	of	knowledge	about	organ	donation	and	the	

processes,	nor	do	they	necessarily	want	more	knowledge	and	information.	They	simply	trust	the	

system.	 If	 the	 donors	 were	 to	 obtain	 more	 knowledge,	 it	 may	 actually	 challenge	 the	

trustworthiness	of	the	practice.	According	to	the	Framework	of	Trust,	normative	trustworthiness	

is	 about	 transparency	 and	 individuals	 knowing,	 understanding	 and	appreciating	 the	 system’s	

adherence	to	social,	ethical	and	legal	norms	(Institute	of	Medicine,	2006).	An	example	of	such	a	

norm	is	the	system’s	adherence	to	the	deceased’s	preferences.	Learning	that	doctors	always	ask	

the	family,	even	when	the	donation	is	non-contingent	on	family’s	acceptance,	might	breach	this	

trust.	Especially	for	those	donors	who	have	made	their	donation	non-contingent	on	the	family’s	

acceptances.	

	

Nevertheless,	 trust	 is	a	 fundamental	element	 in	 the	practice,	and	 it	most	 likely	originates	 in	a	

general	understanding	of	a	well-functioning	Danish	welfare	system.	Thus,	trust	is	an	instrumental	

competence	 to	possess	 and	 fundamental	 for	 the	 continuous	 renewal	 of	 the	practice.	This	 also	

means	that	while	many	official	initiatives	and	policies	rest	on	the	assumption	that	education	and	

information	will	increase	the	number	of	registrations	and	donations,	profound	knowledge	is	not	

found	to	be	an	inherent	trait	of	the	practice.	

	

4.6. A	Practice	of	Ignorance	
 
As	discovered	above,	knowledge	does	not	play	a	large	role	in	the	practice	of	organ	donation.	Many	

donors	do	not	have	an	explicit	need	for	detailed	knowledge	about	the	procedures	and	the	system	

in	order	to	partake	in	the	practice.	There	are	in	fact	areas	most	donors	prefer	to	avoid	knowledge	

about,	specifically	about	the	recipients	and	how	the	selection	of	recipients	is	handled.	In	Denmark,	

it	 is	 not	 possible	 to	 learn	 the	 identity	 of	 the	 donor	 or	 the	 recipients,	 yet	 some	 knowledge	 is	

available	such	as	age	and	gender	of	the	recipient,	which	organs	have	been	transplanted	from	the	

donor	and	the	immediate	outcome	of	the	transplantation	(Bøgh,	2018).	In	the	practice	of	organ	

donation,	donors	are	generally	satisfied	that	the	families	of	donors	cannot	learn	the	identities	of	

the	recipients	and	in	a	hypothetical	situation,	donors	would	prefer	to	remain	ignorant	themselves.	

Thus,	the	practice	is	permeated	by	ignorance	of	various	degrees	and	for	various	reasons:	
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It	 gets	 too	 close	 because	 then	 you	 add	 more	 value	 to	 my	 heart	 than	 I	 feel	

comfortable	with	since	I’m	allowing	them	to	take	my	organ	…	I	don’t	think	they	

[the	relatives]	should	be	able	to	look	up	those	who	has	received	my	heart,	because	

I’m	not	there	anymore	…	if	I	did	attach	[value]	to	my	heart	it	would	be	difficult	to	

donate.	

(Lisa,	27)	

	

Avoiding	emotional	turmoil	and	entanglements,	both	for	the	sake	of	the	recipient	and	the	donor’s	

relatives,	is	an	important	reason	for	avoiding	knowledge	about	the	recipients	and	the	donor.	“You	

shouldn’t	receive	a	heart	with	a	history,	you	should	receive	a	heart”	(Emma,	46).	Several	donors	

do	not	think	it	would	be	fair	to	expose	the	recipients	or	the	donor’s	family	to	the	emotional	turmoil	

that	undoubtedly	would	arise,	should	they	come	face	to	face	with	each	other:	“that’s	an	emotional	

issue!	‘You’re	here	because	mine	is	dead.’	‘I’m	alive	because	yours	is	dead’.	No,	no,	that	must	be	a	

tough	nut	to	crack!”	(David,	67),	“it’s	not	fair	that	they	should	run	the	risk	of	having	to	deal	with	

other	 people’s	 grief,	 people	 you’ve	 no	 relations	 to	 whatsoever”	 (Emma,	 46).	 Concern	 is	 also	

expressed	for	the	recipients,	as	they	should	not	be	put	in	a	state	of	eternal	gratitude	towards	the	

donor’s	family:	“that	would	be	too	complicated”	(Mona,	63).	One	donor,	Marc,	23,	even	reflects	on	

the	difference	between	learning,	hypothetically	speaking,	about	the	recipients	of	his	own	organs	

and	 learning	about	his	 own	donor,	 if	 he	were	 to	 receive	 an	organ.	He	would	 rather	know	the	

recipients	of	his	organs	than	the	donor	of	his	new	organ,	if	he	were	to	receive	one.	For	him,	it	

would	be	easier	to	give	an	organ	than	receive	one:	“because	as	I	said	before,	it	would	be	like	I’m	

eternally	grateful	somehow	to	the	person	[the	donor]”.	

	

The	donors	perceive	the	relational	ties	created	through	organ	donation	as	highly	intimate	and	

should	anonymity	be	removed,	all	parties	involved	would	run	the	risk	of	emotional	turmoil.	For	

this	 very	 reason,	 there	 is	 a	 general	 preference	 for	 staying	 ignorant	 about	 the	 identities	 of	

recipients,	and	several	donors	say	that	they	donate	their	organs	to	no-one	in	particular,	 just	to	

someone	who	can	use	them.	“You’ve	donated	your	organs	to	whoever	needs	them”	(Marc,	23),	

even	a	“Danish	or	Scandinavian	pool	of	organs”.	The	idea	of	donating	to	the	community	is	also	

found	in	Israel	where	donor	families	do	not	donate	a	relative’s	organs	to	a	particular	person	(Ben-

David,	2005).	Instead	the	donation	is	perceived	as	a	gift	to	the	community,	one	that	contributes	to	

the	greater	welfare	of	all.	
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Ignorance	 can	 in	 some	 instances,	 such	 as	 with	 the	 notion	 of	 the	 young	 recipient,	 be	 about	

protecting	 certain	 valuations	 and	 perceptions	 (Hoeyer	 et	 al.,	 2015).	 Ignorance	 also	 facilitates	

abstractions,	especially	if	the	information	and	knowledge	avoided	can	cause	internal	conflict.	For	

some	donors,	anonymity	is	a	way	of	avoiding	unpleasant	knowledge	or	uncomfortable	feelings;	

“No,	I’m	more	than	fine	with	not	knowing!	What	if	it	turned	out	to	be	some	nim-wit”	(Thea,	43).	

Lisa,	27,	says	that	she	would	prefer	not	knowing	because	then	she	would	start	to	evaluate	how	

she	 feels	 about	 that	 specific	 person.	 Jensen	 (2011)	 interprets	 the	 health	 care	 system’s	 strict	

policies	of	anonymity	as	a	way	of	protecting	the	donors’	relatives	and	the	recipients.	While	such	

information	 may	 provide	 comfort	 for	 and	 meaning	 to	 a	 premature	 death,	 the	 potential	

disappointment	is	deemed	too	great,	should	the	recipient	not	live	up	to	expectations	or	should	the	

transplantation	not	be	a	success.	

	

4.6.1. Allocation	of	the	Organs?	Not	My	Decision!	
 
While	 the	 donors	 are	 content	 with	 ignoring	 certain	 aspects	 of	 organ	 donation,	 they	 are	 also	

content	with	the	 fact	 that	they	have	no	 influence	on	who	receives	 the	organs.	 In	 fact,	 they	are	

pleased	that	they	do	not	have	to	make	that	decision,	and	they	trust	that	the	system	will	allocate	

the	organs	according	to	need.	Thea,	43,	is	thankful	that	she	is	not	deciding	who	is	next	to	receive	

an	 organ	 and	 describes	 a	 hypothetical	 dilemma	 of	 whether	 to	 help	 a	 25-year-old	man	 or	 an	

“alcoholic	wreck”.	The	same	goes	for	Lisa,	27,	who	does	not	want	to	be	the	judge	of	who	should	

receive	her	heart,	if	she	was	given	the	opportunity.	All	the	donors	would	prefer	to	be	excluded	

from	making	that	decision:	

	

I’ll	 leave	 that	 up	 to	 the	 doctors	 to	 determine.	 Well,	 they’re	 the	 ones	 who	 are	

competent	to	say	that	A	needs	it,	B	can	wait.	A	need	this	immediately	where	I	might	

say,	‘but	I	would	like	for	C	to	have	it’	and	C	can	in	fact	wait	a	year.	

(David,	67)	

	

It	is	evident	here	that	David	trust	the	system	to	allocate	the	organs	according	to	need,	which	is	a	

notion	shared	by	all	the	donors.	They	all	perceive	the	medical	establishment	to	have	competency	

trustworthiness.	Present	in	the	practice	however	is	also	an	acknowledgement	that	doctors,	like	

all	other	people,	can	make	mistakes.	Nonetheless,	the	donors	trust	that	the	professionals	will	do	

their	best,	make	the	best	possible	choice	and	that	organ	transplantations	more	often	than	not	are	

successful.	This	is	well	illustrated	in	this	quote:	
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That	[making	the	decisions]	I’ll	confidently	leave	up	to	those	who	have	to	do	it	and	

believe	 that’s	how	 it	 is.	There’s	someone	around	on	a	waiting	 list,	and	 then	 the	

system	supposedly	works	so	that	you	push	a	button	and	‘who	has	that	blood	type	

and	who	can	do	it’?	And	then,	Mrs	Hansen	will	come	up	and	say,	‘that’s	me’,	right?	

Yes,	yes	and	that’s	just	how	I	think	[it	is].	That	I	have	trust	in.	

(Mona,	63)	

	

This	 trust	 in	 the	 system	 is	 often	 implicit	 and	not	 something	 the	donors	have	 thought	 actively	

about.	One	donor	reflects	on	receiving	knowledge	about	the	success	of	the	transplantation	but	

concludes	that	he	would	rather	not	know.	Another	donor	believes	that	it	would	be	nice	for	his	

family	to	know	the	outcome	of	the	transplantation,	even	if	the	person	had	not	survived.	It	is	worth	

noting	in	this	connection	that	there	is	a	tacit	belief	amongst	donors	that	their	organs	will	help	a	

person	in	need.	Should	the	transplantation	against	expectations	fail,	the	organs	will	not	be	lost:	“It	

happens	that	organs	are	rejected,	right?	But	I	think	that	in	many	cases	they	will	try	with	another	

person	using	 the	same	organ”	(David,	67).	 It	 should	be	noted	 that	 this	 is	not	 the	case.	Organs	

cannot	be	transplanted	to	the	next	person	on	the	list,	if	the	first	recipient’s	body	rejects	the	organ.	

	

4.7. Considerations	for	the	Family	
 
For	donors,	helping	others	is	the	all-important	motivation	for	becoming	carriers	of	the	practice	of	

organ	 donation.	 The	 desire	 to	 help	 recipients,	 whom	 they	 will	 never	 meet,	 creates	 a	 strong	

relational	 tie	 especially	 at	 the	 time	 of	 registration.	 However,	 as	 the	 practice	 matures,	

considerations	change	and	the	desire	 to	protect	the	social	 ties	with	one’s	relatives	become	an	

equally	central	part	of	the	relational	package.	Thus,	while	the	desire	to	help	others	is	the	main	

motivation	behind	becoming	an	organ	donor,	it	becomes	about	doing	so	in	a	manner	that	protects	

and	respects	the	relational	ties	to	the	family.	While	this	is	the	general	idea,	two	donors	say	it	was	

because	of	a	potential	future	need	within	the	realms	of	the	family	that	they	became	organ	donors:	

	

It’s	for	my	family	and	the	people	close	to	me.	As	I	said,	if	we’re	in	a	situation	and	

one	of	the	people	close	to	me	could	benefit	from	something	[organs]	from	me	which	

I	can’t	use	myself,	then	that’s	why	…	it’s	because	of	my	family	that	I	chose	to	donate	

everything.	

(Mike,	35)	
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Mona,	63,	also	explains	that	besides	from	helping	others,	one	of	the	thoughts	that	compelled	her	

to	become	an	organ	donor	was:	 “what	 if	 something	were	 to	happen	 to	my	 children?”.	This	 is	

atypical	in	the	practice,	as	the	emphasis	on	the	social	ties	with	donor’s	own	family	usually	first	

gains	a	more	prominent	place	in	the	donors’	consciousness	after	the	decision	to	join	the	practice	

has	been	made.	Nonetheless,	it	highlights	an	import	aspect	of	the	practice.	While	only	a	few	donors	

specifically	point	to	their	family	as	the	reason	to	donate,	all	donors	invest	a	lot	of	emotional	energy	

in	the	social	ties	with	the	family.	According	to	Belk	(1990),	investing	emotional	energy	invested	

in	one’s	community	or	in	specific	others	can	create	incentives	for	donation.	As	will	be	dealt	with	

below,	this	can	also	determine	what	type	of	registration	is	made.	It	is	also	the	social	ties	with	the	

family	that	make	donors	agree	that	question	on	donation	should	not	be	left	up	to	the	family:	

	

You	can	talk	about	it	[the	decision]	but	you	shouldn’t	leave	the	decision	up	to	them.	

I	 don’t	 think	you	 should	put	 them	 in	 that	 situation	where	 they	have	 to	make	a	

decision	regarding	whether	to	donate	or	not	to	donate	in	case	of	a	sudden	death.	

They	would	have	to	do	that,	if	you	haven’t	registered	what	you	want.	That	wouldn’t	

be	fair.	

(Lucas,	67)	

	

As	for	most	donors,	giving	his	organs	to	someone	who	can	use	them	after	he	is	dead	is	the	reason	

why	Lucas,	67,	became	an	organ	donor.	He	does	however	consider	his	family	and	what	would	

happen	in	the	hospital	room,	if	the	doctors	suddenly	started	retrieving	his	organs,	which	is	why	

he	emphasises	the	importance	of	registering.	

	

4.7.1. Making	a	Decision	
 
Lucas	 is	 far	 from	the	only	donor	 to	whom	consideration	 for	 the	 family	matters	 greatly.	When	

Mona,	63,	lost	her	father,	the	question	of	organ	donation	came	as	a	“smack	in	the	face”	for	both	

her	and	her	sister.	For	her	sister,	the	question	of	donation	was	rude	and	insensitive	in	the	midst	

of	their	sorrow	and:	

	

That’s	why	 I	 think	 it’s	 important	 that	you	make	a	decision	before	you	are	 lying	

there	[dead].	Because	I	think	that	it	can	be	an	extremely	horrendous	experience	for	

the	relatives	to	be	asked	such	a	question	…	they	shouldn’t	 [be	asked].	You	can’t	

stand	there	having	lost	a	close	family	member	and	then	somebody	asks	you:	can	
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we	remove	his	eyes,	his	liver,	his	kidney	or..	it’s	too	much!	…	I	think	it’s	important	

that	you	make	up	your	mind	first,	and	then	tell	your	relatives	how	it	is.	

(Mona,	63)	

	

The	realisation	that	“we	owe	it	to	each	other	to	make	some	decisions	because	it’s	difficult	enough	

as	it	is	for	those	who	are	left	behind”	also	came	to	Thea,	43,	after	she	lost	her	sister	a	few	years	

back.	She	has	been	a	donor	for	more	than	10	years,	however,	the	consideration	for	the	family	has	

become	a	big	part	of	her	reasoning	and	understanding	of	why	she	herself	chose	to	give	consent	

non-contingent	 on	 the	 family’s	 acceptance.	 It	 was	 also	 important	 for	 Petra,	 59,	 to	 make	 the	

decision	non-contingent	on	the	family’s	acceptance	because	she	knows	that	her	husband	does	not	

think	straight	when	he	is	in	a	crisis.	He	will	end	up	saying	“‘do	everything	you	can	for	her”	and	“10	

minutes	more”,	and	she	does	not	want	to	put	him	through	that	because	she	knows	he	will	be	upset	

with	himself	afterwards.	Making	the	decision	non-contingent	on	her	husband’s	acceptance	is	a	

way	of	keeping	him	safe	in	a	time	of	crisis.	This	awareness	of	the	difference	between	times	of	crisis	

and	everyday	 life	 is	 common	amongst	 the	donors.	They	 are	 aware	 that	 the	question	of	 organ	

donation	may	arise	when	you	least	expect	it	and	registration	of	one’s	own	decision	is	a	way	to	

protect	the	family:	

	

It’s	important	that	we	think	about	it	[organ	donation]	because	I	might	not	be	here	

tomorrow,	and	then	it’s	a	really	good	idea	to	have	thought	about	it	in	advance,	so	

my	family	doesn’t	have	to	answer	that	question.	

(Marc,	23)	

4.7.1.1. With	or	Without	the	Family’s	Acceptance	
 
In	addition	to	the	importance	of	registration,	the	consideration	for	the	family	also	extends	to	the	

type	of	registration;	contingent	or	non-contingent	on	the	family’s	acceptance.	“Should	my	relatives	

have	the	final	say?	…	for	a	long	time,	I’ve	thought	of	that	as	a	burden	for	the	people	left	behind”	

(Lisa,	27).	Lisa’s	donation	is	non-contingent	on	the	family’s	acceptance	due	to	the	perception	that	

it	is	unfair	to	leave	the	decision	up	to	them.	Both	she	and	Petra,	59,	who	also	made	the	decision	

non-contingent	 on	 family’s	 acceptance,	 reflect	 on	 the	 difficult	 situation	 of	 having	 to	 agree	 to	

donate	a	loved	one’s	organs:	

	

As	 a	 daughter,	 I	 think	 that	 I	 would	 experience	 a	 lot	 of	 emotions	 that	 would	

somehow	be	connected	with	the	organs,	and	I	would	ascribe	them	a	lot	of	value	
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making	it	difficult	for	me	to	say	yes.	And	then	I	would	feel	guilty	because	I	couldn’t	

let	[the	organs]	go.	

(Lisa,	27)	

	

If	I’m	to	stand	there	and	say	goodbye	to	my	son	tomorrow	and	they	ask	me	if	they	

can	take	anything,	I	would	say,	‘yes,	take	what	you	can	use.	Stock	and	barrel’.	But	

it	 would	 be	 extremely	 difficult	 because	 I	 wouldn’t	 know	 what	 to	 do	 with	 my	

emotions	in	the	meantime,	while	they	remove	his	organs	because	most	of	all	I	just	

want	to	sit	there	and	hold	him,	you	know?	It	would	be	totally	horrible,	no	doubt	

about	 it	 and	 I	 completely	understand	that	 you	 can	be	 in	doubt	when	you	 think	

about	these	things.	

(Petra,	59)	

	

Lisa	is	however	considering	changing	her	registration	and	let	her	family	have	the	final	say	out	of	

consideration	for	them:	“I	don’t	want	to	put	my	family	in	a	situation	where	they	feel	that	they	have	

to	give	something	up,	 just	because	 I	don’t	believe	 that	whatever	 is	between	heaven	and	earth	

resides	in	the	body”.	She	is	having	a	hard	time	determining	what	is	the	most	considerate	thing	to	

do.	Magnus,	27,	also	initially	deemed	it	most	considerate	to	give	the	final	say	to	his	family,	however	

he	ended	up	changing	his	registration:	

	

At	 first,	 it	was	with	 relatives’	 acceptance,	which	 I	 have	 changed	 to	 full	 consent	

because	…	my	wife	said	that	it	would	be	easier	for	her	if	I	just	gave	my	full	consent,	

because	then	she	didn’t	have	to	make	a	choice	too,	when	she	knew	that	was	what	I	

wanted.	

(Magnus,	27)	

	

Donating	contingent	on	the	family’s	acceptance	is	found	to	be	the	most	considerate	practice	by	

some	donors.	Marc,	23,	says	it	is	only	fair	that	the	family	has	the	final	says,	since	they	are	the	ones	

who	will	live	with	the	consequences	of	the	decision:	

	

It’s	no	problem	to	have	an	opinion	in	theory,	but	in	practice	it	may	change	…	it’s	

not	me	who’s	left	behind,	so	I	don’t	have	to	relate	to	anything	or	go	to	a	grave	and	

all	that.	So,	in	some	way,	I	think	it’s	fair	that	they	have	the	final	word.	

(Marc,	23)	
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At	the	opposite	end	of	the	spectrum,	Lucas,	67,	does	not	want	his	family	to	have	the	final	say	and	

has	furthermore	restricted	his	donation	to	his	internal	organs	in	consideration	for	his	family.	To	

him,	 it	 is	 important	 to	 remain	 whole	 on	 the	 outside	 and	 maintain	 an	 appearance	 of	 bodily	

wholeness	for	when	the	family	has	to	say	goodbye.	Magnus,	27,	considered	excluding	his	heart	

from	donation	in	case	his	family	felt	attached	to	this	particular	organ.	However,	after	talking	to	

his	wife,	who	did	not	have	any	objections	to	a	full	donation,	he	chose	to	donate	everything.	

	

4.7.2. Minimising	the	Sacrifice	
 
Consideration	 for	 the	 family	 comes	 in	 all	 shapes	 and	 sizes;	 contingent	 or	 non-contingent	 on	

acceptance	from	the	family	and	full	or	partial	consent.	It	does	not	matter	which	choice	is	made,	it	

is	almost	always	the	belief	that	their	decision	is	helping	their	family	through	an	extremely	difficult	

situation	that	guides	the	donors.	Helping	the	family,	regardless	of	how,	can	be	seen	as	limiting	the	

sacrifice	experienced	by	the	family.	Lucas,	67,	has	restricted	his	donation,	so	he	remains	whole	on	

the	outside	 for	when	the	 family	says	goodbye	 to	him,	 thus	 lessening	 the	 family’s	sacrifice.	For	

others,	leaving	the	family	with	the	final	say	means	providing	them	with	the	opportunity	to	decide	

for	themselves,	if	the	sacrifice	is	too	large.	For	others	again,	making	the	decision	completely	on	

their	own	means	that	the	family	will	not	face	the	dilemma	of	deciding.	This	can	be	a	sacrifice	in	

itself,	especially	if	the	family	does	not	agree	as	experienced	by	Mona,	63,	when	her	father	died.	

The	potential	sacrifice	here	can	go	both	ways.	If	one	family	member	is	against	donation,	it	 is	a	

sacrifice	for	this	person,	should	the	family	as	a	whole	agree	to	donation.	If	one	family	member	is	

in	favour	of	organ	donation,	it	could	be	a	sacrifice,	should	the	final	decision	be	against	donation,	

especially	if	he	or	she	believes	that	not	donating	goes	against	the	deceased’s	own	wishes.	

	

Making	the	decision	non-contingent	of	the	family	also	removes	the	potential	sacrifice	that	lies	in	

having	 to	 decide	 between	 the	 deceased’s	 wishes	 or	 their	 own,	 should	 the	 family	 have	 any	

objections.	However,	according	to	Emma,	46,	doctors	always	ask	the	relatives	regardless	of	the	

type	of	consent	given	prior	to	death.	This	is	due	to	ethical	concerns,	as	there	will	always	be	families	

who	cannot	live	with	the	fact	that	their	loved	one’s	organs	have	been	donated.	It	 is	considered	

unethical	to	mark	a	family	that	way:	

	

So	even	though	they	have	the	statutory	authority	to	do	it	[harvest	the	organs],	I	

haven’t	experienced	that	they	do	it	[without	asking	first],	and	I	think	that	it	 is	a	

general	practice	in	Denmark	today.	You	can	call	it	an	unwritten	rule.	

(Emma,	46)	
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Two	sources	from	the	medical	community	with	experience	from	neurosurgical	units	confirm	that	

this	is	indeed	common	practice.	One	of	the	sources’	experience	dates	back	to	the	1990s,	when	it	

was	standard	practice	to	ask	due	to	lack	of	knowledge	about	organ	donation	in	the	population	

(anonymous,	personal	communication,	April	8,	2018).	The	other	source	confirms	that	it	 is	still	

common	 practice	 due	 to	 ethical	 considerations	 for	 the	 family’s	 psychological	 well-being	

(anonymous,	personal	communication,	April	9,	2018).	It	is	furthermore	confirmed	by	Hoeyer	et	

al.’s	 (2015)	 findings	 that	 the	 emphasis	 on	 family	 produces	 a	 practice	 in	which	 doctors	 allow	

relatives	to	overrule	any	prior	registration,	even	though	this	collides	with	the	law.	

	

When	Mona’s	father	died,	the	doctors	asked	if	his	organs	should	be	donated:		

	

My	sister	lost	it!	No	one	was	cutting	in	her	dad,	he	should	rest	in	peace	…	He	would,	

I’m	sure,	just	say,	‘take	it’.	But	we	had	never	discussed	it,	and	it	was	like	an	assault	

on	my	sister.	

(Mona,	63)	

	

While	Mona	had	little	doubt	that	her	father	would	have	wanted	to	donate	his	organs,	the	social	tie	

with	the	remaining	family	was	prioritised,	when	her	sister	opposed.	Protecting	one’s	family	from	

the	distress	of	having	to	make	the	decision	without	knowing	the	deceased’s	preferences	is	also	

the	 reason	that	 the	Danish	Health	Authority	 advocates	 for	 online	 registration,	 as	 it	makes	 the	

situation	easier	for	the	relatives	(Sundhedsstyrelsen,	2016).	In	Mona’s	case,	the	reluctant	feelings	

of	 her	 sister	were	 considered	more	 important	 than	both	 the	 supposed	wish	of	 her	 father	and	

herself	who	was	in	favour	of	organ	donation.	

	

4.8. Deciding,	a	Prerequisite	of	a	Good	Death	
 

4.8.1. Bodily	Autonomy	
 
Just	like	altruistic	values	permeate	the	practice	of	organ	donation,	so	does	that	of	voluntariness.	

Organs	should	only	be	donated,	when	the	decision	is	made	freely	and	willingly;	no	one	should	be	

pressured	into	donating	their	organs	against	their	will.	Some	donors	also	stress	that	the	donation	

is	a	question	of	respecting	bodily	autonomy:	“[for	me]	it’s	about	what	a	person	gets	to	decide	when	

it	comes	to	your	own	body	and	your	own	parts	…	when	I’ve	made	a	decision	that	should	be	that”	

(Petra,	59).	Bodily	autonomy	is	however	also	a	major	concern,	when	donors	consider	how	they	
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would	 act	 in	 case	 they	were	 asked	 to	donate	 the	organs	 of	 a	 loved	 one	without	 knowing	 the	

deceased’s	 feelings	 towards	 organ	 donation.	 The	 donors	 wold	 be	 uncomfortable	making	 this	

decision	on	their	own,	as	they	fear	violating	the	deceased,	should	organ	donation	be	against	their	

will:	

	

It’s	different	to	dispose	of	other	people’s	organs	compared	to	my	own	…	What	if	

they	didn’t	want	to	donate	their	organs?	In	that	case	I	think	it	[donation]	would	be	

a	bigger	assault	on	their	dead	body	…	compared	to	 if	 they	want	to	donate	their	

organs,	and	 I	didn’t	 let	 them	do	 it.	 I	believe	 that	 if	 they	wanted	 to	donate,	 they	

would	 have	 registered	 if	 the	 desire	 was	 strong	 enough	 …	 In	 a	 case	 like	 this,	 I	

actually	think	that	I	would	be	inclined	to	say	that	I	cannot	decide	that	and	hope	

there	were	other	people	whom	I	could	pass	the	responsibility	on	to.	

(Lisa,	27)	

	

Present	in	this	quote	and	in	the	practice	in	general	is	an	acknowledgement	and	a	deeply	seated	

appreciation	that	donors	will	most	likely	not	have	to	decide	such	a	question	on	their	own.	When	

reflecting	on	the	situation	in	which	they	would	have	to	decide,	the	consideration	for	the	family	

holds	a	prominent	place	in	the	minds	of	the	donors:	

	

If	it	was	my	mother,	then	I	wouldn’t	stand	there	and	make	the	decision	[alone].	We	

would	have	to	agree	on	it,	right?	…	out	of	consideration	for	my	brothers.	It’s	not	me	

who	should	decide	what	should	be	done	with	her.	We	should	do	that	together.	

(Rita,	55)	

	

The	same	consideration	is	what	resulted	in	the	refusal	to	donate	the	organs	of	Mona’s	father.	Mona	

herself	had	little	doubt	 that	her	 father	would	have	wanted	to	donate	his	organs	but	when	her	

sister	opposed,	the	family	tie	was	prioritised	over	the	recipients	as	well	as	the	supposed	wish	of	

the	deceased.	
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4.8.2. Everyone	Should	Decide	
 
Mona’s,	63,	experience	has	made	her	a	firm	believer	that	everyone	should	register	their	decision	

of	whether	or	not	to	donate,	instead	of	leaving	that	decision	to	the	family:	“I	believe	it’s	important	

that	you	decide	 first	and	then	 inform	your	relatives	 that’s	how	you	want	it	 to	be”.	The	 fear	of	

finding	themselves	in	a	situation	like	the	one	experienced	by	Mona,	63,	as	well	as	the	thought	of	

leaving	 their	 loved	 one’s	 in	 a	 similar	 situation	 are	 essential	 reasons	why	 donors	 believe	 it	 is	

important	to	register	a	decision.	The	consideration	for	the	family	has	already	been	dealt	with	in	

great	detail	and	will	not	be	further	discussed	here.		

	

While	 it	 is	 important	 for	 the	donors	 that	everyone	makes	a	decision,	 it	does	not	matter	 if	you	

become	an	organ	donor	or	not.	The	 important	part	 is	 that	you	register	a	decision,	which	 is	an	

inherent	belief	in	the	practice.	Just	like	Zelizer	(1978)	found	that	the	financial	foresight	of	a	life	

insurance	became	prerequisite	for	a	good	death,	so	do	the	donors	consider	having	registered	one’s	

decision	on	organ	donation	part	of	a	good	death.	Not	leaving	that	decision	solely	to	the	family	

serves,	as	already	mentioned,	as	an	example	of	how	donors	manage	and	negotiate	the	social	ties	

with	their	families.	The	donors	furthermore	agree	that	you	cannot	blame	people	who	do	not	want	

to	donate	their	organs:	“It	doesn’t	matter	if	they	say	yes	or	no,	as	long	as	they	have	decided”	(Marc,	

23),	“I	think	that’s	totally	fine.	It’s	completely	up	to	the	individual	to	decide	how	you	feel	about	it,	

if	you	should	say	yes	or	no”	(Mike,	35).	Some	donors	even	consider	making	a	decision	a	duty:	

		

I	believe	it’s	a	duty	that	I	should	do	it	[be	an	organ	donor],	and	I	definitely	think	

that	 everyone	 should	make	 a	decision	…	We	 can	 agree	or	disagree	on	people’s	

choices	but	the	most	important	thing	in	this	world	is	to	make	a	decision.	

(Thea,	43)	

	

David,	67,	takes	it	a	step	further	and	claims	that	being	an	organ	donor	is	a	civic	duty,	thus	moving	

beyond	the	idea	of	merely	registering	as	a	duty.	This	notion	of	duty	is	what	Farrell	(2015)	suggests	

should	be	used	to	promote	organ	donation	by	invoking	feelings	of	solidarity.	This	will,	according	

to	her,	motivate	people	to	join	the	practice.	Using	Belk’s	(1990)	terminology,	this	would	mean	

increasing	 the	 level	 of	 emotional	 energy	 invested	 in	 the	 community,	which	 is	 an	 incentivising	

factor	for	donation.	David’s	and	Thea’s	stance	thus	supports	Farrell’s	(2015)	idea	about	positive	

reciprocity	as	a	motivating	factor	in	terms	of	solidarity	and	community.	Magnus,	27,	was	actually	
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influenced	by	this	idea	of	positive	reciprocity	when	he	registered,	as	he	is	more	comfortable	about	

potentially	receiving	an	organ	since	he	is	a	donor	himself.	

4.8.2.1. Reciprocal	Altruism	
 
While	David,	67,	accepts	that	some	people	decline	to	be	organ	donors,	he	is	also	of	the	opinion	

that	these	people	should	not	be	able	to	receive	an	organ,	should	the	need	arise:	

	

It’s	your	own	choice.	But	then	they	shouldn’t	come	back	and	say,	‘I	would	like	to	

receive’	…	That’s	my	opinion.	If	you	say	that	you	don’t	want	to	be	an	organ	donor,	

well	then	you	don’t	go	saying	you	would	like	to	receive	an	organ.	You	can’t	do	that.	

I	feel	that	it’s	too	contradictory	…	If	you	signed	up	and	I	haven’t,	and	a	liver	turns	

up	that	matches	both	of	us.	Well,	[since]	I’ve	said	I	darn	well	don’t	want	to	donate	

my	organs,	then	bloody	hell	you	should	have	it	...	Quid	pro	quo,	right?	If	you	refuse	

[donation],	you	refuse	receiving	organs.	Unless	there	is	a	surplus	of	them,	which	I	

rarely	believe	there	is.	

(David,	67)	

	

David	 is	 the	 only	donor	 so	 explicit	 in	 this	 view	and	 it	 is	 interesting	 because	 it	 represents	 an	

element	 of	 reciprocity	 in	 the	 practice,	 which	 was	 found	 to	 be	 absent	 in	 the	 relational	 work	

between	donor	and	recipient.	Following	 this	notion,	 reciprocity	becomes	part	of	 the	relational	

work	between	the	donors	currently	engaged	in	the	practice.	Since	they	have	all	agreed	to	donate	

their	organs	when	they	die,	 they	should	have	preferential	 right	 to	receive	an	organ.	Thus,	 the	

donors	 have	 established	 boundaries	 between	 what	 is	 acceptable	 and	what	 is	 not	 within	 the	

practice.	By	engaging	in	this	type	of	reciprocity,	what	Dalal	(2015)	calls	reciprocal	altruism,	the	

donors	have	agreed	that	the	token	of	payment	for	receiving	an	organ	is	the	willingness	to	donate	

one	 and	vice	 versa;	 the	 token	 for	being	willing	 to	donate	one’s	 organs	 is	preferential	 right	 to	

receive	one.	

	

This	kind	of	reciprocity	is	what	Nadel	and	Nadel	(2013)	advocate	in	their	commentary	on	how	to	

use	reciprocity	as	motivation	for	organ	donation	in	the	US.	They	state	that	by	including	a	priority	

programme,	the	number	of	organs	available	for	transplantation	would	increase.	This	has	been	the	

case	 in	 Israel	 where	 preferential	 status	 was	 introduced	 in	 2010	 (Cronin,	 2014).	 While	 the	
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potential	of	such	as	programme	has	not	been	investigated	in	this	thesis,	the	statement	by	David,	

67,	suggests	that	it	might	hold	a	place	in	the	practice.	It	would	however	challenge	the	perceptions	

of	social	ties	and	tokens	of	payment	currently	deemed	appropriate	for	organ	donation,	and	David	

is	the	only	donor	this	explicit	in	his	view	of	reciprocity.	Other	donors	do	not	engage	with	the	idea	

of	preferential	status,	and	most	flatly	reject	the	premise	that	you	are	only	eligible	for	receiving	an	

organ,	if	you	have	registered	to	donate	yourself:	

	

Then	we	would	get	an	A	and	a	B	team	and	that’s	not	good.	No,	of	course	you	have	

that	[right	to	receive	without	giving].	Just	like	I	don’t	give	blood	because	I	don’t	like	

needles,	 I	would	with	all	my	heart	like	 to	receive	 it,	 should	 it	be	necessary,	you	

know?	…	No,	of	course	you	should	be	able	to	[receive	without	giving],	there	are	also	

ethical	reasons	why	some	say	no.	There	are	also	religious	reasons.	There	are	plenty	

of	reasons.	It	might	also	be	because	you	are	a	sissy	and	that’s	okay	too,	right?	But	

of	course,	everyone	should	be	able	to	receive.	

(Mona,	63)	

	

Some	even	mention	and	reject	a	priority	programme	themselves:	

	

I	don’t	think	you	can	judge	people	like	that	[whether	they	have	registered	or	not].	

I	talked	with	my	boyfriend	and	two	others	about	this,	and	we	discussed	whether	

there	 should	 be	 a	 priority	 list	 so	 that	 those	 who	 are	 organ	 donors	 also	 get	

preferential	rights	to	an	organ.	But	I	think	you	make	yourself	master	of	something	

in	which	 there	might	be	so	many	aspects	that	 influence	whether	someone	 is	an	

organ	donor.	I	don’t	want	to	take	on	the	responsibility	and	say	‘Well,	because	you	

for	reasons	unknown	to	me	are	not	an	organ	donor,	you	shouldn’t	be	allowed	[to	

receive	an	organ]’.	

(Lisa,	27)	

	

It	is	the	general	opinion	that	preferential	status	does	not	belong	in	the	practice	of	organ	donation	

as	a	way	of	motivating	people	to	register.	Another	general	opinion	is	that	you	cannot	pressure	

people	into	donating	their	organs;	it	is	however	considered	appropriate	to	pressure	people	into	

making	 a	 decision.	 This	 notion	 is	 based	 on	 the	 belief	 that	 everyone	 should	 register,	which	 is	
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inherent	 in	 the	 practice	 of	 organ	 donation.	 However,	 ideas	 about	 how	 the	 system	 should	 be	

organised	and	how	to	make	people	decide	vary	among	donors,	which	will	be	discussed	 in	 the	

following.	

	

4.8.3. Nudging	People	to	Decide	
 
Two	specific	suggestions	stand	out	in	terms	of	how	the	practice	could	change	in	order	for	more	

people	to	join.	Both	suggestions	require	legislative	changes,	and	both	have	arguments	in	favour	

and	against.	The	first	suggestion	is	to	adopt	presumed	consent	and	the	second	is	to	implement	

mandated	 choice.	Both	 suggestions	are	also	presented	by	Thaler	and	Sunstein	(2009)	 in	 their	

work	on	nudging	as	a	means	to	address	organ	shortage.	This	suggests	that	the	ideas	hold	potential	

in	reality	as	well	as	in	political	and	academic	circles.	

4.8.3.1. Presumed	Consent	
 
According	to	current	Danish	law,	organ	donation	must	happen	under	the	principles	of	informed	

consent	and	should	the	potential	donor	not	have	registered	a	decision,	the	family	will	be	asked	to	

make	the	decision.	The	Danish	Parliament	has	however	discussed	adopting	presumed	consent,	

and	it	has	been	discussed	in	the	Danish	Council	on	Ethics	at	several	occasions	during	the	last	two	

decades.	Informed	consent	versus	presumed	consent	is	also	a	matter	that	is	of	great	interest	to	

the	donors	however	their	opinions	differ.	A	clear	majority	is	in	favour	of	changing	from	informed	

consent	to	presumed	consent,	based	on	the	idea	that	many	people	have	not	yet	registered	but	

would	like	to	join	the	practice.	

	

In	principle	I	like	the	idea	of	presumed	consent	…	I	would	think	that	you’d	get	a	

letter	when	you	turn	18	…	Often,	you	just	do	what	you’re	asked	to,	but	you	don’t	

do	what	you’re	asked	to	do.	I	mean,	in	many	cases	what	others	have	already	done	

for	you	 is	 fine	as	opposed	 to	having	 to	do	something	 to	become	part	of	 it	even	

though	you	think	it’s	fine	…	This	[presumed	consent]	could	have	a	beneficial	effect	

because	I	believe	that	many	people	don’t	do	it	[register]	because	they	haven’t	had	

the	time.	

(Lisa,	27)	
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I	 think	 there	 are	many	 people	who	 actually	would	 like	 to	 be	 organ	 donors	 but	

haven’t	 gotten	 around	 to	do	 it	 [registering],	 and	 I	 think	 that	 it’s	 a	 rather	 small	

percentage	that	would	actively	deregister.	So,	I	think	you	could	get	many	more	to	

join	by	doing	it	the	other	way	around	[through	presumed	consent]	…	Those	who	

don’t	want	to	be	it	[organ	donors]	will	deregister.	

(Magnus,	27)	

	

This	notion	that	many	more	people	would	become	organ	donors	with	a	presumed	consent	default	

is	one	of	the	main	arguments	made	by	Thaler	and	Sunstein	(2009)	in	their	work	on	nudging	in	

organ	donation.	While	studies	on	the	effect	of	presumed	consent	by	Johnson	and	Goldstein	(2004)	

as	well	as	Abadie	and	Gay	(2006)	support	this	argument,	 it	 is	contradicted	by	Farrell’s	(2015)	

finding	 that	 nudging	 only	 causes	 a	 short-term	 effect	 on	 increasing	 registration	 rates.	 This	

accentuates	that	nudging	in	organ	donation	is	a	contested	area	and	that	further	research	should	

be	 conducted	 to	 determine	 in	 more	 detail	 how	 presumed	 consent	 could	 or	 should	 be	

implemented.	

 
4.8.3.1.1. The	Status	Quo	Bias	

 
Present	in	both	quotes	above	is	the	notion	that	there	is	a	difference	between	the	effort	of	actively	

doing	something	to	join	and	actively	having	to	decline.	This	notion	of	inertia	and	contentment	

with	the	status	quo	are	the	main	reasons	why	Thaler	and	Sunstein	(2009)	suggest	that	the	default	

setting	in	organ	donation	should	be	changed	from	informed	to	presumed	consent,	as	people	often	

stick	with	the	status	quo	despite	being	in	favour	of	another	option.	The	idea	is	furthermore	that	if	

you	do	not	want	to	partake,	you	will	make	the	effort	to	opt-out.	In	line	with	this	thought,	Mona,	

63,	declares	that	it	would	be	better	to	have	presumed	consent	than	informed	consent	because	it	

is	 “bloody	 difficult”	 to	 get	 people	 to	 register.	 Both	Mona	 and	 Lisa,	 27,	 furthermore	 note	 that	

presumed	 consent	may	 lead	people	 to	 talk	about	organ	donation;	 something	 that	 is	 currently	

absent	in	the	practice,	which	we	will	elaborate	on	later.	While	Mona	and	Lisa	suppose	that	it	will	

get	ordinary	people	to	talk	about	organ	donation,	Thaler	and	Sunstein	(2009)	state	that	it	also	

makes	 it	easier	 for	medical	staff	as	they	will	be	approaching	relatives	of	a	presumed	donor	as	

opposed	to	a	non-presumed	donor,	which	is	the	case	with	informed	consent.	
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4.8.3.2. The	Type	of	Society	You	Want	

 
The	donors	in	favour	of	presumed	consent	compare	it	to	other	aspects	of	Danish	society,	which	

you	automatically	take	part	in.	Marc,	23,	compares	presumed	consent	with	membership	of	the	

Lutheran	Church	of	Denmark	and	 its	 tax,	which	you	actively	have	 to	deregister	 from.	Another	

comparison	is	made	to	military	service:	

	

Personally,	I	have	a	hard	time	seeing	the	problem	in	automatically	being	an	organ	

donor	…	This	[organ	donation]	is	so	important.	You	know,	boys	today	are	born	to	

do	military	service,	and	we’re	not	at	war,	right?	They	can	then	opt-out	later	in	life,	

or	what	do	 I	know,	but	 they	are	actually	born	 to	do	military	service	…	Military	

service	is	historically	based	but	I	don’t	think	it’s	even	a	distinct	paradigm	shift	if	

we	were	to	automatically	be	organ	donors,	because	I	feel	it	conforms	to	the	society	

we’re	living	in.	

(Emma,	46)	

	

While	Emma	believes	 that	presumed	 consent	 coheres	with	Danish	 society,	 Lucas,	 67,	worries	

about	the	type	of	society	presumed	consent	entails:	

	

I	believe	we	should	stick	with	informed	consent	because	if	you	go	too	far	in	the	

direction	of	presumed	consent,	you	can	come	to	regard	humans	as	an	automatic	

resource,	which	society,	due	to	good	intentions,	then	can	harvest.	At	minimum,	it	

requires	a	very	thorough	discussion	of	which	kind	of	society	we	want	to	have.	

(Lucas,	67)	

	

What	Lucas	fears	is	that	presumed	consent	is	a	step	towards	what	Thaler	and	Sunstein	(2009)	call	

routine	removal.	Routine	removal	entails	that	the	state	owns	the	organs	of	any	deceased	citizen	

and	can	do	with	them,	as	it	sees	fit.	Lucas	does	however	acknowledge	that	presumed	consent	can	

take	many	forms	and	ponders,	if	the	family	would	be	able	to	refuse	donation.	If	the	family	is	able	

to	refuse	donation	under	presumed	consent,	the	nudge	would	be	designed	in	a	manner	similar	to	

that	suggested	by	Whyte	et	al.	(2012).	Lucas	ponders	further	on	who	would	own	the	body	in	the	

case	of	presumed	consent;	if	it	is	the	state,	the	family	or	the	donor.	If	the	family	can	reject	donation,	
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it	would	be	the	family	that	owns	the	body,	which	he	is	not	in	favour	of	either.	Evident	here	is	that	

bodily	 autonomy	 is	 important	 to	 Lucas,	which	 is	why	 he	 believes	 informed	 consent	 to	 organ	

donation	should	be	preserved.	A	notion	shared	by	Mike,	35,	who	also	has	concerns	about	the	type	

of	society	presumed	consent	entails.	Mike	believes	that	Danes	are	already	automatically	signed	

up	for	too	many	things:	

		

I	believe	we	should	stick	with	informed	consent.	I	believe	that	about	everything,	

not	 just	 about	 organ	 donation	 but	 also	membership	 of	 the	 Lutheran	 Church	 of	

Denmark	 and	ads	 in	 the	mailbox,	 and	all	 that	stuff.	 I	 don’t	 understand	why	we	

automatically	have	to	be	signed	up	for	everything,	which	you	then	have	to	resign	

from	…	and	it’s	the	same	with	this	[organ	donation].	I	believe	it	should	be	entirely	

up	to	the	individual	if	he	or	she	wants	to	do	it,	but	you	could	make	it	mandatory	to	

say	yes	or	no.	

(Mike,	35)	

	

It	is	somewhat	paradoxical	that	the	Lutheran	Church	of	Denmark	is	used	as	an	argument	both	in	

favour	of	and	in	opposition	to	presumed	consent.	It	seems	to	serve	as	proof	that	Lucas	is	right	

when	saying	that	it	is	a	matter	of	how	you	see	society	and	what	kind	of	society	you	want	to	live	in.	

While	he	 and	Mike	believe	 that	presumed	 consent	 is	a	 turn	 for	 the	worse,	most	 other	donors	

believe	that	it	is	compatible	with	how	things	already	are	and	not	in	conflict	with	the	individual’s	

bodily	autonomy.	

	

The	lack	of	autonomy	over	one’s	own	body	is	however	one	of	the	main	critique	points	of	nudges	

in	organ	donation.	It	is	among	others	presented	by	Farrell	(2015)	who	suggests	that	presumed	

consent	has	the	potential	to	decrease	the	legitimacy	of	the	practice,	which	is	a	critical	aspect	as	

already	 stated.	 The	 	 Danish	 Council	 on	 Ethics’	 main	 argument	 against	 introducing	 presumed	

consent	is	also	centred	on	the	concept	of	ownership	and	autonomy	(Det	Etiske	Råd,	2017).	The	

Council	states	that	maintaining	ownership	of	one’s	body	prevents	others	from	lawfully	accessing	

or	using	it	without	explicit	consent.	Individuals	should	furthermore	be	able	to	actively	decide	and	

declare	what	is	going	to	happen	to	the	body	and	its	parts	as	well	as	have	the	right	to	be	in	doubt	

about	the	same.	
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While	 neither	 Lucas,	 67,	 or	 Mike,	 35,	 are	 in	 favour	 of	 presumed	 consent,	 they	 believe	 that	

mandated	 choice	 could	 be	 a	 way	 forward.	 This	 would,	 in	 their	 view,	 conflict	 less	 with	 the	

individual’s	autonomy,	thus	be	more	in	line	with	the	type	of	society	they	want.	Lack	of	support	for	

presumed	consent	 is	 the	main	reason	why	Thaler	and	Sunstein	(2009)	recommend	mandated	

choice	in	organ	donation.	While	most	donors	favour	presumed	consent,	many	of	them	also	see	

potential	in	mandated	choice,	should	presumed	consent	not	be	an	option.	

	

4.9. Organ	Donation	as	Taboo?	
	

4.9.1. A	Weak	Taboo	
 
As	has	been	presented	 in	 this	thesis,	organ	donation	 is	not	part	of	everyday	conversation	and	

reflection.	This	absence	is	an	important	part	of	the	practice	and	it	is	what	Walter	(1991)	calls	a	

weak	taboo;	a	topic	simply	not	mentioned	in	conversation.	Organ	donation	is	something	that	just	

is	 and	 once	 the	 decision	 is	 made,	 the	 practice	 is	 rarely	 discussed	 among	 friends	 and	 family.	

Information	about	the	practice	is	also	rarely	sought	out	or	paid	attention	to	after	registration	has	

taken	place.	However,	there	is	no	rule	without	exceptions	and	for	some	of	the	donors,	the	topic	

does	come	up	from	time	to	time:	

	

Sometimes	we’ve	[talked	about	organ	donation],	sure.	It’s	not	something	you	sit	

around	and	discuss	for	hours	and	go	back	and	forth	‘why	or	why	not’,	but	then	it’s	

been	because	of	a	story	in	the	news	and	you’ve	said,	‘ah	well,	what	do	you	think	

about	that?’	

(Marc,	23)	

	

Lisa,	27,	has	also	engaged	in	the	 topic	on	occasion:	 “I	 talked	to	some	 friends	yesterday	

[about	 Carina,	 the	 Girl	 Who	 Wouldn’t	 Die]	 because	 I	 have	 a	 friend	 who	 studies	

neuropsychology	and	is	doing	a	project	about	being	brain	dead	compared	to	being	in	a	

coma”.	In	general,	however,	the	practice	is	rarely	discussed.	

	

Organ	 donation	 and	 death	 are	 intimately	 connected,	 as	 you	 cannot	 talk	 about	 donating	 your	

organs	without	at	least	implicitly	talk	about	your	own	death.	Organ	donation	also	tends	to	become	

a	topic	of	conversation	if	death	is	experienced	first-hand;	the	death	of	a	relative	or	someone	in	

one’s	personal	network:	
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Well,	I	did	[talk	about	organ	donation]	three	years	ago	when	we	lost	a	young	19-

year-old	boy	who	was	killed	in	a	car	accident	and	who	wasn’t	a	registered	organ	

donor	…	Then	you	start	talking	about	it	and	you	say,	‘it’s	good	that	we’ve	registered	

and	made	our	decision	known’	and	stuff	like	that.	But	I	don’t	think	it’s	something	

we	come	into	contact	with	often.	I	really	don’t	think	it	 is	…	for	many	people	it’s	

kind	of	a	personal	matter	and	‘we	don’t	talk	about	it;	we	don’t	need	to	tell	anyone’.	

But	in	my	opinion,	we	should	tell	others	because	it’s	a	huge	deal	and	the	more	we	

talk	about	it	[organ	donation],	the	easier	it	becomes	to	address	when	we	know	that	

all	our	neighbours	and	half	of	our	family	are	organ	donors.	I	think	the	more	the	

merrier.	

(Petra,	59)	

	

Apart	from	such	instances,	conversations	about	the	organ	donation	do	not	occur	often	in	the	life	

of	donors.	When	asked,	the	large	majority	of	donors	say	that	organ	donation	is	not	a	difficult	topic	

to	 talk	about,	 they	 just	 rarely	 engage	 in	a	 conversation	 about	 it:	 “I	don’t	 think	 it	 should	be	 [a	

difficult	topic	to	discuss]	…	it’s	not	something	I’ve	talked	about	with	anyone,	but	I	can’t	see	why	it	

should	be	a	difficult	topic”	(Mike,	35),	“It’s	not	anything	taboo,	there	are	no	emotional	blocks	that	

are	stopping	us	from	openly	discussing	it.	I	don’t	think	it’s	difficult	to	talk	with	my	family	about”	

(Emma,	46),	“No	I	mean	we	are	all	leaving	this	earth	one	day,	so	why	not	talk	about	it“	(Marc,	23).	

This	perception	permeates	the	practice:	“I	don’t	think	there	is	anything	taboo	about	it.	I	just	think	

that	it’s	very	ordinary	but	it’s	not	something	that’s	discussed	every	day”	(Magnus,	27).	

	

An	 interesting	 question	 arises	 from	 this	 absence	 of	 conversations	 and	 reflections	 on	 organ	

donation:	 are	 people	 actively	 refraining	 from	 engaging	with	 the	 conversation	 and	 if	 so,	why?	

Inspired	by	Walter’s	(1991)	modifying	theses	about	death	as	a	taboo,	we	find	evidence	to	support	

that	simply	saying	that	organ	donation	is	or	is	not	taboo	is	inadequate.	Framing	organ	donation	

and	 death	 as	 taboos	 does	 not	 capture	 the	 complexity	 of	 the	 practice	 and	 its	 conversations.	

Reflections	made	 by	 Brinkmann	 (2018)	 and	 elements	 from	Walter’s	 (1991)	modifying	 theses	

suggest	 that	 organ	 donation	 and	 death	 in	modern	 societies	 has	 become	 institutionalised	 and	

hidden	from	the	spheres	of	daily	life,	thus	making	it	difficult	for	most	people	to	talk	about,	as	there	

no	longer	exists	a	social	script	or	communal	traditions	to	help	people	through	the	conversation.	

	

If	organ	donation	and	death	have	been	hidden	from	the	practices	of	daily	life,	it	can	explain	why	

organ	donation	is	simply	not	a	topic	of	conversation.	It	may	also	explain	why	few	donors	know,	if	
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their	relatives	are	registered	organ	donors	and	 if	 their	relatives	know	about	them	being	organ	

donors:	“I	have	to	ask	my	daughter,	the	next	time	I	see	her”	(David,	67)	and:	

	

I	don’t	know	if	they	know	that	we	[her	and	her	husband]	are	registered.	I	don’t	

even	know	if	they	are,	as	a	matter	of	fact.	I	need	to	ask	them	that	one	day.	[I’m]	

curious	if	they	are	registered,	they	are	31	and	35	so	maybe	they	are.	

(Rita,	55)	

	

“I’m	not	sure	that	I’ve	talked	to	my	children	about	this	 ...	 I	really	can’t	remember	but	this	gives	

cause	 for	discussing	 it	during	the	Easter	 lunch”	(Lucas,	67).	 It	turns	out	that	Lucas	did	discuss	

organ	donation	with	his	family	at	the	Easter	lunch	and	afterwards,	several	family	members	have	

registered	their	decision	online	(Wife	of	donor,	personal	communication,	April	2,	2018).	David,	67,	

on	 the	other	hand,	who	seemed	quite	determined	to	discuss	organ	donation	with	his	daughter	

after	the	interview,	has	not	approached	the	topic,	as	it	simply	slipped	his	mind	and	as	he	said:	“I’ll	

get	around	to	it	at	one	point”	(David,	personal	communication,	April	28,	2018).	

	

Even	though	many	donors	personally	do	not	feel	that	organ	donation	is	difficult	to	talk	about,	it	is	

noticeable	that	almost	all	of	them	made	the	decision	to	become	organ	donors	without	talking	to	

their	families.	“I	think	I	just	told	her	[his	daughter]	‘I’ve	registered	as	an	organ	donor’.	She	thought	

it	was	fine.	Then	good,	she	has	accepted	it“	(David,	67),	“No,	I	did	it	[talked	to	friends	and	family]	

afterwards	...	it’s	just	something	that	surfaced	over	time,	‘ah,	by	the	way,	I’ve	registered	as	an	organ	

donor’.	So,	no	big	deal”	(Emma,	46),	“it	was	first	after	I	registered	that	I	told	them	‘I’ve	done	it’”	

(Lisa,	27),	“It	was	a	decision	I	took	but	my	family	knows”	(Thea,	43).	Thea	is	one	of	three	donors	

who	talks	about	the	importance	of	bodily	autonomy	and	making	the	choice	for	herself.	It	was	her	

decision	to	make	and	once	she	had	made	it,	she	talked	to	her	family.	However,	the	majority	of	

donors	do	not	emphasise	this	aspect	and	give	no	explanations	for	why	they	did	not	discuss	it	with	

their	families	before	they	registered.	This	suggests	that	the	topic	may	not	be	as	easily	discussed	

as	the	donors	originally	say,	thus	supporting	the	thesis	of	the	weak	taboo.	This	notion	aligns	with	

the	findings	of	the	Danish	Health	Authority	that	many	Danes	support	organ	donation	but	have	not	

registered	 their	 decision	 or	 talked	 to	 their	 families	 because	 organ	 donation	 and	 death	 are	

uncomfortable	topics	to	relate	to	and	talk	about	(Sundhedsstyrelsen,	2016).	
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4.9.2. A	Strong	Taboo	
 
For	both	registered	donors	and	potential	donors,	who	have	yet	to	make	the	decision,	the	topic	of	

organ	 donation	 can	 be	 difficult	 to	 talk	 about.	 The	 donors	 who	 do	 approach	 the	 subject	 in	

conversations	find	that	it	can	be	somewhat	difficult	to	talk	about:	

		

My	boyfriend	and	I	talked	about	it.	He	isn’t	an	organ	donor,	and	he	said	if	he	one	

day	needed	it	[a	new	organ],	then	he	would	register	as	an	organ	donor	afterwards.	

My	response	was	like	‘if	you	know	that	you	want	to	be	[an	organ	donor],	why	not	

just	register	now?’	It	can	really	quickly	turn	into	a	situation	with	you	pointing	your	

finger	at	those	who	don’t	do	it,	which	is	difficult	because	of	the	feelings	involved	…	

I	felt	that	I	had	to	be	careful	not	to	judge	him	because	maybe	he	attaches	some	

emotions	to	his	organs	…	but	I	think	we’re	quick	to	look	past	that	[the	emotional	

attachment]	and	 that	makes	 it	a	 little	dangerous	 to	 talk	about	 if	you	reach	 that	

point	in	the	conversation.	

(Lisa,	27)	

	

The	topic	can	be	complex	and	emotional	and	as	one	donor	says,	“for	some	it	is	difficult	and	I	think	

that	it’s	more	difficult	for	all	of	us	until	we	make	the	decision”	(Thea,	43).	Yet,	often	the	difficulty	

does	not	reside	within	the	donors	themselves	but	emerges	due	to	others’	feelings	of	discomfort.	

One	donor	recently	lost	her	husband	and	she	is	generally	comfortable	talking	about	death.	Her	

reflections	 on	 the	 complexity	 and	 difficulty	 in	 the	 topics	 of	 organ	 donation	 and	 death	 are	

interesting:	

	

It’s	difficult	for	my	children	to	talk	about	[death]	and	of	course	that’s	because	all	of	

a	sudden	they	realise	 that	 I’m	also	going	 to	die	at	some	point,	and	mothers	are	

immortal,	right?	...	If	you	are	talking	about	it	[organ	donation],	then	you	are	also	

talking	 about	 your	 own	 death,	 and	 all	 of	 a	 sudden	 it	 becomes	 something	 you	

shouldn’t	talk	about.	At	what	dinner	party	can	you	bring	this	up?	I	can	feel	that	with	

my	children	and	my	husband	the	times	I’ve	tried	to	bring	it	up:	‘Do	we	need	to	talk	

about	this	now?	Can’t	we	just..	can’t	you	just	leave	it?	We	don’t	want	to	deal	with	

it’.	

(Mona,	63)	
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The	desire	to	avoid	and	ignore	death	and	the	death	of	loved	ones	is	what	Walter	(1991)	refers	to	

as	the	strong	taboo;	that	which	is	“prohibited,	forbidden,	by	custom	rather	than	by	law.	It	may	be	

something	 too	 terrible	even	 to	 think	of,	 its	 reality	denied”	(p.	296).	While	organ	donation	and	

death	for	most	donors	fall	within	the	category	of	the	weak	taboo,	the	findings	in	this	thesis	provide	

clear	 examples	 of	 the	 stronger	 taboo,	 which	 sometimes	 permeates	 the	 donors’	 social	

environment.	It	is	suggested	by	one	donor,	Petra,	59,	that	society	has	a	strange	view	on	death	and	

that	there	is	a	tendency	to	refuse	acknowledging	that	death	is	an	inherent	part	of	life.	This	denied	

or	ignored	fact,	that	we	all	will	die,	may	be	path-dependent:	

	

My	husband	came	from	Northern	Jutland	where	you	didn’t	talk	about	it	[death].	At	

all!	I	mean,	they	’passed’.	They	didn’t	die,	they	’passed’	…	and	that’s	the	end	of	that.	

I	 don’t	 think	 that	 a	 lot	 of	 them	 were	 organ	 donors	 (laughter)	 or	 even	 had	

considered	it.	No,	no.	I	think	it	has	a	lot	to	do	with	your	upbringing	and	where	you	

were	raised.	

(Mona,	63)	

	

Unlike	Mona	 herself,	 her	 husband	 had	 never	wanted	 to	 talk	 about	 his	 own	death	 or	 his	 own	

funeral.	This	despite	the	fact	that	he	was	a	soldier	in	the	Danish	Armed	Forces	with	the	task	of	

talking	to	the	families	who	lost	a	son	or	daughter	during	deployment.	Thus,	he	dealt	with	death	

and	funerals	regularly,	yet	he	did	not	want	to	discuss	or	plan	his	own	death.	However:	

		

Three	days	before	he	died,	he	says	to	me:	would	you	please	call	the	priest?	…	Then	

we	called	our	local	priest,	and	she	came	and	sat	down	on	the	side	of	the	bed	and	

together	we	planned	in	detail	how	he	would	like	his	funeral	to	be.	And	that	was	a	

surprise	for	the	priest,	she	said,	‘I	have	never	before	sat	down	with	a	terminally	ill	

man	to	plan	his	own	funeral’.	But	he	did,	and	we	found	peace.	

(Mona,	63)	

	

According	to	Walter	(1991),	all	conversations	are	governed	by	rules	and	for	any	conversational	

topic	there	is	a	proper	time	and	a	place.	For	Mona’s	husband,	the	right	time	was	a	couple	of	days	

before	he	died,	whereas	for	Mona	it	has	been	the	right	time	and	place	for	a	long	time.	Walter’s	

(1991)	thesis,	the	universal	taboo,	states	that	death	is	both	accepted	and	denied	by	society.	Death	

must	be	denied	in	order	for	the	society	to	go	on	with	normal	activities	and	routines,	while	it	at	the	

same	time	must	be	accepted	in	order	for	the	members	of	society	to	stay	in	touch	with	reality.	On	

an	individual	level,	Mona’s	husband	denied	his	own	death	up	until	the	end	while	accepting	it	as	
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part	of	his	profession.	The	implications	for	the	practice	are	not	straightforward.	The	value	of	this	

finding	lies	in	the	nuances	of	how	death	is	understood	by	different	members	of	society.	

	

Confronting	one’s	own	death	and	talking	about	it	with	one’s	family	may	not	be	as	easy	as	relating	

to	and	handling	death	at	societal	level.	This	may	explain	why	so	few	donors	actually	engage	in	a	

conversation	with	 their	 families	 about	 it.	 The	 priest’s	 reaction	 to	 her	 discussion	with	Mona’s	

husband	is	also	noticeable.	Despite	her	profession,	the	honest	and	open	conversation	regarding	

his	imminent	death	came	as	a	surprise.	This	supports	Walter’s	(1991)	claim	that	no	society’s	or	

individual’s	handling	of	death	is	simple	and	straightforward	because	humans	and	death	are	not	

simple	and	straightforward.	

	

4.9.3. Hidden,	not	Forbidden	
 
No	single	thesis	proposed	by	Walter	(1991)	can	adequately	explain	how	donors	relate	to	and	deal	

with	 organ	 donation	 and	 their	 own	 mortality.	 However,	 the	 thesis	 stating	 that	 death	 is	 not	

forbidden	only	hidden	may	provide	a	nuanced	understanding	of	why	donors	relate	to	death	the	

way	they	do.	The	thesis	states	that	death	has	become	a	rare	phenomenon	in	current	society	due	

to	 advances	 in	medicine,	which	 has	 led	 to	 reduced	 death	 rates.	 Furthermore,	 it	 is	most	 often	

elderly	people	who	die,	which	tends	to	be	easier	to	come	to	terms	with	for	the	family	left	behind.	

However,	as	death	in	old	age	becomes	the	norm,	the	more	unprepared	people	are	when	someone	

dies	before	that	age.	The	donor,	who	experienced	the	death	of	a	young	man	a	few	years	back,	says	

the	following	about	funerals	when	the	deceased	is	imagined	having	lived	a	full	life:	

	

Funerals	 are	not	 that	 great	but	 that’s	 the	way	 it	 is.	But	 again,	 it’s	 all	 about	our	

perspective.	What	if	 it’s	an	elderly	person	who	have	had	a	great	long	life?	Has	it	

[life]	lived	up	to	the	person’s	expectation	of	colour	and	joviality?	Instead	of	being	

sad,	let’s	get	together	and	talk	about	all	the	good	things	that’s	been.	

(Petra,	59)	

	

However,	when	she	talks	about	the	funeral	of	the	young	man	who	died	and	whose	organs	were	

donated,	the	experience	is	completely	different:	

	

I	don’t	think	that	anyone	thought	about	the	fact	that	his	organs	had	been	taken	out	

because	it	was	just	so	horrific	[the	situation	itself].	And	it	didn’t	matter	at	all	if	it	



	 	

	 95/121	

was	him	or	only	half	of	him	that	was	there	because	it	was	just	so	damn	unfair,	and	

no	one	could	understand	it	as	always	when	it’s	a	young	person.	

(Petra,	59)	

	

Apart	from	the	death	of	young	members	of	society,	which	are	considered	horrific	and	untimely,	

almost	 all	 deaths	 occur	 at	 hospitals	 and	 death	 has	 to	 a	 high	 degree	 become	 controlled	 and	

institutionalised,	 thus	 separated	 from	 the	 spheres	 of	 everyday	 life	 (Brinkmann,	2018;	Walter,	

1991).	Death	may	never	have	been	a	part	of	everyday	life	but	before	modern	medicine	and	public	

health	 became	widespread,	 death’s	 occurrence	 and	 people’s	 handling	 of	 it	 used	 to	 be	 a	more	

visible,	 tradition-bound	and	 acknowledged	as	 a	part	 of	 life	 (Brinkmann,	2018;	Walter,	 1991).	

Today,	most	people	are	not	death-denying,	 they	are	simply	 ignorant	about	death	and	have	no	

coping	mechanisms.	According	to	both	Brinkmann	(2018)	and	Walter	(1991),	there	are	no	longer	

any	social	and	communal	rituals	such	as	deathbed	funerals	and	visitations	or	elaborate	mourning	

rituals	to	help	people	come	to	terms	with	the	loss	of	a	loved	one.	All	this	combined	results	in	the	

fact	that	death	is	not	taboo	however,	individuals	lack	the	skills	required	to	deal	with	it	and	talk	

about	it.	

	

Jensen	(2011)	also	finds	that	the	deceased	organ	donor	and	the	donor’s	family	are	forgotten	and	

hidden	from	the	public	sphere	which	is	“organizationally	maintained	and	considered	culturally	

acceptable”	(p.	218).	The	reason	that	donors	and	donor’s	family	are	not	acknowledged	in	public	

stories	 about	 organ	donation	 is	 because	 the	 act	 of	 donating	 is	 too	 tremendous.	 Forgetting	 or	

hiding	their	sacrifice	from	the	public	is	done	in	order	to	protect	the	recipients,	so	they	do	not	live	

on	 feeling	 obliged	 to	 reciprocate	 the	 deed.	 The	 institutionalisation	 of	 the	 practice	 and	 the	

disappearance	of	death	as	part	of	the	public	sphere	may	create	the	belief	that	death	and	organ	

donation	are	topics	of	taboo,	when	in	fact	they	are	only	hidden,	not	forbidden.		

	

If	organ	donation	is	indeed	hidden,	not	forbidden,	it	can	to	some	degree	explain	why	many	donors	

make	the	decision	before	talking	to	their	families.	While	they	say	that	it	is	not	a	difficult	topic	to	

approach,	this	may	be	because	the	conversation	is	rarely	engaged	in	and	always	after	the	decision	

has	been	made.	Often,	 it	 is	not	even	a	conversation,	it	 is	merely	a	notice	to	the	family	that	the	

decision	has	been	made.	Donors	do	not	ignore	their	own	mortality	but	talking	about	it	in	depth	

prior	 to	 deciding	 means	 treading	 onto	 unfamiliar	 ground.	 If	 donors	 seek	 to	 engage	 in	 a	

conversation	and	not	just	a	notification,	it	may	also	explain	why	some	donors	acknowledge	that	

organ	donation	can	be	a	really	difficult	topic	to	discuss	because	it	is	full	of	emotional	complexities.	

And	lastly,	if	death	is	a	weak	taboo,	it	may	explain	why	some	donors	use	metaphors	such	as	the	
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spare	parts	metaphor	as	a	way	of	maintaining	a	certain	degree	of	distance	while	talking	about	

organ	donation.	
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5. 	Discussion	
Contrary	to	the	ABC	paradigm	that	currently	permeates	the	public	approach	to	organ	donation,	

social	practice	theory	does	not	offer	any	instant	solutions	or	simple	prescriptions	around	which	

political	initiatives	to	facilitate	change	can	be	build	(Shove	et	al.,	2012).	Instead,	the	value	of	social	

practice	theory	lies	in	framing	and	understanding	the	world,	people	and	behaviour	in	a	new	way,	

which	 in	 turn	 may	 help	 reveal	 more	 effective	 methods	 for	 changing	 people’s	 behaviour.	

Researching	organ	donation	as	a	social	practice	has	revealed	findings	that	support,	contradict	and	

expand	the	current	knowledge	on	organ	donation.	Some	of	these	findings	will	now	be	discussed	

using	 the	 theoretical	 framework	of	 social	 practice	 theory	 that	being	 the	 elements	of	material,	

meaning	and	competences	as	well	as	the	linkages	between	them.	The	purpose	is	to	highlight	what	

the	 findings	mean	 for	 the	practice	as	well	as	they	 implications	 for	 further	research	and	public	

policies	on	organ	donation.	

	

5.1. The	Body	and	Bodily	Perceptions	
 
The	main	material	in	the	practice	of	organ	donation	is	the	body	which	is	closely	connected	to	part	

of	the	meaning	element;	how	the	donors	perceive	their	bodies.	The	donors	think	of	their	bodies	

and	organs	as	abstract	goods,	which	means	that	they	employ	objectifying	language	in	terms	of	

metaphors	when	talking	about	organ	donation.	While	the	findings	in	this	thesis	support	already	

established	 ideas	about	 seeing	 the	body	 as	a	machine	 consisting	of	 spare	parts	 owned	by	 the	

donor,	 some	 of	 the	 donors	 also	 employ	 a	 recycling	metaphor.	 The	 idea	 of	 organ	 donation	 as	

recycling	of	resources	is	not	part	of	the	current	body	of	literature	on	perceptions	of	the	body	in	

organ	donation,	nor	 in	 the	 framing	of	 organ	donation	which	makes	 it	an	 intriguing	aspect	 for	

future	research.	If	additional	research	is	able	to	confirm	the	salience	of	a	recycling	metaphor,	it	

may	be	possible	for	policy	makers,	the	state	and	other	institutions,	hereafter	referred	to	as	other	

stakeholders,	 to	 orchestrate	 further	 contamination	 from	 the	 ‘green	 consciousness’,	 which	

according	to	Walter	(1991)	is	prevalent	in	modern	society.	This	is	especially	interesting,	since	one	

way	that	practices	develop	is	through	inspiration	from	other	practices	(Warde,	2005).	

	

Since	the	unit	of	analysis	in	this	thesis	is	the	social	practice	of	registered	organ	donors,	it	seems	

only	 logical	 that	 Belk	 (1990)	 and	 Schweda	 and	 Schicktanz’	 (2009)	metaphors	 of	 the	 body	 as	

extended	self	and	a	hierarchy	of	organs	are	mostly	absent.	Viewing	the	body	this	way	can	make	

organ	donation	difficult,	as	you	believe	that	parts	of	the	self	reside	within	the	organs.	Three	of	the	

donors	 do	 however	 employ	 the	 ideas	 behind	 these	 metaphors	 to	 some	 extent	 as	 they	 have	
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exempted	 certain	 organs	 from	 donation.	 This	 shows	 that	 despite	 perceiving	 some	 organs	 as	

important	 for	 one’s	 conception	 of	 self,	 it	 is	 still	 possible	 to	 take	part	 in	 the	 practice	 of	 organ	

donation.	This	finding	is	interesting	for	policy	makers	and	other	stakeholders	as	a	focus	on	the	

possibility	of	restricting	one’s	donation	may	help	get	more	people	to	join	the	practice,	if	they	share	

the	perception	that	some	organs	are	more	central	to	the	self.	

	

5.2. Relational	Work	
 
Because	organ	donation	is	not	a	practice	that	is	performed	on	a	continuous	and	repetitive	basis,	

and	because	the	actual	donation	does	not	take	place	until	the	donor	is	dead,	the	meaning	element	

is	 extremely	 critical	 for	 the	 practice.	 The	 meaning	 element	 is	 not	 only	 relevant	 for	 bodily	

perceptions,	it	also	encompasses	the	three	aspects	of	the	relational	work	that	takes	place	in	organ	

donation.	The	three	aspects	are	the	consideration	for	the	family,	the	imagined	relationship	with	

the	recipient	and	the	token	of	payment,	which	will	be	discussed	in	turn	now.	

 
5.2.1. Consideration	for	the	Family	

 
Consideration	for	the	family	plays	a	huge	role	in	the	practice.	The	decision	to	donate	is	often	made	

independently	of	the	family	but	based	on	the	notion	that	they	should	not	be	left	alone	with	the	

decision,	should	the	donor	end	up	brain	dead.	This	is	an	interesting	finding	as	it	highlights	two	

characteristics	 of	 the	 practice.	 The	 first	 is	 that	 the	 donors	 usually	make	 the	 decision	without	

consulting	 their	 family,	 which	means	 that	 targeting	 individuals	 to	make	 a	 decision	 is	 a	 good	

approach	to	getting	people	to	register.	This	is	supported	by	our	finding	that	organ	donation	and	

death	 tend	to	be	weak	 taboos	 in	 the	sense	 that	 they	are	hidden	but	not	 forbidden	topics.	The	

second	characteristic	is	that	making	up	one’s	own	mind	regarding	organ	donation	is	considered	a	

prerequisite	for	a	good	death.	

	

The	 consideration	 for	 the	 family	 is	 very	 dominant	 in	 the	 practice	 of	 organ	 donation,	 which	

suggests	 that	 policy	 makers	 and	 other	 stakeholders	 may	 frame	 registration	 as	 an	 act	 of	

consideration	for	one’s	family.	While	we	do	not	believe	that	organ	donation	should	be	a	hidden	

topic	or	that	people	should	refrain	from	talking	to	their	family	about	it,	certain	frames	have	the	

potential	to	deal	with	organ	donation	as	a	weak	taboo.	Framing	the	decision	to	register	as	the	

most	considerate	thing	to	do	for	your	family	can	potentially	encourage	people	who	feel	that	organ	

donation	is	either	a	strong	or	weak	taboo	to	register.	
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5.2.2. The	Relations	with	the	Recipients	
 
The	relationship	with	the	recipient	remains	a	figment	of	the	donor’s	imagination	since	learning	

about	the	recipient	in	the	deceased	organ	donation	is	impossible.	Neither	is	the	donor	able	to	get	

anything	in	return	for	the	donation	under	the	current	system,	except	for	those	imagined	traits	of	

the	 recipient	 and	 thoughts	 about	 how	 the	 recipient	 will	 use	 the	 organ.	 Understanding	 the	

relational	work	between	the	donor	and	recipients	highlights	several	elements	that	are	interesting	

for	this	discussion	on	how	our	findings	can	influence	the	way	organ	donation	is	approached	as	a	

topic	in	society.	

	

First	 of	 all,	 donors	 talk	 about	 helping	 others	 as	 opposed	 to	 saving	 others,	which	 is	 a	 case	 of	

deliberate	 ignorance.	 The	 findings	 of	 this	 paper	 suggest	 that	 donors	 employ	 this	 practice	 of	

ignorance	 to	 diminish	 the	 significance	 of	 the	 donation,	 thus	 making	 it	 easier	 for	 them	 to	

participate.	 It	 is	 the	 same	 reason	 that	 donors	 use	 objectifying	 language	 and	 mechanistic	

metaphors,	when	talking	about	their	organs.	It	would	be	quite	interesting	to	see	if	this	notion	is	

shared	by	people	who	are	positive	towards	organ	donation	yet	remain	unregistered,	whom	we	

call	unregistered	donors.	If	unregistered	donors	perceive	organ	donation	as	saving	others	instead	

of	helping	them,	it	would	highlight	a	clear	distinction	between	the	practices,	which	policy	makers	

and	 other	 stakeholders	 could	 seek	 to	 change	 and	 thereby	 recruit	 new	 carriers.	 This	 could	

potentially	be	done	by	framing	organ	donation	as	helping	others,	as	opposed	to	the	current	gift	of	

life	framing	and	perhaps	through	the	recycling	metaphor.	If	the	unregistered	donors	also	think	of	

organ	donation	as	merely	helping	others,	 then	other	parameters	should	be	used	 to	encourage	

registration.	Here	the	recycling	metaphor	may	also	be	applicable.	

	

Secondly,	the	notion	about	merely	helping	others	may	support	the	donors’	belief	that	they	will	

and	should	not	get	nothing	in	return	for	their	donation.	One	could	argue	that	the	more	significant	

an	action	is,	such	as	saving	another	human	being,	something	should	be	given	in	return.	This	would	

entail	an	element	of	 reciprocity	which	our	 findings	clearly	state	 is	not	 the	case,	as	 the	donors	

strongly	object	 to	 the	 idea	of	 being	 rewarded	and	getting	 something	 in	 return.	This	notion	 is	

important	for	policy	makers	and	other	stakeholders	to	keep	in	mind	when	trying	to	increase	the	

number	of	people	partaking	 in	 the	practice	of	organ	donation.	Any	attempt	 to	recruit	carriers	

should	be	done	without	alienating	those	already	participating,	which	this	thesis	has	shown	that	

financial	incentives	will.	
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Thirdly,	the	donors’	ideas	about	and	occasionally	preference	for	young	recipients	help	the	donors	

make	sense	of	the	donation.	Despite	the	fact	that	none	of	them	want	anything	in	return,	donating	

their	organs	 to	someone	who	can	use	 them	well	 for	many	years	gives	 them	a	 feeling	of	doing	

something	 good.	 The	 feeling	 of	 doing	 good	and	 the	 belief	 that	 their	 organs	will	 be	 used	well	

constitute	the	token	of	payment	in	the	exchange.	The	fact	that	donors	tend	to	believe	that	young	

recipients	are	favoured	above	elderly	recipients	is	highly	connected	with	part	of	the	competence	

element;	the	trust	in	the	system.	This	belief	does	however	not	hold	up	in	reality	as	most	recipients	

are	 elderly	 people.	 The	 idea	 about	 young	 recipients	 is	 most	 likely	 the	 result	 of	 many	 public	

campaigns	which	disproportionately	show	pictures	of	young	recipients	and	frame	organ	donation	

as	a	young	life	saved	(Hoeyer	et	al.,	2015).	As	a	consequence,	the	system	does	not	live	up	to	the	

donors’	normative	trust.	Whether	or	not	to	correct	this	perception	is	an	ethical	consideration	that	

we	 cannot	 provide	 an	 answer	 for	 here.	 Considerations	 must	 be	 made	 regarding	 what	 takes	

precedence;	the	needs	of	recipients	or	the	knowledge	and	perceptions	held	by	the	public.	We	do	

find	 it	 important	 to	 point	 out	 that	 unless	 a	 more	 nuanced	 image	 of	 the	 actual	 recipient	 is	

communicated	to	the	public,	the	trustworthiness	of	the	system	may	decrease	if	people	realise	that	

the	framing	of	the	young	recipient	does	not	mirror	reality.	

	

5.3. Type	of	Consent	
 
The	 above	 mentioned	 ethical	 consideration	 is	 not	 the	 only	 one	 currently	 present	 in	 organ	

donation.	 Another	 quite	 similar	 ethical	 consideration	 applies	 to	 the	 debate	 on	 what	 type	 of	

consent	the	organ	donation	system	in	Denmark	should	have.	Here	the	question	is	whether	the	

need	of	the	recipients	takes	precedence	over	bodily	autonomy	of	the	population.	This	question	is	

the	reason	why	the	Danish	Council	on	Ethics	has	discussed	presumed	consent	on	more	than	one	

occasion.	To	complicate	matters	further,	this	question	also	instigates	ethical	considerations	about	

who	owns	a	person’s	organs;	is	it	the	individual,	the	family	or	the	state?	While	our	findings	show	

that	it	is	the	individual	that	owns	the	organs	and	that	he	or	she	can	do	with	them	as	pleased,	we	

are	unable	 to	provide	a	clear-cut	answer	 in	 terms	of	 the	preferred	 type	of	consent	among	the	

donors.	None	of	the	donors	are	in	favour	of	maintaining	informed	consent,	so	the	general	notion	

within	the	practice	is	that	the	system	should	be	changed.	

	

The	majority	of	donors	are	in	favour	of	presumed	consent,	while	mandated	choice	is	preferred	by	

a	couple.	This	 is	another	 incident	 in	which	 it	would	be	relevant	 to	compare	our	 findings	with	

similar	research	on	unregistered	donors	 to	see	 if	they	share	 the	same	notions,	or	 if	presumed	

consent	or	mandated	choice	would	deter	them	from	joining	the	practice.	The	reason	why	this	is	
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relevant	is,	yet	again,	because	the	long-term	aim	is	to	increase	the	number	of	registrations.	While	

the	current	donors	are	in	favour	of	changing	the	type	of	consent	required	for	organ	donation,	it	

may	deter	those	unregistered	if	they	disagree.	Mandated	choice	may	also	deter	some	unregistered	

donors	 if	they	are	uncomfortable	being	 forced	 to	make	a	decision.	 If	you	are	hesitant	 towards	

something,	and	you	are	forced	to	make	a	choice,	it	is	highly	likely	that	you	will	choose	the	option	

that	appears	to	have	the	least	consequences	for	yourself	and	those	close	to	you.	In	this	case,	 it	

would	most	likely	be	a	no	to	becoming	an	organ	donor.	

	

5.4. Trust	&	Knowledge	
 
The	entire	system	surrounding	organ	donation,	 from	the	 type	of	consent	and	allocation	of	 the	

organs	to	the	actual	procedure,	 is	also	part	of	the	material	of	the	practice.	While	this	system	is	

necessary	 for	making	 organ	 donation	 possible,	 knowledge	 about	 it	 is	 scarcely	 present	 in	 the	

competence	element	of	the	practice.	In	fact,	donors	prefer	to	remain	ignorant	about	the	system,	

which	they	trust	conducts	itself	in	an	ethical	manner.	As	already	discussed,	the	normative	trust	

donors	have	 in	 terms	of	 young	 recipients	does	not	hold	 true	 in	 reality.	The	donors	 also	have	

normative	trust	that	the	system	will	honour	their	wishes	regarding	whether	or	not	the	donation	

is	contingent	upon	the	family’s	acceptance.	While	medical	staff	has	statutory	authority	to	follow	a	

donor’s	registration	despite	objections	from	the	family,	it	is	common	practice	to	follow	the	wishes	

of	the	family.	This	represents	yet	another	ethical	dilemma	concerning	whose	wishes	to	honour;	

the	bodily	autonomy	of	the	donor	or	the	feelings	of	the	family	left	behind.	The	fact	that	the	family	

is	always	approached	may	cause	a	loss	of	legitimacy	in	the	practice,	as	it	renders	some	donors’	

decision	 to	make	 their	 donation	 non-contingent	 on	 the	 family’s	 acceptance	 superfluous.	 This	

represents	a	paradox	given	that	these	donors	have	made	precisely	that	registration	in	order	to	

prevent	their	 family	 from	having	 to	answer	the	question	of	donation	should	 the	donor	end	up	

brain	dead.	

 

5.5. Expanding	the	Application	of	Social	Practice	Theory	
 
Social	practice	theory	is	a	broad	framework,	which	has	been	helpful	in	expanding	its	application	

to	a	practice	that	is	a	one-time	exchange,	which	furthermore	does	not	take	place	until	after	the	

donor	is	dead.	The	three	elements	of	material,	meaning	and	competence	proved	us	solid	guides	in	

terms	of	what	could	be	relevant	to	inquire	about	without	restricting	us	in	what	we	would	see	as	

relevant	for	the	practice.	The	importance	of	the	linkages	between	the	elements	also	proved	very	

beneficial	for	studying	organ	donation	as	a	social	practice.	For	example,	while	the	body	and	the	

organs	are	crucial	materials	in	organ	donation,	we	found	that	the	meanings	attached	were	more	
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essential	for	understanding	the	practice.	It	was	also	this	link	that	highlighted	the	contamination	

from	the	practice	of	recycling	which	has	the	potential	for	changing	and	developing	the	practice.	

	

The	fact	that	the	donation	is	a	one-time	event	that	does	not	take	place	until	after	the	donor	is	dead	

did	not	pose	any	major	challenges	in	the	application	of	social	practice	theory.	It	did	however	most	

likely	have	the	implication	that	we	needed	to	dig	deeper	in	the	interviews	compared	to	traditional	

research	on	practices	such	as	driving	(Warde,	2005)	or	tobacco	smoking	(Blue	et	al.,	2016).	This	

need	for	digging	deep	became	even	more	critical	as	we	learned	that	organ	donation	and	death	are	

weak	 taboos,	which	means	 that	 the	participants	 rarely	have	discussed	or	 even	 thought	 about	

organ	donation	since	the	time	they	were	prompted	to	decide	either	by	a	pamphlet	or	something	

in	the	media.	

	

Based	on	the	findings	in	this	thesis	and	the	discussion	above,	we	see	no	reason	to	assume	that	the	

expansion	of	the	application	of	social	practice	theory	was	anything	but	a	success.	One	could	even	

argue	that	social	practice	theory	could	be	applied	to	any	action	or	practice,	since	everything	we	

do	is	social	to	some	extent	and	requires	material,	meaning	and	competences	in	some	sense.	Based	

on	the	research	conducted	for	this	thesis,	we	suggest	that	social	practice	theory	has	the	potential	

to	contribute	with	important	insights	in	areas	such	as	egg	donation,	surrogacy	and	blood	donation.	

Understanding	 blood	 donation	 as	 a	 social	 practice	 may	 provide	 helpful	 insights	 in	 order	 to	

improve	a	much-needed	steady	supply	of	blood.	

	
5.6. Limitations	&	Suggestions	for	Further	Research	

 
While	most	of	the	limitations	of	this	thesis	have	been	dealt	with	in	the	chapter	on	methodology,	

some	of	 them	are	worth	 revisiting	here.	The	 reason	 for	 this	 is	 that	 they	 constitute	 important	

suggestions	for	further	research	to	be	conducted	in	continuation	of,	as	well	as	complementary	to,	

this	thesis.	Most	important	is	the	limitation	that	this	thesis	is	merely	a	pilot	study	and	while	our	

findings	are	interesting,	they	are	limited	in	the	sense	that	only	11	registered	organ	donors	have	

been	interviewed.	Therefore,	our	first	suggestion	for	further	research	is	to	conduct	a	similar	study	

on	a	larger	scale	while	attempting	to	be	representative	on	the	attributes	that	have	been	impossible	

to	meet	in	this	thesis,	which	are	ethnicity,	religion	and	geography.	

	

A	second	suggestion	 for	 further	research	 is	 to	 investigate	 the	practice	of	unregistered	donors,	

which	 has	 been	mentioned	 several	 times	 in	 this	 discussion.	 This	 group	 of	 people	 amounts	 to	

approximately	60	per	 cent	 of	 the	Danish	population.	Their	practice	of	 being	unregistered	 can	
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provide	knowledge	that	held	up	against	our	findings	may	provide	a	more	nuanced	understanding	

of	 organ	 donation.	 This	 could	 help	 highlight	 when	 and	 where	 policy	 makers	 and	 other	

stakeholders	 could	make	 an	 effort	 to	 get	 people	 to	 register,	 which	 would	 help	 achieve	more	

registrations	 in	the	Danish	Donor	Registry.	Thus,	 less	 families	would	be	 left	with	 the	stressful	

decision	of	organ	donation.	

	

A	third	suggestion	is	that	the	application	of	social	practice	theory	on	organ	donation	should	be	

extended	to	 include	 the	other	participants	 in	 the	exchange,	meaning	 the	recipients,	 families	of	

donors	 and	 the	 medical	 staff.	 Looking	 at	 both	 sides	 of	 the	 exchange	 could	 provide	 further	

knowledge	of	the	elements	of	the	practice	and	their	linkages	the	same	way	this	thesis	has	from	

the	 donors’	 point	 of	 view.	 This	 could	 provide	 valuable	 information	 not	 only	 on	 their	 specific	

practices	 but	 on	 the	 practice	 of	 organ	 donation	 as	 a	 whole.	 While	 more	 nuances	 increase	

complexity,	it	would	also	highlight	commonalities	and	variations	which	policy	makers	and	other	

stakeholders	can	take	into	consideration,	when	framing	campaigns	and	policies.	Considering	all	

parties	of	the	exchange	is	important	in	order	to	avoid	alienating	anyone	from	the	practice,	thus	

causing	a	loss	of	legitimacy.	

	

While	all	the	above-mentioned	suggestions	for	further	research	is	about	extending	social	practice	

theory	 to	other	practices	within	organ	donation,	we	have	 also	 come	across	 topics	within	 this	

practice	that	are	worth	researching	further.	As	stated	in	the	discussion	above,	one	such	topic	is	

the	 idea	of	 framing	organ	donation	as	recycling.	This	should	be	researched	 further	 in	order	 to	

determine	its	potential	as	public	framing.	Another	topic	that	should	be	researched	further	is	the	

contested	area	of	presumed	consent	in	organ	donation.	Further	research	on	the	topic,	in	general	

and	among	unregistered	donors,	will	help	determine	if	and	how	it	should	be	implemented.	A	third	

topic	of	further	research	is	that	of	a	priority	programme	and	preferential	status.	While	the	donors	

mostly	reject	it,	its	potential	is	still	worth	exploring	especially	among	unregistered	donors.	
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6. 	Conclusion	
The	motivation	for	becoming	an	organ	donor	is	to	help	others.	Unlike	the	public	framing	of	organ	

donation	as	a	gift	of	life,	donors	tend	not	to	phrase	it	as	saving	someone.	Instead	they	talk	about	

helping	others,	which	is	an	abstraction	and	part	of	a	practice	of	deliberate	ignorance	within	the	

practice	of	organ	donation.	Organ	donation	is	however	still	an	altruistic	act	that	passes	on	what	

the	donors	no	longer	need	to	someone	who	can	use	it,	and	the	donors	accept	a	good	feeling	in	

return	 as	 token	of	payment	 for	 their	donation.	Another	 token	of	payment	 is	 their	 ideas	about	

young	and	worthy	recipients,	which	let	them	believe	that	their	organs	will	be	used	for	a	long	time	

in	a	good	manner.	

	

The	above-mentioned	part	of	the	practice	of	deliberate	ignorance	relates	to	how	the	donors	talk	

about	organ	donation.	Another	part	relates	to	knowledge	about	the	system.	The	donors	have	little	

knowledge	about	most	aspects	of	the	practice.	The	majority	of	them	do	not	want,	nor	need	any	

more	information,	as	they	perceive	the	system	as	trustworthy.	Thus,	trust	is	the	main	competence	

in	organ	donation	instead	of	knowledge	which	can	be	avoided	or	ignored.	Therefore,	the	typical	

assumption	that	education	and	information	will	increase	the	number	of	organ	donors	does	not	

necessarily	hold	true.	

	

The	practice	of	organ	donation	is	made	possible	by	a	general	understanding	that	organs	are	not	

part	of	a	person’s	extended	self.	None	of	 the	donors	believe	 that	parts	of	 them	reside	 in	 their	

organs,	which	supports	their	decision	to	donate.	One	donor	is	however	unsure	about	this	notion	

in	 relation	 to	her	head	which	 she	has	 exempted	 from	donation.	Other	donors	have	 exempted	

organs	such	as	eyes	and	skin	because	they	are	important	to	the	donors’	sense	of	self	in	terms	of	

religion	and	consideration	for	the	family.	Therefore,	it	is	possible	to	participate	in	the	practice	of	

organ	donation	despite	seeing	some	organs	as	part	of	your	extended	self,	which	holds	potential	

for	future	framing.	Instead	of	seeing	their	organs	as	part	of	the	self,	donors	see	their	bodies	as	

machines	and	the	organs	as	spare	parts.	Some	donors	also	compare	organ	donation	to	recycling,	

which	suggests	an	interesting	contamination	from	that	practice.	This	is	a	topic	for	further	research	

as	 it	 may	 hold	 potential	 for	 future	 development	 in	 the	 practice	 of	 organ	 donation.	 These	

metaphors	of	spare	parts	and	recycling	are	examples	of	objectifying	language	that	minimises	the	

symbolic	and	emotional	dimensions	of	organ	donation,	which	make	it	easier	for	donors	to	engage	

in	the	practice.	
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Despite	this	objectifying	language	that	portrays	organs	as	spare	parts,	reciprocity	in	the	form	of	

financial	incentives	has	no	place	in	the	practice.	The	donors	strongly	reject	the	idea	of	financial	

incentives	based	on	a	fear	of	bodily	commodification,	which	they	believe	will	lead	to	exploitation.	

Thus,	the	donors	erect	boundaries	between	the	practice	and	financial	incentives	by	viewing	the	

two	 as	 hostile	 worlds.	 The	 understanding	 among	 the	 donors	 is	 that	 financial	 incentives	 are	

incompatible	with	the	altruistic	values	that	guide	them,	thus	the	practice	would	lose	its	legitimacy	

and	some	carriers	would	leave.	

	

While	helping	others	is	the	primary	motivation	for	joining	the	practice,	it	becomes	just	as	much	

about	consideration	for	the	social	ties	with	the	family.	Consideration	for	the	family	is	a	general	

trait	in	the	practice	which	is	performed	in	many	varieties.	One	donor	has	exempted	organs	from	

donation	for	the	sake	of	his	family,	but	the	most	important	variety	is	whether	the	donation	is	made	

contingent	on	the	family’s	acceptance	or	not.	Some	donors	find	it	most	considerate	to	leave	the	

family	with	the	final	say,	while	others	believe	that	it	is	better	to	decide	for	yourself.	Either	way,	

the	donors’	decision	is	guided	by	a	desire	to	protect	the	family	in	a	time	of	crisis	and	minimise	

their	 sacrifice.	 All	 donors	 furthermore	 agree	 that	 making	 a	 decision	 on	 organ	 donation	 is	 a	

prerequisite	for	a	good	death.	Framing	organ	donation	registration	as	an	act	of	consideration	for	

the	family	thus	holds	potential	for	policy	makers.	

	

The	consideration	for	the	family	is	most	often	taken	without	actually	talking	to	the	family,	and	

generally,	organ	donation	is	not	a	topic	that	is	discussed	with	neither	friends	nor	family.	Nor	is	it	

something	donors	think	about	after	they	have	registered.	While	donors	say	that	it	is	not	a	difficult	

topic	to	talk	about,	it	is	nonetheless	hidden,	thus	making	it	a	weak	taboo.	Some	donors	experience	

organ	donation	as	a	strong	taboo	 in	conversations	with	people	outside	 the	practice,	especially	

children	and	significant	others.	The	reason	for	this	is	that	you	cannot	talk	about	organ	donation	

without	talking	about	your	own	death.	

	

An	 inherent	trait	 in	the	practice	 is	 that	organ	donation	should	be	voluntary;	no	one	should	be	

pressured	into	donating	their	organs.	Everyone	should	however	decide,	and	it	does	not	matter	if	

you	donate	your	organs	or	not.	One	donor	considers	being	an	organ	donor	a	civic	duty.	He	is	also	

in	 favour	 of	 introducing	 preferential	 status,	 which	 other	 donors	 flatly	 reject.	 A	 common	

understanding	within	the	practice	is	that	registration	is	influenced	by	the	status	quo	bias,	meaning	

donors	believe	that	people	want	to	become	organ	donors	but	do	not	get	around	to	registering.	

Therefore,	the	majority	of	donors	are	in	favour	of	presumed	consent.	Two	donors	are	however	

concerned	about	maintaining	autonomy,	which	makes	them	prefer	mandated	choice.	
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As	shown	in	this	conclusion,	researching	organ	donation	as	a	social	practice	has	revealed	many	

aspects	and	nuances.	Among	these	are	the	considerations	made	by	the	carriers,	the	meanings	they	

infer	 into	 the	 practice	 and	 the	 competences	 required	 to	 do	 so.	 Distinctions	 and	 similarities	

between	the	findings	and	current	research	have	furthermore	been	identified	in	the	thesis,	thus	

the	aim	of	contributing	to	a	more	nuanced	understanding	of	organ	donation	has	been	achieved.	
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Appendix	A:	Interview	Guide	
Introduktion	
Mit	navn	er	X	-	og	jeg	er	studerende	ved	Copenhagen	Business	School	og	er	i	gang	med	at	skrive	

et	speciale	om	organdonation	i	Danmark.	

Vi	undersøger	organdonation	i	Danmark	og	hvordan	folk	forholder	sig	til	organdonation.	Jeg	vil	

ikke	sige	mere	om	dette	nu,	men	hvis	du	har	nogle	spørgsmål	efterfølgende,	vil	jeg	meget	gerne	

uddybe	nærmere.	

	

Inden	vi	går	i	gang,	vil	jeg	sige,	at	der	ikke	er	nogle	rigtige	eller	forkerte	svar.	Jeg	er	bare	

interesseret	i	at	høre,	hvordan	du	forholder	dig	til	emnet.	

Jeg	vil	gerne	have	lov	til	at	optage	interviewet,	så	jeg	efterfølgende	kan	transskribere	det.	Hvis	

du	er	interesseret,	må	du	gerne	høre	det	og	læse	analysen,	når	vi	er	færdige	med	opgaven	for	at	

sikre	dig,	at	det	du	siger	ikke	er	blevet	misforstået	eller	fejlfortolket.	

Alt	hvad	du	siger	er	selvfølgelig	anonymt.	Vi	giver	dig	et	pseudonym	i	opgaven.		

Som	udgangspunkt	kommer	vores	vejleder	og	censor	til	at	læse	opgaven,	men	den	bliver	også	

gjort	tilgængelig	i	CBS’	database	over	specialer.	

Har	du	stadig	lyst	til	at	deltage?	Hvis	du	på	noget	tidspunkt	i	løbet	af	samtalen	ikke	har	lyst	til	at	

fortsætte,	så	sig	til,	så	stopper	jeg	optagelsen	og	interviewet	

	

Har	du	nogen	spørgsmål,	inden	vi	går	i	gang?	

	

Interviewperson	
• Køn:	spørg	ikke,	men	noter	selv	ned		

• Alder?	

• Hvad	laver	du	til	dagligt?	

• Vil	du	betegne	dig	selv	som	religiøs?	

• Hvor	længe	har	du	været	organdonor?	

• Kan	du	fortælle	mig	om	dengang,	du	besluttede	dig	for	at	registrere	dig	som	organdonor?	

o Hvornår?	

o Hvorfor?	

o Hvordan?	

• Kender	du	nogen,	som	har	doneret	eller	modtaget	et	organ?	

o Hvis	ja,	kan	du	fortælle	mig	om	det?	

• Er	du	bloddonor?	
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• Er	du	sæddonor?	/	ægdonor?		

• Kunne	du	forestille	dig	at	blive	det?	Hvorfor	/	hvorfor	ikke?	

• Har	du	et	testamente	eller	har	du	gjort	dig	nogle	tanker	om,	hvordan	du	gerne	vil	herfra?	

	

Kommentar:	

Det	ovenstående	spørgsmål	blev	tilføjet	efter	det	fjerde	interview,	hvori	respondenten	

fortalte,	at	hun	havde	oprettet	et	testamente.	Vi	inkluderede	det	for	at	undersøge,	

hvorvidt	dette	var	en	gængs	praksis	blandt	organdonorer.	

	

Registrering	
• Hvilke	tanker	gjorde	du	dig	inden	du	registrerede	dig?	

• Hvordan	registrerede	du	din	holdning?	

• Hvordan	har	du	det	med	måderne,	man	kan	registrere	sig	på	i	Danmark?	

(online,	dialog	med	familien,	donorkort)	

• Hvilken	form	for	tilladelse	har	du	givet?	

(fuld	/	begrænset	/	ved	ikke	/	nej)		

o Hvorfor	denne	tilladelse?	

• Snakkede	du	med	din	familie,	venner,	netværk	inden	du	registrerede	dig?	

• Har	du	efterfølgende	snakkede	med	din	familie	og	venner	om	organdonation	og	din	

beslutning?	Hvordan	det	kunne	påvirke	dem?	

o Hvorfor	/	hvorfor	ikke?	

• Har	du	på	noget	tidspunkt	lavet	ændringer	ift.	tilladelse?	

• Er	det	noget,	som	kunne	få	dig	til	at	genoverveje	organdonation?	

o Hvis	ja,	hvad?	

o Hvis	ja,	hvorfor?	

• Er	organdonation	et	svært	emne	at	snakke	om?	

	

Framing	
• Hvis	du	skulle	beskrive	organdonation	for	nogen	som	ikke	ved,	hvad	det	er,	hvordan	vil	

du	så	beskrive	det?	

• Hvad	er	dit	indtryk	af	måden	organdonation	bliver	italesat	på?	

	

Medier	
	

• Har	du	set	nogle	kampagner	for	eller	mediedækning	af	organdonation?		
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o Hvis	ja,	var	det	før	eller	efter	du	blev	organdonor?		

o Hvis	ja,	hvad	synes	du	om	mediernes	dækning	af	organdonation?	

• Var	det	i	forbindelse	med	en	kampagne	eller	mediedækning,	at	du	registrerede	din	

holdning?	

• Møder	du	organdonation	på	de	sociale	medier?	

• Hvordan	vil	du	have	det,	hvis	den	virksomhed	du	arbejder	for	aktivt	gik	ind	og	opfordrer	

medarbejderne	til	at	lade	sig	registrere	i	organdonorregisteret?	

[forklar	’Giv	Livet	Videre	Stafetten’,	http://www.givlivetvidere.dk/stafetten/]	

• [Vis	dem	kampagneplakaten,	vedlagt	nederst	i	interviewguiden,	for	’Giv	Livet	Videre’	og	

forklar	kort,	at	det	var	en	del	af	en	kampagne,	som	skulle	få	folk	til	at	tage	stilling	ved	at	

opfordre	folk	til	at	registrere	sig	og	efterfølgende	tegne	et	ar	på	kroppen	og	ligge	det	op	

på	de	sociale	medier]	

o Kunne	du	finde	på	at	deltage?	

	

Organdonationssystemet	i	Danmark	
• Hvad	ved	du	om	organtransplantationssystemet	og	hvordan	det	virker?	

• Hvad	ved	du	om	selve	transplantationen	og	hvordan	den	foregår?	

• Har	du	tillid	til	systemet?	

• Hvordan	vil	du	have	det	med	at	indføre	finansielle	incitamenter	i	forbindelse	med	

organdonation?	

• Hvad	med	finansielt	tilskud	til	begravelsesomkostninger?		

	

Kommentar:	

I	de	to	første	interviews,	Mike,	23,	og	David,	67,	var	de	to	ovenstående	spørgsmål	slået	

samme	til	ét.	For	at	få	respondenternes	umiddelbare	reaktion	på	indførslen	af	finansielle	

incitamenter	valgte	vi	dog	efterfølgende	at	dele	spørgsmålet	op	i	to	separate.	

	

Forskellige	tilgange	til	samtykke	
• Kender	du	til	debatten	om	formodet	og	informeret	samtykke	i	forbindelse	med	

organdonation?		

o Hvis	ikke	forklar	så	kort	og	præcist,	hvad	det	vil	sige:	

Informeret	samtykke	-	her	skal	enten	den	afdøde	selv	eller	dennes	pårørende	

have	givet	informeret	samtykke	til	donation,	før	man	kan	benytte	organerne	til	

transplantation.		
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o Ved	formodet	samtykke	betragtes	man	derimod	automatisk	som	donor,	hvis	man	

ikke	aktivt	har	meldt	sig	fra.	

o Hvis	ja,	synes	du,	at	vi	skal	beholde	informeret	samtykke	eller	ændre	det	til	

formodet	samtykke?		

§ Hvorfor	/	hvorfor	ikke?		

• Synes	du,	at	det	skulle	være	obligatorisk	at	tage	stilling	og/eller	registrere	sin	holdning	

til	organdonation?	

• Hvad	synes	du	om,	at	nogen	fravælger	at	være	organdonorer?	

	

Viden	
• Føler	du	dig	vel-informeret	om	organdonation?	

• Hvor	stammer	din	viden	om	organdonation	fra?	

• Har	du	mere	viden	om	emnet	i	dag,	end	du	havde,	da	du	registrede	dig?		

• Er	det	noget	information,	som	du	ikke	har,	men	gerne	vil	have?	

	

Døden	
• Kender	du	kriterierne	for,	hvornår	ens	organer	kan	doneres?	

“I	Danmark	har	vi	to	dødskriterier:	Hjertedød	og	hjernedød.	Langt	de	fleste	mennesker	

hjertedør.	Her	holder	hjertet	holder	op	med	at	slå,	og	vejrtrækningen	standser.	Kun	i	de	

tilfælde,	hvor	hjernen	dør	først,	kan	organdonation	blive	en	mulighed”	

• Har	du	på	noget	tidspunkt	overvejet,	at	du	ikke	vil	‘se	død	ud’,	hvis	dine	organer	skal	

doneres?	(fordi	du	stadig	trækker	vejret	ved	hjælp	af	en	respirator)		

• Hvis	du	var	i	den	situation	at	skulle	beslutte,	hvorvidt	et	familiemedlems	organer	skulle	

doneres,	uden	at	kende	til	vedkommendes	holdning,	hvordan	tror	du,	at	du	ville	handle	

og	hvorfor?	

	

Betydninger	
• Hvad	betyder	det	for	dig	at	være	organdonor?	

• Hvilke	værdier	tillægger	du	organdonation?		

• For	hvis	skyld	blev	du	organdonor?	

• Får	du	noget	igen,	ved	at	være	organdonor?	

	

Kommentar:		

I	to	interviews	blev	ovenstående	spørgsmål	skiftet	ud	med	spørgsmålet:	”Hvad	giver	det	

dig	at	være	organdonor?”.	Dette	blev	gjort	i	interviewet	med	Lucas,	67,	og	Magnus,	27,	da	
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intervieweren	vurderede,	at	denne	formulering	passede	bedre	ind	i	samtalen	end	det	

originale.	

	

• Vil	du	selv	modtage	et	organ,	hvis	det	skulle	blive	nødvendigt?	Og	hvordan	vil	du	have	

det	med	det?		

	

Kroppen	
• Tror	du	på	et	liv	efter	døden?	

• Er	der	nogle	organer,	som	du	har	sværere	ved	at	skulle	donere	end	andre?	Hvorfor?	

• Tænker	du	over,	at	dine	organer	vil	leve	videre	i	andre?	Hvordan	har	du	det	med	det?		

	

Modtagerne	
• Hvem	donerer	du	dine	organer	til?	

• Tænker	du	over,	hvem	der	vil	modtage	dine	organer?		

• Hvis	du	kunne,	ville	du	så	gerne	vide,	hvem	der	modtager	dine	organer?		

• Er	der	nogle,	der	har	mere	ret	til	at	modtage	organer	end	andre?		

o Hvem?	

• Er	det	okay	at	modtage	et	organ,	hvis	du	ikke	selv	er	organdonor?	

o Hvorfor/hvorfor	ikke?	

• Er	der	noget,	som	du	helst	ikke	vil	vide	noget	om?	Det	kunne	både	være	i	forbindelse	

med	proceduren	omkring	organtransplantationen,	udvælgelse	af	modtagerne,	og	

hvordan	det	er	gået	dem	sidenhen?	

• Hvad	er	dit	indtryk	af	tilgængeligheden	af	organer	til	transplantation	her	i	Danmark?	

	

Kommentar:	

I	de	første	to	interviews,	Mike,	23,	og	David,	67,	stod	det	sidste	spørgsmål	i	starten	af	

interviewguiden,	men	det	blev	besluttet	først	at	stille	dette	spørgsmål	til	sidst	i	

interviewet	for	at	undgå	at	præge	respondenternes	svar	samt	opfattelse	af	situationen.		
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Kampagneplakat	for	’Giv	Livet	Videre’-kampagnen,	som	blev	brugt	som	en	del	af	
interviewguiden.	
 

 


