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Abstract
Aim: To describe intensive care nurses' conceptions of participating during the dona-
tion after circulatory death (DCD) process in intensive care units in Sweden.
Design: A qualitative design with a phenomenographic approach.
Methods: In total, 12 semi-structured interviews were conducted in April 2022 with 
intensive care nurses from three hospitals. Data were analysed using a phenomeno-
graphic approach.
Results: Conceptions of participating during the DCD process varied. Four main 
themes emerged: DCD as a system; Intensive care nurses' role in the situation; Life to 
death to life; The essence of DCD. Variations emerged regarding what the informants 
talked about and how they talked about the what. Variations were based on inform-
ants' perspective of their role in relation to the structure and the team, and their 
conceptions of care for patients and their relatives.
Conclusion: The findings illustrated success factors and challenges. Knowledge, ex-
perience, distinct structure, and relationship with relatives, among other factors, 
were described as success factors, while a lack of experience, difficulty in prognosing 
death, and organisational obstacles emerged as challenges. Furthermore, the findings 
showed that intensive care nurses play an important role in optimising the outcome 
of the DCD process. Their work related to DCD was conceived as being meaningful to 
fulfil more peoples' wishes to donate organs.
Impact: People on the waiting list for organ transplantation are dying due to a short-
age of organs. The implementation of DCD, as a complement to Donation after Brain 
Death (DBD), contributed to an increase in the number of organ donors, and intensive 
care nurses play an important role during the DCD process. Previous research mani-
fests the complexity concerning their role. There is a lack of nursing research regard-
ing intensive care nurses' conceptions of what it means to participate in the DCD 
process, which emphasises the significance of this study.
Reporting Method: This study is reported using consolidated criteria for reporting 
qualitative research (SRQR).
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1  |  INTRODUC TION

Intensive care nurses' work comprises managing complex life and 
death situations. Among other things, nurses are responsible for 
promoting organ donation, including the identification and care of 
potential organ donors and their relatives. Organ transplantation is 
a life-saving treatment for critically ill patients but, due to a short-
age of organs globally, people are dying while on the waiting list 
(Lomero et al., 2020). Depending on the circumstances around a do-
nor's death, organ donation is possible through donation after brain 
death (DBD) or donation after circulatory death (DCD). Throughout 
the recent decades, DCD has been implemented globally, which has 
increased the amount of organ donors and thereby enabled to fulfil 
more patients' wishes to donate their organs (International Data on 
Organ Donation and Transplantation Activity and Waiting List, 2021; 
Lomero et al., 2020). The implementation of DCD in Swedish inten-
sive care units (ICUs) started in 2019 (Swedish Council of Organs, 
Tissues, Cells and Blood, 2020). In order to ensure a safe implemen-
tation and practice of DCD, more knowledge is needed regarding all 
aspects of the DCD process (Manara et al., 2012). This statement 
emphasises the importance of this study and the need for further 
implementation of DCD both nationally and internationally.

2  |  BACKGROUND

According to Swedish law, a person is declared dead once all func-
tions of the brain have totally and irreversibly ceased, after which 
organ donation is possible within the set criteria for organ donation 
(SFS, 1987:269), through DBD or DCD (National Board of Health and 
Welfare, 2020).

There are two main principles of DCD: uncontrolled (category I 
and II) and controlled (category III and IV). DCD category III is when 
the donation occurs after the planned withdrawal of life-sustaining 
treatment (WLST) in an ICU and is the one practiced in Sweden 
(Swedish Council of Organs, Tissues, Cells and Blood, 2020).

The investigation of a possible implementation of DCD in 
Sweden started in 2016 and resulted in a pilot project between 2018 
and 2019, including local interprofessional DCD teams. Since 2020, 
the ICU departments have educated healthcare personnel (HCP) to 
enable further nationwide implementation of DCD (Swedish Council 
of Organs, Tissues, Cells and Blood, 2020).

Throughout recent decades, there has been a positive trend re-
garding the number of actual DCD donors, yet the number of DBD 
processes has remained at a constant level (Lomero et al., 2020). A 
similar trend has been reported in Sweden the past years but, due to 

a shortage of organs, two persons per week die while on the waiting 
list (Scandia Transplant, 2021).

The complex work of intensive care nurses is even more com-
plicated on the matter of organ donation; intensive care nurses play 
an active role during the organ donation process, by caring for both 
the potential donor and their relatives (Milross et al., 2021). During 
the DCD process, palliative care is performed simultaneously with 
organ-preserving treatment (OPT), which is in contrast to DBD, 
where OPT is performed post-mortem (National Board of Health 
and Welfare, 2020). Thus, intensive care nurses carry a responsibil-
ity to promote patient well-being and reduce suffering at the same 
time as performing high-qualitative OPT, which, in practice, can 
mean intensified medical care.

2.1  |  Theoretical framework

A patient's death in the ICU can be conceived not only as a failure 
but also as meaningful for both HCP and relatives in those cases 
where DBD or DCD is possible (Forsberg et  al.,  2014; Walker & 
Sque, 2019). Research shows that intensive care nurses experience 
ethical stress during the transition from caring for the patient to car-
ing for the patient's organs for potential organ donations (Manara 
et al., 2012; Milross et al., 2020; Simonsson et al., 2020). Yet, ethical 
stress is believed to be reduced by actively changing focus to per-
form OPT in favour of potential recipients and to fulfil the patient's 
wish to donate organs (Citerio et al., 2016; Milross et al., 2020).

Knowledge, previous experience, functional multi-professional 
teamwork, and education are factors described by intensive care 
nurses as promoting a positive experience during DBD and DCD 
(Dopson & Long-Sutehall,  2019; Simonsson et  al.,  2020). Other 
supporting factors are the presence of detailed guidelines, a sup-
portive organisation, leadership, colleagues, and debriefing (Milross 
et al., 2020; Simonsson et al., 2020). Similarly, intensive care nurses' 
attitudes may affect the outcome of OPT, where a positive attitude 
may contribute to feeling more comfortable and secure with the 
organ donation process, including informing and caring for the rela-
tives (Forsberg et al., 2015; Rodrigue et al., 2018).

Intensive care nurses can experience insecurity surrounding 
death assessment during DBD and DCD. During DBD, the insecu-
rity is related to intensive care nurses' insufficient knowledge and 
a lack of trust in the death assessment process (Flodén et al., 2011) 
and, during DCD, it is mainly related to ensuring there is no more 
to be done for the patient and trusting that the brain's functions 
have irreversibly ceased after the patient is declared dead (Rodrigue 
et al., 2018).

Patient or Public Contribution: No patient or public contribution.
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The consent to donate organs through DCD is obtained before 
the stated death and, therefore, may raise ethical dilemmas (Manara 
et al., 2012). When consent is obtained, it is important that relatives 
have a good understanding of the patient's prognosis, what donation 
means and how the process will proceed to minimise the risk of ethi-
cal dilemmas (Overby et al., 2015). The quality of palliative care must 
not be affected negatively by OPT (Citerio et al., 2016) and it is re-
quired to consider possible suffering for the patient during OPT con-
tra the value of investigations to optimise the outcome for potential 
recipients (Overby et al., 2015). Furthermore, detailed guidelines are 
required to provide optimal palliative care and respect the patient's 
wish to donate organs (Citerio et  al.,  2016; Manara et  al.,  2012; 
Overby et al., 2015).

In addition to care for the patient, it is required that intensive 
care nurses know how to provide qualitative care to the relatives 
(Walker & Sque, 2019). Clear communication is important to keep 
the relatives well-informed and in agreement with the DCD process 
(Milross et al., 2020). Moreover, relatives tend to consent to organ 
donation more often if they are well-informed (Dopson & Long-
Sutehall, 2019; Walker & Sque, 2019). During the DCD process, it 
is not possible to anticipate whether or when a donation is possi-
ble and both relatives and HCP can experience ethical stress if the 
donation failed to materialise, also known as a stand down (Citerio 
et al., 2016; Milross et al., 2020; Taylor et al., 2018). Therefore, de-
tailed guidelines for WLST and palliative care are necessary to min-
imise the number of stand downs and reduce suffering for relatives 
and HCP (Manara et al., 2012).

Organ transplantation is a life-saving treatment but, due to organ 
shortages, two persons per week die in Sweden while on the waiting 
list. Implementation of DCD, as a complement to DBD, has contrib-
uted to improved opportunities for organ donations and transplan-
tations. Previous research has highlighted the complexity of the 
work intensive care nurses conduct during the DCD process, which 
may result in various conceptions and challenges. There is a lack of 
nursing research regarding intensive care nurses' conceptions of 
participating during the implementation of DCD, which emphasises 
the significance of this study.

3  |  THE STUDY

3.1  |  Aim

The aim of this study was to describe intensive care nurses' concep-
tions of participating during the DCD process in intensive care units 
in Sweden.

4  |  METHODS

This study was reported using consolidated guideline and checklist 
for reporting qualitative research (SRQR; see Data S1).

4.1  |  Design

A qualitative method with semi-structured interviews was used, 
which is considered appropriate when inquiring about conceptions 
and experiences (Stenfors-Hayes et al., 2013).

4.2  |  Study setting and recruitment

A convenience sample method was used based on the six hospitals 
in Sweden that participated in the pilot project. To achieve a com-
parable sample from a national perspective, three hospitals from 
different regions, representing each transplant unit, were chosen. 
The inclusion criteria were intensive care nurses with experience of 
one or more DCD processes in a Swedish ICU. To achieve maximum 
variety of conceptions, a range of demographic characteristics was 
desirable. A total of 12 intensive care nurses were interviewed, the 
amount was considered sufficient to achieve data saturation.

4.3  |  Inclusion criteria

The inclusion criteria were intensive care nurses with experience of 
one or more DCD processes in a Swedish ICU.

4.4  |  Data collection

The data were collected in April 2022 using semi-structured inter-
views. An interview guide was made prior to the data collection and 
was tested in a pilot interview. No changes were needed after the 
pilot interview. Each interview began with an open question: Can 
you tell us about your conceptions and experiences of the DCD 
process? Furthermore, follow-up questions were used to encourage 
the informants to develop their answers. The authors took turns in-
terviewing and taking notes. Six interviews were performed face to 
face and six were performed digitally (four via phone and two via 
video call). The lengths of the interviews ranged between 13 and 
44 min, averaging 25 min.

4.5  |  Data analysis

The interviews were transcribed verbatim. To avoid misinterpreta-
tions, transcription was performed by the auditor and thereafter 
proofread by the interviewer. No software was used.

A phenomenographic approach using the seven steps of 
Stenfors-Hayes et al. (2013) was used to analyse the data (Table 1), 
which was considered appropriate due to the nature and intent of 
the study.

The authors consistently discussed the analysis until a consen-
sus was reached and no more aspects emerged. Steps 3–6 were 
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repeated continuously throughout the data analysis to ensure that 
similarities within, and differences between, all domains could be 
separated easily. Steps 1 and 2 were repeated when new aspects 
emerged to avoid missing any relevant variations.

4.6  |  Ethical considerations

Before carrying out the data collection, this study received the 
Swedish Ethical Review Authority (EPN 1122-17) approval. During 
the initial phase of this study, a risk−/benefit assessment was ex-
ecuted, whereupon the risk of side effects was estimated as being 
low. The director of each participating ICU agreed to be responsible 
for caring for-informants' possible emotional reactions. Informed 
consent was obtained from all informants. To protect the inform-
ant integrity and identity, all the interviews were anonymised. 
Guidelines from the Helsinki Declaration were followed during the 
data collection (World Medical Association,  2013). The recorded 
and transcribed data were stored according to the European Union's 
General Data Protection Regulation (European Union,  2016/679). 
The informants were not offered any financial incentives or other 
benefits for participating.

4.7  |  Rigour and reflexivity

The quality and reliability of a study's method are strengthened 
through credibility, reliability, transferability and confirmability 
(Lincoln & Guba, 1985). To strengthen the credibility, the sampling 
of hospitals and informants was carefully considered to ensure 
a reliable overview of the current status of DCD in Swedish ICUs. 
Furthermore, a reflexive approach was applied during the data analy-
sis. The authors also re-evaluated the analysis of the transcription 
continuously to ensure the analysis was correct. To strengthen the 
reliability, the method was followed and carefully described, and the 
initial analysis was performed in consultation with an experienced re-
searcher. Furthermore, the analysis and findings were peer-reviewed. 

The demographic characteristics of the informants and the context 
were thoroughly described to strengthen transferability. The authors 
also continuously discussed the data collection and analysis to mini-
mise the risk of possible pre-understanding; hereby, strengthening 
confirmability. Examples of pre-understanding discussed were the 
authors' experience of working in an ICU.

5  |  FINDINGS

5.1  |  Characteristics of participants

The recruitment of informants resulted in 12 intensive care nurses 
with a desired range of demographic characteristics (Table  2). 
Furthermore, six of the informants had experienced the DCD pro-
cess while fulfilling the role of the ICUs' donor-responsible nurse.

The analysis resulted in four main themes, each containing two 
to six domains (Figure 1). All informants were represented in main 
themes 1, 3 and 4. There was an equal distribution of informants 
within all domains.

5.2  |  Theme 1: DCD as a system

The first theme referred to the informants' conceptions of the 
structure of the DCD process as being supportive. The findings 
showed the importance to identifying potential organ donors to 
increase the possibility for more patients to donate organs post-
mortem (Table 3).

5.2.1  |  Identification of potential organ donors

A variation emerged in the conceptions of who carries the responsibil-
ity of raising the question of organ donation and the identification of 
potential organ donors, either as an obligation within the nurses' pro-
fessional role or as the physicians' responsibility alone. There was also 

Steps Description of steps

1. Familiarisation After the authors of this study were familiarised with the data as 
a whole, relevant ‘meaning units’ from each transcript were 
extracted

2. Condensation The extracted data were condensed

3. Comparison The ‘meaning units’ were compared for any similarities and 
differences of what was said, which resulted in the creation of 
‘domains’

4. Grouping Similarities and differences in how the what was said were analysed 
within each ‘domain’, then grouped as ‘variation of conceptions’

5. Articulating The meaning of the ‘variations’ was analysed as parts of a whole

6. Labelling The essential meaning of the similarities within the whole was 
analysed further and named as ‘categories’

7. Contrasting The result of the analysis emerged by describing the similarities 
and differences within each category to highlight the essential 
‘meaning of the variations’

TA B L E  1 The seven steps of Stenfors-
Hayes et al. (2013).
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TA B L E  2 Demographic characteristics of the informants (N = 12).

Informant (I:X)
Age 
(years) Gender

Years as a 
Registered 
Nursea

Years as an 
intensive care 
nurse

Number of DBD 
experiences

Number of DCD 
experiences

Education before the 
first DCD experience 
(theoretical/practical)b

I:1 50 Female 4 21 8–10 8–10 X/X

I:2 52 Female 5 19 4–5 1 0/0

I:3 33 Female 5 3 0 1 0/0

I:4 37 Male 2 11 7 3 X/0

I:5 42 Female 13 6 3 1 X/0c

I:6 35 Female 4 9 4–5 2 0/0

I:7 45 Female 3 19 Do not know 2 X/0c

I:8 35 Female 4 7 15–20 5–10 X/X

I:9 40 Male 5 10 10–20 2 0c/0

I:10 42 Male 3 10 20 2–3 X/X

I:11 46 Female 4 14 >10 6 X/X

I:12 36 Male 5–6 4–5 Do not know 2–3 X/0

Abbreviations: DBD, donation after brain death; DCD, donation after circulatory death.
aYears as a Registered Nurse before specialising in intensive care.
bX = participation and 0 = no participation.
cParticipation in theoretical/practical education after the first DCD experience.

F I G U R E  1 Overview of main themes and domains.

DCD as a system

Identification of 
potential organ 

donors

DCD as a 
complement to 

DBD

The structure of the 
DCD-process

Intensive-care 
nurses' role in the 

situation

The professional 
role 

Teamwork and 
collegial support

Organ-preserving 
treatment 

Care of relatives

Experience and 
knowledge 

development 

Experiences of the 
DCD-process

Life to death to 
life

Shift of focus

The process of 
dying

The essence of 
DCD

The wish to donate
organs

A meaningful death
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a conception that the intensive care nurse ought to support the physi-
cian depending on the physician's attitude and competence: ‘During 
withdrawal of life-supporting treatment, you should always think 
about donation because it's actually our responsibility to adhere’ (I:5).

The informants presented various conceptions about obstacles 
to identifying potential organ donors, including a lack of knowledge 
among intensive care nurses and difficulties in prognosing death 
due to a lack of experience of DCD. These obstacles are a risk for 
missing potential organ donors or never even starting the process 
due to the fear of the patient not dying within the set timeframe. 
Organisational obstacles, such as a lack of room, time and resources, 
were perceived as risks of potential organ donors being moved out 
from the ICU before beginning the DCD process. Another potential 
obstacle to identifying a potential organ donor was that it could 
be time consuming for relatives to accept the patient's prognosis: 
‘There's a lot of other things going on … it's a high pressure on the 
ICU resources and such, which leads to condemning patients faster 
and then you send them to other wards instead’ (I:10).

5.2.2  |  DCD as a complement to DBD

DCD was conceived as a complement to DBD since it increases 
the prerequisites of enhancing the number of organ donations and, 
therefore, also the number of transplantations. The implementa-
tion of DCD was seen as a positive and necessary development of 
healthcare in the light of identifying more potential organ donors 
who otherwise would have been excluded with the criteria for DBD: 
‘You stood there with a lot of these patients who were so … brain 

damaged that they would die but you could not take care of their 
organs. So, I think this is great’ (I:12).

5.2.3  |  The structure of the DCD process

The informants conceived the DCD process as the most structured 
part of the intensive care, related to a high level of micro-managing, 
including detailed checklists and routines that are thoroughly fol-
lowed within the set timeframe. The division of roles and assign-
ments was conceived as structured, with each role having its own 
checklist. Only one informant conceived there were too many 
checklists. Thorough preparations, clear communication and co-
ordination to assure everything proceeds within the set timeframe, 
existing laws and guidelines were seen as success factors. Knowing 
your role, what to expect from the team and correctly following your 
checklist were seen as facilitating factors. The detailed structure and 
division of roles were also identified to create a sense of security for 
the informants: ‘It has to synchronise and if you have gone through 
the process thoroughly and you know who is doing what, in which 
order, then it becomes much easier, so it is very important that you 
have … a clear division of assignments of who is doing what’ (I:9).

The informants considered the detailed structure as an aid to 
ensure that the process is performed the same way every time 
that intensive care nurses without previous experience of DCD 
can perform their part and that the risk of stand down, such as a 
prolonged process, was minimised. The conceptions varied from 
being difficult to fully understanding the steps in the process by 
only following the checklist without practical experience. At the 

Domain (what) Variation of conceptions (how) Category

Identification of potential 
organ donors

•	 As the intensive care nurse's 
responsibility

•	 As the physician's responsibility to 
raise the question and the nurse's 
responsibility to provide care and 
support

•	 As a difficulty related to a lack of 
knowledge and experience

•	 As existing organisational 
obstacles

•	 As complex to get relatives to be in 
agreement

A prerequisite for 
organ donation

DCD as a complement to 
DBD

•	 As a possibility to increase the 
number of organ donors

•	 As a positive development

Improved possibility 
for organ 
donation

The structure of the DCD 
process

•	 As a micro-managed process 
within the intensive care

•	 As contributing to the sense of 
security

•	 As an aid to optimise the outcome
•	 As trusting the structure
•	 As important with co-ordination 

and communication
•	 As important with continuous 

development

A supporting system

Abbreviations: DBD, donation after brain death; DCD, donation after circulatory death.

TA B L E  3 DCD as a system.
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same time, the informants described trusting the checklist with-
out putting their own thoughts into action: ‘If we would have a 
new team without experience, they would still be able to come in 
and read the paper and they would have been able to do it if they 
followed the paper to the letter’ (I:7), ‘We have a detailed checklist 
and everything but I still find it hard to understand everything … 
there is to be done’ (I:3).

One part of the process is co-ordination and communication 
with relevant instances, which was conceived as a central part 
of the process to function optimally. The informants described a 
need for continuous multi-professional debriefing to re-evaluate 
and update the checklists to enhance the DCD process and con-
tribute to more knowledge: ‘After each process, … the checklists 
… [are] changed in order to make it … flow better; to make it work 
better’ (I:11).

5.3  |  Theme 2: Intensive care nurses' role 
in the situation

The second theme referred to the informants' conceptions of their 
professional responsibility and co-operation within the team. These 
conceptions were considered to contribute to experience and 

professional development. Moreover, intensive care nurses strive 
to provide optimal OPT and supportive care to patients' relatives 
(Table 4).

5.3.1  |  The professional role

Among the informants, there was a conception that the professional 
role during the DCD process was similar to ordinary intensive care. A 
variation in conceptions emerged as to whether the role of primary 
nurse and co-ordinator for the DCD process was separate or varia-
tions of the same role. The workload for the co-ordinator was seen 
as heavy. Furthermore, there was a consensus among the informants 
that the care for the patient and their relatives was affected nega-
tively if the primary nurse acted as the co-ordinator as well: ‘If I would 
have been alone, I would probably have a hard time [being] respon-
sible for both roles; to be very present with relatives and think about 
everything else at the same time, it can be a bit too much’” (I:3).

The informants conceived that the foremost responsibility of 
the primary nurse is to take care of the patient. Caring for, and in-
forming, relatives was also seen as important. There was a varia-
tion in conceptions regarding whether the intensive care nurse had 
the responsibility to give equal care to both the patient and their 

TA B L E  4 Intensive care nurses' role in the situation.

Domain (what) Variation of conceptions (how) Category

The professional role •	 As ordinary intensive care
•	 As co-operating and co-ordinating
•	 As caring for the patient
•	 As caring for relatives
•	 As doing your utmost
•	 As a workload

The professional 
responsibility

Teamwork and collegial support •	 As teamwork
•	 As a promotion of good teamwork
•	 As a positive experience of collegial support
•	 As a success factor of having a DCD team

The significance of teamwork

Organ-preserving treatment •	 As not OPT, but as ordinary intensive care
•	 As providing optimal care for the patient and the organs
•	 As necessary to achieve the aim
•	 As complex care

Providing optimal care

Care of relatives •	 As providing information
•	 As providing a sense of calm and security by giving information
•	 As an understanding of the patient's prognosis and all steps of the 

process
•	 As noticing different needs
•	 As a quiet interaction
•	 As building a relationship
•	 As following up

Creating a sense of security 
in the situation

Experience and knowledge 
development

•	 As a success factor of having experience
•	 As enabling collegial support by having experience
•	 As an obstacle related to a lack of experience
•	 As a sense of security related to increased knowledge

Personal development in the 
professional role

Experiences of the DCD process •	 As a positive experience
•	 As an emotional impact
•	 As time consuming
•	 As an indefinable feeling

A rewarding experience
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relatives. Although informing relatives was seen as a responsibility, 
there was a conception that the information ought to be a repetition 
of the physician's statements: ‘Your function is, primarily, to care for 
patients optimally and, when you have done that, in my opinion at 
least, then you can focus on relatives but if you do not care for the 
patient optimally, then you are not doing your job’ (I:9).

During the DCD process, the informants shared that they felt a 
responsibility to do their utmost, provide optimal care, balance palli-
ative care with OPT and care for the patient as a person. The striving 
to do their utmost could be related to feeling pressure to accomplish 
assignments correctly, otherwise risking the well-being of the patient 
or causing negative consequences in the process, which was described 
as stressful. The informants said they had a responsibility to keep 
themselves up to date, theoretically, and practically, to ensure they can 
provide secure and safe care: ‘It is a lot of work [requires one to be] 
very accurate, wherein there is a pressure to … not make mistakes’ (I:4).

There was a conception that the DCD process includes numerous 
assignments but that the degree of workload varied. Some perceived 
as manageable, typical of the intensive care, while others described 
it as more commending and extensive than expected. A lack of expe-
rience could lead to difficulties managing the situation, accomplish-
ing all practical assignments and caring for relatives. The delegation 
of assignments was seen as a means of reducing the workload for the 
primary nurse: ‘We are used to taking lots of samples of all patients, 
so [the workload] is no bigger … than otherwise’ (I:1), ‘I did not know 
so many details so … my role was more important than I thought … 
more responsibility than I thought’ (I:3).

5.3.2  |  Teamwork and collegial support

There was a conception that teamwork functioned well during the 
DCD process. Solidarity, collective preparations, distinct distribu-
tion of roles and good communication within the team were seen as 
success factors. Informants with little experience of DCD described 
support from experienced colleagues as positive since it reduced 
stress and generated a sense of security. Both informants who had 
been participating in an established DCD team and those who had 
had support from a DCD team participated during the DCD process 
as positive. Solidarity within the DCD team was said to contribute to 
a sense of security and good structure. One informant without the 
experience of a DCD team declared a need for one to increase the 
sense of security in the process: ‘If [all team members] just agreed 
… to have … more open communication and … speak out loud in the 
room and that is … no secret in what you do, but it is simply good to 
have an open communication’ (I:8).

5.3.3  |  Organ-preserving treatment

Some informants conceived that OPT was ordinary intensive care 
but with additional guidelines and stricter goal values. OPT did not 
seem to intensify the care compared to other intensive care. The 

informants emphasised the importance of caring for the patient in 
the best way while simultaneously optimising the OPT. There was a 
consensus among the informants that the main difference between 
ordinary intensive care and OPT was that OPT stands for “organ-
preserving treatment” not care for the patient. Moreover, OPT was 
seen as the essential prerequisite to fulfil the patient's wish to do-
nate organs and, therefore, not in conflict with palliative care. The 
conceptions of OPT was, therefore, that it was not strange or unethi-
cal. However, providing OPT to a living patient could be perceived 
as complex and stressful: ‘The patient is not dead which means you 
provide care as to any other patient, just that you understand what 
the outcome will be’ (I:6).

5.3.4  |  Care of relatives

The goal of the care of relatives was conceived to be to make the 
situation as nice as possible. There was a general conception that 
providing information and support to relatives is a central part of 
fulfilling the DCD process; in fact, it was perceived that information 
being honest, clear and continuously repeated is even more impor-
tant than during WLST. Informants experienced that intensive care 
nurses' ability to share information improved with previous experi-
ence of DCD and if they felt confident in the situation. Moreover, the 
intensive care nurses emphasised the importance of relatives truly 
understanding all steps of the process and the bleak prognosis for 
the patient; described as a prerequisite for relatives to be in agree-
ment, involved, and to perceive the situation as manageable, un-
derstandable and meaningful. The informants conceived that it was 
important to contribute to relatives feeling calm, safe and content, 
whether the information was given face to face or digitally: ‘That the 
relatives understand what's about to happen. Because I can't see … 
you can help in any other way than giving them as much information 
as possible about what's going to happen’ (I:2).

Informants stated that the care for relatives needs to be custom-
ised according to the need for information, conversation, support, 
involvement and attendance. Informants perceived that relatives' 
need for care risk to be overlooked due to the prioritising of patient 
care. During the time for WLST, the informants perceived a need 
for extra resources to care for the relatives since the primary nurse 
must focus on preparations and transport to the operation theatre. 
Forming a relationship with, and having a good attitude towards, 
relatives was seen as a central part of relative care and a prereq-
uisite to concluding the process. The informants conceived that it 
is important for relatives to know who everyone is in the intensive 
care room and their roles. Responsiveness, humility and consider-
ation were perceived as important aspects for maintaining a good 
attitude towards relatives. It was perceived as meaningful to give 
space for grief and death, and life, where both the quiet and inter-
active presence of the intensive care nurse was seen as comforting. 
The informants emphasised the importance of follow-up visits or 
counselling after a DCD process in accordance with the relative's 
needs: ‘We never know their reactions before they arrive; anyway, 



    |  9 of 14ANDERSEN LJUNGDAHL et al.

… you need to be sensitive towards them relatives always but repet-
itive information again and again because we can't know if they are 
taking it in anyways because they have so much going on; the grief 
is so big’ (I:10).

5.3.5  |  Experience and knowledge development

The informants conceived that having previous experience with 
the DCD process was a success factor and that it contributed to a 
sense of security in the professional role, assignments and struc-
ture of the process even during unpredictable events. Previous 
experience was also described to conduce a sense of manageabil-
ity, normalisation, less tunnel vision, and less stress and pressure, 
which contributed to feeling satisfied. Informants with more ex-
perience also perceived themselves as providing support to inex-
perienced colleagues. On the contrary, informants perceived that 
less experience could contribute to tunnel vision, higher workload, 
a sense of not being prepared enough, and more stress and pres-
sure. There was a conception that the DCD process could also 
be difficult, unpleasant and lead to a fear for one's own feelings 
surfacing regarding insecurity of the outcome: ‘That was the only 
thing I feel I experienced as difficult in the process … and that was 
the first time. The rest, you kind of learned as you go, and we tried 
to do it more like … this is normal’ (I:11).

Theoretical and practical training were perceived as success 
factors related to feeling more prepared and secure within one's 
role. On the contrary, a lack of knowledge was perceived as a risk 
factor for negative experiences: ‘We considered ourselves very 
educated … we felt very prepared, so I didn't feel very insecure 
but, of course, you could feel a little worried … if it would not go 
as planned’ (I:8).

5.3.6  |  Experiences of the DCD process

There was a unanimous conception that participating during the 
DCD process was positive, fun, exciting, interesting and reward-
ing, which exceeded the informants' previous expectations. The in-
formants claimed the detailed structure was a contributing factor 
to the positive experience. They also described the interaction with 

relatives as positive, which negated the pre-existing fear of relatives' 
possible reactions during the WLST: ‘I would say I mainly have, ex-
cept in one case, …, very good experiences and where it kind of went 
… the opposite way of what my fears were like’ (I:8).

Parallel to positive feelings, informants described negative expe-
riences, as well. If the process did not go as planned, the participa-
tion could be perceived as scary and tough. The process could also 
be seen as time consuming due to assignments and thorough prepa-
rations having to be done within a set timeframe. There were also 
neutral conceptions of the DCD process as being ordinary intensive 
care but with another purpose, which could contribute to a differ-
ent atmosphere in the room which was hard to describe. Informants 
also reported perceiving a special feeling when transporting a dead 
person to the operating theatre. Focusing on the structure and as-
signments, instead of one's own emotions, was described to ease the 
work: ‘I think I had a lot of feelings there and then, which I maybe 
could not really understand, so I tried to focus only on the assigned 
tasks’ (I:6).

5.4  |  Theme 3: Life to death to life

The third theme referred to conceptions of transitioning between 
different stages in the DCD process. Intensive care nurses' and rela-
tives' understanding of death and dying also emerged as a part of the 
findings (Table 5).

5.4.1  |  Shift of focus

This domain describes the conceptions of three distinct shifts of 
focus during the different stages of the DCD process. The first 
one occurs between curative care and OPT. The time shift from 
caring for the patient to OPT could be perceived as sudden and 
shocking, or slow and understandable. A greater understanding 
of OPT brought about a positive work attitude among the inform-
ants. Furthermore, relatives were perceived to achieve a greater 
understanding of the transition by first observing the intensive 
care doing its utmost to save the patient and, thereafter, shift-
ing to perform high-qualitative OPT to fulfil the patient's wish to 
donate organs: ‘So they are very well prepared and they have seen 

Domain (what) Variation of conceptions (how) Category

Shift of focus •	 A shift of focus from curative care to OPT
•	 A shift of focus from OPT to palliative care
•	 A shift of focus from stated death to organ 

donation operation

Transition

The process of 
dying

•	 As understanding the patient's irreversible 
condition

•	 As reducing suffering for the patient
•	 As a conception of time
•	 As different feelings during WLST
•	 As understanding death

Understanding of 
the process of 
dying

TA B L E  5 Life to death to life.
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…, firstly, we do everything we can to save the patient's life and, 
when that no longer is favourable, we continue to do our utmost 
to optimise the quality of the organs’ (I:5).

According to the informants, the second shift of focus occurs 
between providing OPT and giving palliative care after WLST. 
Moreover, the informants described a distinct shift between per-
forming OPT parallel to palliative care to only focusing on the latter: 
‘There is a distinct shift when … palliative care begins’ (I:9).

The third shift of focus occurs between the determination of 
death and transport to the operation theatre, which ought to be fast 
and effective to optimise the quality of the organs. At the same time, 
the informants perceived a complexity regarding respecting the rel-
atives' need to take leave of their loved one: ‘Not to forget the time 
for warm ischaemia, that is before time of death; therefore, it ought 
to be fast, so it is still very important’ (I:10).

5.4.2  |  The process of dying

Adequate information and enough time were considered impor-
tant factors to make relatives understand the patient's irrevers-
ible condition; understanding the situation was seen as necessary 
for the relatives to accept the death. Moreover, the informants 
perceived that relatives could have more difficulty accepting the 
situation during DCD than during DBD due to the uncertain prog-
nosis for the patient until death has occurred: ‘Here, you get an ap-
proximately half a day extra and that is … significant for relatives 
during DCD that they have time to let it sink in a little before and 
between the transition into end-of-life care and when the patient 
deceases’ (I:4).

The conceptions of reduced suffering for the patient and high-
qualitative palliative care were perceived as central for the DCD 
process. Nevertheless, the informants perceived it as complex to 
interpret and manage the patient's symptoms. A prolonged DCD 
process was seen as more complex, with a risk of possible suffer-
ing for the patient. During and after WLST, time was described 
by the informants as a present factor. A short process of dying 
could be seen as positive as it decreases suffering for the patient 
and enables the possibility of fulfilling the patient's wish to do-
nate organs. However, hoping for a short process could also be 
perceived as horrible and stressful. A prolonged process could be 
experienced as challenging for the informants due to the negative 

experiences for relatives. A stand down related to a prolonged 
process was perceived as disappointing for the informants and rel-
atives: ‘It is rather horrible in a way; you do want them to die as 
fast as possible’ (I:2).

The time around the process of dying was perceived differently 
among the informants. Waiting for the patient to die could be per-
ceived as troublesome, strange and stressful, but it could also be de-
scribed as an ordinary WLST in an ICU. Moreover, some informants 
perceived the time of dying as calm, peaceful and, sometimes, even 
better than other WLSTs. They also expressed an ambition to con-
tribute to a dignified death. According to the informants, relatives 
could, on one hand, have a troublesome time during the process of a 
patient dying, despite a positive attitude to organ donation. On the 
other hand, they could perceive the dying as peaceful and positive: 
‘We are used to withdrawals of life-sustaining treatment here in the 
ICU, so it is just like an ordinary withdrawal… I do not perceive it as 
strange’ (I:1).

The conceptions of death during DBD versus DCD varied 
among informants and relatives. Some informants did not expe-
rience any difference between DBD and DCD while others con-
sidered death during DCD as easier to understand since the time 
of death was seen as more definite after circulatory death: ‘It can 
be, in a way, easier for relatives and maybe even for healthcare 
personnel to understand that a DCD-donor actually is dead be-
cause, by then, everything ceases: pulse and breathing and all of 
that’ (I:5).

5.5  |  Theme 4: The essence of DCD

The fourth theme referred to the concept of DCD being meaning-
ful for respecting the wish to donate organs. The DCD process was 
perceived to offer hope in the midst of grief for both intensive care 
nurses and relatives (Table 6).

5.5.1  |  To fulfil the wish to donate organs

The informants described the concept of the DCD process as a pos-
sibility to respect more patients' wishes to donate organs, which was 
considered important by the informants and the relatives. If the wish 
was unknown, it was perceived as tough for the relatives to decide 

Domain (what) Variation of conceptions (how) Category

The wish to 
donate 
organs

•	 As the significance of fulfilling the wish 
to donate organs

•	 As being the aim of the process
•	 As being the aim of OPT
•	 As a negative experience, resolving from 

a stand down

To respect the wish to 
donate organs

A meaningful 
death

•	 As meaningful
•	 As bringing light to a tragic situation
•	 As a possibility to help others

The hope in the midst of grief

TA B L E  6 The essence of donation after 
circulatory death (DCD).
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about donation due to aspirations to respect the patient's wish. The 
informants claimed that the detailed structure of the process ena-
bled the fulfilling of the patient's wish. Furthermore, the informants 
described the relatives as caring for the process to proceed correctly 
so the patient's wish can be respected: ‘We are there to fulfil that 
person's wish to donate’ (I:11).

To perform OPT was seen as a part of respecting the patient's 
wish to donate organs; therefore, it was perceived as unethical 
not to perform OPT if the patient had expressed a positive wish 
to donate organs. It could be perceived as sorrowful for both 
HCP and relatives if the DCD process resulted in a stand down 
related to not fulfilling the wish. The informants also described 
relatives experiencing disappointment in such situations: ‘Then, 
relatives get very disappointed if the patient doesn't die within 
three hours’ (I:1).

5.5.2  |  A meaningful death

The informants described working with the DCD process as mean-
ingful and valuable for both them and patients' relatives and bringing 
meaning to death. A successful outcome was perceived as enforcing 
the feeling of meaningfulness. On the contrary, a stand down could 
contribute to a feeling of senselessness due to the patient's wish not 
being fulfilled and recipients not receiving organs: ‘It feels meaning-
ful in a way when you, when we, are doing this’ (I:4).

Furthermore, organ donation was seen as a positive contrast to 
the tragedy of death, for both the informants and the relatives. A 
successful outcome was defined as a positive contribution to the 
grieving process which brings comfort to relatives: ‘That was like the 
simple part, it became a part of the grieving process for everyone, 
including us’ (I:6).

The work around DCD was perceived as meaningful where opti-
mal OPT was performed for the benefit of helping future recipients. 
Furthermore, the informants perceived that the relatives experi-
enced a sense of meaning from knowing their loved one did one last 
good deed: relieving someone else's suffering by donating organs. 
Relatives were also perceived as experiencing comfort in knowing 
the patient will continue to live via their organ(s) being in another 
person: ‘It is something beautiful and good, to help another person’ 
(I:12).

6  |  DISCUSSION

The data analysis resulted in various conceptions among intensive 
care nurses about participating during the DCD process. Four main 
themes emerged: DCD as a system; Intensive care nurses' role in the 
situation; Life to death to life; and The essence of DCD. Variations of 
what the informants talked about and further variations of how they 
talked about the what emerged within all main themes. For example, 
‘identification of potential organ donors’ (what) was interpreted as 

‘intensive-care nurses' responsibility’ (how). Overall, the informants 
had positive experiences while participating during the DCD pro-
cess, which is an interesting factor to discuss since previous research 
states that intensive care nurses' attitudes may influence the con-
tent and results of the DCD process (Milross et al., 2020; Rodrigue 
et al., 2018).

Similarities and differences to previous research on the subject 
emerged from the study. The majority of the informants emphasised 
the detailed structure and division of professional roles as important 
for creating a sense of security throughout the DCD process. This 
finding differs from that of previous research that emphasises the 
structure as important but not essential (Manara et al., 2012; Milross 
et al., 2020). One possible reason is that DCD is a relatively new pro-
cess in Sweden and has not yet been established as a conventional 
process as it has been internationally. The informants could conceive 
a high workload despite the presence of detailed guidelines, which 
corresponds with Simonsson et al.  (2020), who describes a lack of 
experience as a risk factor for stress and pressure among intensive 
care nurses. Furthermore, more experience, good teamwork and 
collegial support were perceived as supporting factors to reduce the 
workload, which conforms with Dopson and Long-Sutehall  (2019) 
and Milross et al. (2020).

The informants strived to do their utmost in the care for patients 
and relatives. This strive could be related to an ambition to complete 
the process and fulfil the patient's wish to donate organs; thereby, 
making the DCD process more meaningful and enabling death to be 
perceived as less tragic. Previous research confirms the significance 
of providing optimal and dignified care to fulfil the patient's wish 
to donate organs (Citerio et al., 2016; Milross et al., 2021) and, so, 
gives meaning to the situation among HCP and relatives (Squires 
et al., 2018).

None of the informants perceived OPT as strange or unethical; 
rather, as ordinary intensive care but for another cause. Interestingly, 
this finding stands in contrast to the guidelines for palliative care 
(A'roch et  al.,  2012). This conception also contrasts with previ-
ous research that shows that OPT can lead to negative suffering 
for the patient, which, in turn, can result in ethical stress for HCP 
(Milross et al., 2020). Nevertheless, the informants emphasised the 
importance of reducing suffering and trying to make the patient as 
comfortable as possible, which confirms the need to balance the 
patient's well-being with performing necessary medical interven-
tions to benefit the organs' function (Citerio et  al.,  2016; Manara 
et al., 2012). A prerequisite for the informants to handle this situa-
tion and reduce ethical stress could relate to an active shift of focus 
in the transition between curative care and OPT. To transition, the 
informants emphasised the significance of gaining consent from the 
patient's relatives and knowing the relatives agree with the process 
and the patient's bleak prognosis. This finding is in accordance with 
that of previous research (Citerio et al., 2016; Manara et al., 2012; 
Overby et al., 2015).

Giving clear, honest and repeated information to relatives 
to achieve understanding of the process was emphasised as 
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important in the findings, which is in accordance with Dopson and 
Long-Sutehall  (2019) and Milross et  al.  (2021). On the contrary, a 
lack of understanding emerged as an obstacle to initiating the DCD 
process, which is confirmed by previous research that emphasises 
the importance of relatives being in agreement (Overby et al., 2015; 
Rodrigue et al., 2018). Another piquant aspect defined by the infor-
mants was that prognosing death was seen as an obstacle to iden-
tifying potential organ donors, which is in accordance with Milross 
et al. (2021) and Squires et al. (2018).

The informants described time after the WLST as a stressful fac-
tor for themselves and for relatives in relation to the strive of ful-
filling the patient's wish to donate organs. Furthermore, they could 
experience disappointment if there was a stand down. Previous re-
search confirms that stand downs can lead to negative emotional 
experiences for HCP (Milross et al., 2020; Walker & Sque, 2019) and 
relatives (Taylor et al., 2018).

There was no consensus about the understanding of dying and 
death, neither in this study's findings nor in those of previous re-
search. The findings showed that it was harder to understand the 
bleak prognosis for a DCD patient compared to a DBD-patient, but 
easier to understand death assessment with DCD. It was also re-
garded as having no differences between both. Previous research 
shows that DCD is easier to understand in relation to DBD, during 
both the process and the death assessment (Milross et al., 2020).

6.1  |  Strengths and limitations of the work

There are strengths and limitations worth considering in this study. 
The application of a qualitative method can be a limitation con-
cerning the difficulties in ensuring the data are not affected by 
pre-understanding. Nevertheless, the choice of method was con-
sidered appropriate with regard to the aim of this study since con-
ceptions and experiences are hard to quantify. Another limitation 
could be the number of informants (N = 12) from three university 
hospitals in Sweden since it may not fully represent the examined 
population. However, the results of the sample generated a broad 
variation regarding demographic characteristics among the inform-
ants and represented all transplant units. Due to limited time for 
data collection and the COVID-19 pandemic, digital interviews 
were offered to enable a broader sample. Digital interviews can ag-
gravate interactive communication and interpretation of body lan-
guage; however, this did not emerge as a tangible risk factor during 
data analysis.

6.2  |  Recommendations for further research

The findings of this study emphasise the need for further research 
to improve knowledge and understanding of the subject and further 
enable quality development of the DCD process. To investigate the 
outcome of the implementation of DCD and the level of knowledge 

of the DCD process nationally, further research is needed within 
hospitals that were not included in the pilot project. An interesting 
approach for further research is also to study the teamwork's func-
tion and role division during the DCD process, including both HCP 
and relatives, from an international perspective.

6.3  |  Implications for policy and practice

•	 To educate relevant HCP to ensure high-qualitative care during 
the DCD process

•	 To improve knowledge regarding identification of potential DCD 
donors to increase the number of donors.

•	 To implement simulation practice for HCP without experience 
from DCD to increase the sense of security.

•	 To implement organ donation as a part of end-of-life care to avoid 
missing potential DCD donors.

•	 To identify potential obstacles regarding the DCD process to mi-
nimise the risk of missing potential DCD-donors.

•	 To develop a written folder to offer to relatives, as a complement 
to oral information, including information about the steps of the 
process and the potential outcomes.

7  |  CONCLUSION

In summary, this study resulted in variations in conceptions 
among intensive care nurses participating during a DCD process. 
Parts of the findings are confirmed by previous research, whereas 
others emerged as new aspects. Knowledge, experience, distinct 
guidelines, good teamwork and close contact with relatives ap-
peared as success factors, while a lack of experience, difficulty in 
predicting death and organisational obstacles were highlighted as 
challenges. Furthermore, the findings showed that intensive care 
nurses play an important role in the care for patients and their 
relatives to optimise the outcome of the DCD process. In conclu-
sion, the work with DCD was conceived as meaningful and as a 
necessary development to fulfil more patients' wishes to donate 
organs after their death and enable reduced suffering for future 
recipients.
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