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Nurses ’  experiences of dealing with ethical
and existential issues

J e s s i c a  H e m b e r g ,  A s s o c i a t e p r o f e s s o r ,  P h D ,  R N ,  P H N ,  u n i v e r s i t y l e c t u r e r ,  Å b o  A k a d e m i  U n i v e r s i t y  
a n d

E l i s a b e t h  B e r g d a h l ,  P h D ,  R N ,  u n i v e r s i t y l e c t u r e r ,  Ö r e b r o  U n i v e r s i t y ,  S w e d e n  



Background

• Nurses in palliative home care often face ethical issues in their daily practice
and at an increasingly rapid pace → ethical awareness is required

• When caring for dying patients at home, community nurses have become 
responsible for complex tasks and are faced with difficult decisions.



Background

• In research on co-creation in nursing, a caring manner can be used to create 
opportunities for the patient to reach vital goals and thereby increase the 
patient’s quality of life in palliative home care. This can be described as a n  
e t h i c a l  c o r n e r s to n e  a n d  t h e  g o a l  o f  p a l l i a t i v e  c a r e .  

• Nurses must be extra sensitive to patients’ and their relatives’ needs with 
regards to ethical and existential issues and situations in home care encounters, 
especially at the end of life. 



An interview
study with

nurses



aim

The aim of this study was to explore nurses’ experiences of 
dealing with ethical and existential issues through co-

creation at end of life in palliative home care.



methods

• a hermeneutical approach

• texts from in-depth interviews with 
twelve nurses (23-64 years old) about 
their experiences of ethical sensitivity 
and co-creation in a home care 
context.

• thematic analysis 

• Informed consent, ethical permission



Findings  

• The analysis revealed 

o n e  m a i n  t h e m e  
and    f o u r  s u b t h e m e s . 

• A model was created 
(see Figure). 



The model → the nurse and patient simultaneously stepping down and meeting the other in the innermost circle



Deep co-creative relationships are needed to 
manage ethical and existential issues at end of life 

(Main theme)

Important aspects for establishing this deep co-creative relationship are: 

trust, 

time, 

attentiveness, 

responsiveness, 

sensitiveness, 

closeness, 

touch and

asking questions



Deep co-creative 
relationships are 
needed to manage 
ethical and existential 
issues at end of life 
(Main theme)

Co-creation means that the nurse follows the patient between hope and despair, 
seriousness and play, humor and closeness, in distance and depth. 

‟...it becomes an oscillation in this way [uses hand to show a wave movement]… 
that sometimes takes you up a little [from the depths of despair] and then I use 
some humor and … and try to mix in something [light-hearted]… in all this heavy 
… and then we are up on the surface trying to get some air and…then we must 
dive down again in the difficult issues [deeper]…”



Deep co-creative relationships are needed 
to manage ethical and existential issues at 
end of life (Main theme)

• Humor can be used for more than
improving a patient’s mood.

• The nurse can ask the patient to tell
something nice, or a joke. A little
humor lightens the mood and you
can perhaps more easily get things
done, (according to the nurses)



Deep co-creative relationships are needed 
to manage ethical and existential issues at 
end of life (Main theme)

It was natural for experienced nurses to 
involve themselves in the patient’s situation
and try to create a sensitivity and closeness

‟Yes, this is exactly the way it is … in some 
way it comes to you and you sense or 
recognize her… [the human being in the 
patient] …how she feels… and you sense if 
she does not feel well ... And it somehow 
comes to you when you talk to and associate 
closely with the patient…[that you become 
closer and closer]…”



Deep co-creative relationships are needed 
to manage ethical and existential issues at 
end of life (Main theme)

‟Something happens when one gets really 
close to a person… ‘But what should we 
do, then?’ [the patient asked during a 
deeper conversation at end of life] and I 
said that ‘well, you have the port-a-cath … 
we will use it if we need to’ …but from 
that moment on we could talk to each 
other on a deeper level.”



Deep co-creative relationships are needed 
to manage ethical and existential issues at 
end of life (Main theme)

Through touch nurses may sometimes 
deepen their relationship with patients 
so that the latter more easily can begin 
to talk about the deeper and existential 
issues that have a tendency to emerge 
during the palliative phase. 



Deep co-creative relationships are needed to 
manage ethical and existential issues at end of life 

(Main theme)

Nurses can broach a specific issue to see if the patient follows 
and begins to talk about it. T h e  p a r t i c i p a n t s  i n d i c a t e  
t h a t  n u rs e s  c a n  s e e  i f  p a t i e n t s  h e s i t a t e /  b e c o m e  
q u i e t  o r  i f  t h e y  o p e n  t h e m s e l v e s  fo r  d i s c u s s i o n .  

If the patient is anxious, it is best to ask “if they are thinking 
about something?” Time and the depth of the relationship are 
crucial. 

‟And if they are hesitant [patients open up a little] … then I am 
open. I also put out small ‘bait’ and perhaps say ‘I was thinking 
…have you ever thought or wondered about this [for instance, 
what it will be like at death]?”. And sometimes I get a reply 
…‘Yes, perhaps a little…’” 



Deep co-creative relationships are needed 
to manage ethical and existential issues at 
end of life (Main theme)

Nurses need to be responsive to the 
signals that indicate whether a patient 
is ready to talk about ethical or 
existential issues →

‟…I think, OK …and we let it go, if they 
do not want to talk about it anymore. 
And the next time, I lay out the bait…. 
and with time…. time is what is needed” 

“To have the courage to listen also to 
difficult questions. I do not have to be 
able to answer them, but I must be able 
to listen to them.”



Enabling good relationships between 
patients and relatives until end of life 
through co-creation (subtheme number 1)

To make next-of-kin understand the 
patients’ perspective regarding the end of 
life, but also to make patients see things 
from the point-of-view of their next-of-kin. 

This is to avoid, for instance, that next-of-
kin ‟drain” the patients’ energies by 
forcing them to go to medical 
examinations and treatments. 

→ important to explain that valuable time 
maybe wasted because the patients 
instead want to enjoy the time they have 
left in life in their own way 



Enabling good 
relationships between 
patients and relatives 
until end of life 
through co-creation 
(subtheme number 1)

Nurses become mediators between patients and their 
next-of-kin in co-creation, where they discuss ethical 
difficulties and together create opportunities on the 
journey toward the end of life. 

Cooperation may be difficult if patients and their next-of-
kin do not have the same understanding of the illness.



Enabling good 
relationships between 
patients and relatives 
until end of life 
through co-creation 
(subtheme number 1)

If patients and their spouse suffer separately →nurses need to 
intervene: ‟…I concretely bring it up and say ‘now you are both 
equally miserable and you think about the same things, have 
you thought about talking to one another about it…?’” 

The next-of-kin may not want to show that he or she is sad to 
their partner, but worry and tears can be comforting for the 
other, since they see that he/she truly cares. 



Supporting a good dying process 
through co-creation – for the 
patient to be able to live while dying 
(subtheme number 2)

Important to support wishes of, for example,
not dying alone. Sometimes humor while
handling difficulties was something that can
alleviate the dying patients’ suffering.

Strive to fulfil the patients’ wishes until the
end of life.

Co-creation also means that if the nurse has
promised the patient that the patient can
die at home the nurse also has to ensure in
an ethically sensitive way that this is what
will happen.



Supporting a good dying process through 
co-creation – for the patient to be able to 
live while dying (subtheme number 2)

Also, nurses need to follow up and 
regularly ask whether patients wish to 
die at home, because no patient should 
be forced to die at home if that 
suddenly makes the patient feel unsafe. 

In order to support a good dying 
process through co-creation the nurse 
has to listen to the patients’ goals, 
wishes and questions and instill a 
feeling of security, and also enable pain 
relief at the end of life. 



Supporting a good dying process through 
co-creation – for the patient to be able to 
live while dying (subtheme number 2)

Sometimes it is the relative who needs to 
talk about death and dying, and keeps on 
talking about this with the patient →maybe 
does not want to talk and drains his or her 
energy 

Nurses can tactfully attempt to address this: 
→ patients may need to rest →

‟Then we need to say that ‘well, but he [the 
patient] does not feel the need to talk 
perhaps … Do you have anyone else to talk 
to?”



Supporting a good dying process through co-
creation – for the patient to be able to live 
while dying (subtheme number 2)

Humor can, paradoxically, enable 
patients and nurses to discuss 
deeper issues. 

Patients should have the right to 
choose to do what they want with 
the time they have left and what 
kind of atmosphere they want. 
→Many want cheerfulness and 
humor → nurses must respect →
Humor always has to be on the 
patients’ terms. 

‟… you also notice that patients may 
try to joke a little… and then you 
need to catch on right away and 
relieve the atmosphere and… You 
have to lighten things up…”



Supporting hope and meaning from a 
deeper perspective at end of life through 
co-creation (subtheme number 3)

Nurses can help instill hope in patients 
and create meaning through, focusing 
on someone else. One participant 
expresses: 

“In some way I [as a nurse] must of 
course also instill a certain hope, when I 
come. Not hope to be [cured], but joy 
and hope to feel a little better or a 
sense of wellbeing…Because I perceive 
this of course often when I call my 
patients. They often say, ‘Thank you for 
calling, now I got to talk about 
this…that you made my day.’” 



Supporting hope and meaning from a 
deeper perspective at end of life through 
co-creation (subtheme number 3)

Patients can leave something (Book of 
memories/thoughts) that can comfort their children 
after the patient has passed away (and that also can 
create meaning for the dying patients themselves 
during the process). 

‟Once I had a younger male patient who was single …he 
had a boy and he was dying and…this was difficult for 
him [that he would die and leave his son alone]… but 
then I suggested that he would begin to try and create 
memories for his boy and write down everything in a 
book… and he had written so much in this book and 
such a good written speech to the boy for the funeral …”



Supporting hope and meaning from a 
deeper perspective at end of life through 
co-creation (subtheme number 3)

‟And she sat there on the couch and said no I 
do not want to live I do not want to live … I took 
her hands and said let’s calm down. I am here 
now… Try to feel… And she said no I do not 
want to live! And I tried to ask her ‘Why 
not?’…Then I asked ‘What do you have left?”. 
She said ‘I have my friends and the children’. 
‘They need you’, I said. Then she said ‘Yes, this 
is true’. This was just such a little thing, and I 
was probably there for two hours [and she had 
recreated meaning and hope]… My being there 
[and I did not abandon her gave her hope] 
made her feel safe.”



Enabling existential questions about life and 
death in the process of dying through co-
creation with all involved (subtheme number 4) 

If the nurse notices that the patient 
ponders on death and spiritual issues 
and seems to need to talk about it, the 
nurse can ask:

‟Well, …you can ask ‘What do you 
believe in?’ or ‘What do you think about 
and how?’ And they have a lot about 
forgiveness of sins and I usually say that 
‘you know… I believe you are forgiven 
[for possible sins]… and I think this will 
be OK…”



Conclusions 

• Establishing deeper relationships 
through co-creation can provide 
the means for enhancing QOL for 
patients and patients’ relatives in 
palliative home care 

• Future research should focus on 
co-creation and ethical and 
existential issues f rom 
p at i e nt s ’  p e rs p e c t i ves



Discussion 
Co-creation can be seen as the nurse's 
focus and role, to enable nurses to 
become more like a caring companion 
during the patient’s movement between 
flourishing moments and adversities, 
between hope and despair during the 
journey to the end of life

This compliance may enhance a deeper 
caring relationship in the co-creative 
process at end of life. 

Co-creation in a palliative home care 
context involves using humor, and 
creating hope and meaning from a deeper 
perspective for the patient. 



Discussion
• This study showed that the close and deep relationship between nurses and patients includes more 

touch and closeness and opens up moments where it is possible to solve, uncover or manage ethically 
difficult situations or existential issues. The highest ranked end-of-life competency was the ability to 
discuss dying with patients and their families (a study from the USA).

• Co-creation may enable nurses to be more responsive, open and attentive toward the patient, in turn 
allowing nurses to read signals indicating whether a patient wishes to discuss difficult issues →
composing an ethical response.

• Nurses don’t need to answer such questions but they have to listen to them. Research shows →
nurses sometimes do not fulfil patients’ wishes. Perhaps the nurse is not open and chooses to take 
“the easy way” and chose to not face the issues they here, or they do not have the ability to listen. 



Discussion

• Nurses close continuous contact with patient and if nurses promise to not abandon them. This 
enables a deeper relationship → to be able to talk about ethical issues at end of life. 

• S h a r i n g  d i f f i c u l t  m o m e n t s  m a y  e n a b l e  n u r s e s  i n  a  n a t u r a l  w a y  t o  a s k  
a b o u t  e t h i c a l  o r  e x i s t e n t i a l  i s s u e s  o r  p r a c t i c a l  a r r a n g e m e n t s  a t  e n d  
o f  l i f e , because the nurses may already have been invited into “the innermost circle in the 
deep relationship”, and this is important with regard to existential issues or existential suffering.

• → we argue that a caring approach through co-creation can enable the creation of a deep 
relationship with the potential of alleviating suffering and enhancing the QOL for patients



Discussion
• Research shows that humor may be 

a coping mechanism for nurses when 
dealing with their professional grief 
(from being constantly faced with 
death). → reflections in groups and 
supervision in the work team on a 
regular basis. 

• In healthcare settings, for example 
e t h i c a l  r e f l e c t i o n s  o r  
e t h i c a l  r o u n d s in Sweden, are 
used for strengthening the nurses’ 
competence and well-being. 



Discussion

Through co-creation nurses have the opportunity to provide for a good dying 
process and enable patients to live while dying, and promote hope and meaning 
at end of life from a deeper perspective. → The nurse may help the patient, by 
focusing on something else than self, including those who are left behind after 
the patient dies. 

Patients may experience difficult existential suffering at end of life because of 
unaddressed ethical or existential issues that they cannot find someone to talk 
to about these concerns. 



Discussion
• Deep co-creative relationships are needed for 

nurses to “stepwise” come closer to and 
reach deeper into helping the patient 
handling ethical issues at end of life. 
Important aspects trust, time, attentiveness, 
responsiveness, sensitiveness, closeness, 
humor and touch. 

• One can ask whether all nurses who care for 
dying persons at end of life have the ability or 
the time to create these deep relationships. 
→ Earlier research show that nurses can have 
feelings of disgust when caring for a patient 
with, open and difficult wounds due to cancer 
and at the same time be obligated to 
carefully protect the patient and relatives 
from feelings of disgust in palliative care. →
needs more research



Discussion
End-of-life care and ethically difficult 
situations require a profound developed 
partnership between the patient and the 
nurse → t h e  n u r s e  a c t s  a s  a  g u i d e ,  
l i a i s o n ,  a n d  s u p p o r t e r

This is needed to enable the promotion of the 
meaningful life that patients need, a need that 
distinctly manifests in palliative home care, 
and this responsiveness is required not only of 
healthcare personnel, but also of the care 
environment and the organization for 
palliative care. 


