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abstract
Objective: To identify the factors that influence the Intensive Care Unit nurse in the 
decision-making process in end-of-life situations. Method: Ethnographic case study, 
which used the theoretical framework of medical anthropology. Data were collected 
through semi-structured interviews with 10 nurses. Results: The inductive thematic 
analysis enabled us to identify four themes: The cultural context of the Intensive Care 
Unit: decision-making in situations of end-of-life; Beliefs and subjectivity of care in end-of-
life situations; Professional experience and context characteristics of end-of-life care situations; 
and Humanization practices in end-of-life situations: the patient and family centered care. 
Conclusion: Professional maturity, the ability to transmit information and the ability to 
negotiate are directly related to the inclusion of nurses in the decision-making process.
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INTRODUCTION
A remarkable and historical event that changed the way 

of dealing with the phenomena related to the health-dis-
ease process is represented by the revolution instituted by 
Descartes, who established the dichotomy between mind 
and body. With Cartesianism, the view on the human be-
ing became fragmented and focused on the body. This has 
made the health-disease process to become valued and rec-
ognized only in the biological aspect of individuals, and 
gradually the sociocultural sphere of individuals has been 
ignored in health practices(1). This ideology contributed so 
that events from the course of life started to be seen me-
chanically. Health practices in this context became reduced 
to interventions in the biological sphere. This culminated in 
the establishment of the biomedical model; thus, medicine 
has become indifferent to the trajectories of individuals, to 
their will, and to their anguish and death(2).

The medical dominance on life events of individuals 
lead to the term medicalization of life(3). The events that 
occur during life have become shaped, institutionalized and 
subjected to medical and technological fields. In this con-
text, death, as a course of life event is seen as a defeat, the 
end in itself and a total failure of the body(4).

Nurses who deal with the situations of the end-of-life, 
while bio-social subjects, possess unique sociocultural as-
pects that reveal different values, ways of acting, thinking, 
feeling and interpreting death based on their worldview, 
arising from relations and established interactions with peo-
ple and the environment where they live and act(5). Thus, it 
is important to recognize that death and decision-making 
processes are mediated by the sociocultural contexts and 
also by personal and family history of professionals, since 
different cultures embody death differently and prepare rep-
resentations consistent with the context. We can say that 
humans are a reflection of the cultural environment where 
they were socialized(6). From this perspective, values and 
cultural aspects of individuals are involved in decisions that 
occur in the practice field, in care relations and the way that 
health professionals deal with death. Thus, the practices and 
decisions that occur in the context of end-of-life care are 
permeated by culture(3).

We can say that decision-making is an essential process 
of human nature; therefore, it is related to different notions 
of culture. Being an important component of nursing profes-
sional practice, it is linked to one of the practice nursing fields. 
The concept decision-making can be defined as the selection 
of obvious alternatives or acceptable solutions. The attributes 
of the decision-making concept is related to the need to make 
a deliberate choice between two or more options, which com-
mits the individual to a path of actions and expresses the ex-
pectation range of one or more specific objectives(7).

In the context of Intensive Care Unit (ICU), nurses 
are challenged to participate in decision-making related to 
patient and family care, facing complex situations, how to 
maintain or discontinue life support. Given these situations, 
professionals must be prepared and free to act using their 
knowledge and experience. In this sense, many deaths that 

occur in the ICU are preceded by decisions related to the 
restriction or suspension of life support measures(8).

These decisions, in particular, are more complicated 
because they involve life support treatments that often do 
not represent benefits to the patient and, when applied, rise 
doubts in the multidisciplinary team, for example, which 
decisions must be made regarding the care provided to the 
patient and his/her family, who are the professionals who 
should participate in this process and the role of each pro-
fessional in these situations. The above confirms the impor-
tance of performing this study, which aimed to identify the 
factors that influence ICUs nurses in the decision-making 
process in end-of-life situations.

METHOD
This is a study of qualitative approach, and the method-

ological framework of the study is ethnographic case and 
the theoretical framework is medical anthropology. Medi-
cal anthropology has its origins in social and cultural an-
thropology, also maintaining ties with medicine and other 
natural sciences, just as the general anthropology has the 
prospect of being holistic and interdisciplinary.

Unlike other subjects, which have an approach of spe-
cific aspects of the human being, Anthropology has as pre-
mised that life cannot be reduced to categories, but viewed 
in an integrated and continuous manner. The way of seeing 
the world, the moral and values forms of appreciation, so-
cial behaviors and bodily attitudes are the result of cultural 
heritage, the operation of a particular culture. Thus, culture, 
in brief, is the shared and learned knowledge of a society(6).

Cultural concepts of health-disease processes are subsi-
dized by the medical anthropology. It is important for the 
field of health that the end-of-life experiences and decision-
making during this process are studied based on anthropo-
logical theoretical framework.

Among the types of ethnographic approach, the case 
study was chosen to give voice to their lived experiences, 
which allowed us to capture the meanings that individuals 
attribute to their own experience within the sociocultural 
system in which they live(9). In the case study, attention is 
focused on what we can learn about what is common, par-
ticular and unique to a specific phenomenon(10).

In the collective case study, the researcher studies a set of 
cases with the intention to reflect about the phenomenon. 
Employing a case study in the anthropological perspective 
means defining an area of knowledge in which the social 
and the cultural dimensions are articulated(11).

Sampling was intentional as inclusion criteria(12), which 
is composed by 10 nurses from the cities of Sao Paulo and 
Curitiba, who worked for at least one year at the ICU, re-
gardless of additional training, the training time and the 
institutional bond. The first collaborator became the main 
informant and indicated other nurses who worked in adult 
ICU of public and private hospitals.

We used, as data collection method, the participant ob-
servation and semi-structured interview(12-13); throughout the 
whole process, both during the observation as during the 
phase of interviews, field notes were made to record ob-
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servations of the researchers, the relevant data of the study 
and the non-verbal language. This whole process took place 
in the period between August and December 2012, from 
two guiding questions: 1 - Tell me about your experience 
in the process of decision-making in end-of-life situations. 
2 - Which factors do you think influence this process? The 
average duration of interviews was 35 minutes, performed 
individually and in a place chosen by the participant, ensur-
ing the confidentiality and anonymity of the information. 
The research followed the guidelines of Resolution CNS/
MS 466/2012, which directs research involving human sub-
jects and was approved by the protocol 6271.

Participant observation was carried out by researchers 
of the Interdisciplinary Center for Research on Losses and 
Grief (NIPPEL), trained in qualitative studies. Individual 
interviews were digitally recorded, transcribed in full and 
submitted to inductive thematic analysis of the data(14). 
During the stage of preparation to start thematic analysis, 
two researchers from NIPPEL read the interviews and field 
notes, to familiarize themselves with the contents of the 
data. In case of doubt or conflicted themes, a third research-
er from the group was consulted and when consensus was 
reached, the data were presented to the Research Group.

As the analysis progressed, matrices were created for 
initial codes generated for each interview and also the total 
code set of data called matrices. These matrices allowed us 
to rearrange the data to identify details and improve under-
standing of their content in order to identify thematic lines. 
As they progressed in the interpretation of data, new ques-
tions about the content of data emerged and, consequently, 
new understandings were reached(15). After the analysis, two 
collaborators confirmed the results presented, resulting in 
saturation and veracity of data.

RESULTS
Regarding the characterization of the participants, one 

was male and nine were female; the training time was 4-26 
years, working in the ICU for a period of 4-15 years and 
all were certified in ICU. At the time of the interviews, six 
nurses were working in private hospitals and four in public 
hospital. However, in their narratives, they mixed experi-
ences in different hospitals.

The inductive thematic analysis revealed four themes 
that represent the factors that influence ICU nurses in the 
decision-making process in end-of-life situations and that 
will be presented below.

The culTural conTexT of Icu: decIsIon-makIng In 
end-of-lIfe sITuaTIons

The ways to deal with death within the context of 
ICU are related to beliefs in the way that Brazilians deal 
with it. Death seems to be a veiled subject within the 
hospital setting.

Brazilians are extroverted people. We like car-
nival, soccer, parties, laughing, playing! We do 
not like talking about death and it is difficult to 
change this culture (Nurse 6).

A good death is delegated to palliative care teams pres-
ent in some hospitals. However, nurses exacerbate medical 
power, with respect to offering good death when they call 
for palliative care.

Nurses, especially in private hospitals, expressed the dif-
ficulty in dealing with end-of-life situations, saying it is not 
common for doctors to call the palliative care team. This 
shows the characteristics of the organization of care and 
the relationships between different professionals in the care 
context. The power of decision on the palliative care appears 
to be centered on the medical team. However, they believe 
that patients and family members who have had this kind 
of care and were followed by palliative care, received better 
follow-up with less suffering.

What I realize is that, here, in this hospital, it 
isn’t very common for people to be followed up 
by palliative care, but [for] patients and fam-
ily members who I interacted with, who were 
followed by palliative care, it was much easier 
to deal with and pass away (death) experience 
was different, and here, unfortunately, it is not 
a very common thing. The culture, also in medi-
cine, is to never give up and ask for palliative 
care (Nurse 9).

Thus, in the context of ICU, this scenario is even more 
challenging; health professionals have difficulties to incor-
porate end-of-life care and the philosophy of palliative care 
in assisting the patient and his/her family. However, they 
believe that in Brazil, there is still no appropriate structure 
for palliative care demands, both from a quantitative and 
qualitative point of view.

ICUs appear to be in a cultural changing process in 
which humanization wants to take the place of imper-
sonal deaths, which are also isolated from the family. 
Although the practice of nursing is seen by the nurses 
as a practice that considers not only the practice dimen-
sion of care, but also the dimensions of knowledge, it is 
noted that these professionals also work supported by 
their subjectivity and cultural values and in the recogni-
tion of cultural sphere and individuals subjectivity who 
are involved in this process.

The family member doesn’t know what to do, if 
they should cry, or hold hands, it is a very diffi-
cult moment. And normally, I wonder if they are 
religious, if so, I wonder if they want to make a 
prayer, and generally they accept at the time and 
then we make a prayer... So this practice seems to 
guide the family (Nurse 10).

When nurses find no support or approval of the medi-
cal team to call the palliative care service, they feel weak to 
work alone. They believe they do not have proper training to 
deal with patients and family in end-of-life; still, they seek 
to play an educational role with the family such as clarifying 
that the patient is out of healing possibilities. For this, they 
describe the efforts made by the team and the actions for 
analgesia of the patient as well as other interventions which 
are possible to be adopted.
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Nowadays, when we do not have the support of 
palliative care, I think I have an educational 
role with the family: I try to explain what is 
happening with the patient, what are the in-
terventions that we are doing to alleviate the 
suffering of the patient (Nurse 10).

Nurses need to maintain a good relationship with the medi-
cal team and be pro-active about problems and opportunities, to 
start a conversation with physicians in order to suggest palliative 
care to the patient and his/her family. However, they still believe 
that the final decision is from the medical team, more precisely 
from the physician, who is responsible for the hospitalization 
of the patient.

I said I thought that the family needed support, 
because they were demonstrating it physically, 
they were very shaken, emotionally, and they 
needed someone to help at that time. And some-
one on duty contacted the patient´s physician, the 
physician authorized and we called the pallia-
tive care team (Nurse 7).

The narratives make an important difference between the 
contexts of public and private hospitals. In private hospitals, 
there is more participation and family involvement in the de-
cision-making process in end-of-life situations, compared with 
public hospitals. However, the autonomy of nurses of private 
hospitals in this process appears to be limited; these profes-
sionals feel intimidated and subordinated to the medical staff 
and have little or no control on the decision-making in end-of-
life situations. In public hospitals, nurses have more openness 
for dialogue and discussion with other professionals, especially 
physicians and interns.

I think that in the public hospital, nurses have 
more autonomy, we have a much larger work-
load, you deal with lack of material, lack of 
professional... But on the other hand you have 
greater openness from other teams (Nurse 8).

However, even if the professional has competencies and 
skills to actively participate in end-of-life decisions, in some 
contexts, nurses feel disempowered to provide care and inter-
ventions to alleviate the suffering and comfort the family - es-
pecially when the medical team do not share the patient´s prog-
nosis in a clear and transparent manner with family members.

It´s hard, it´s hard, because he (the accompany-
ing family member) is absolutely sure that the 
patient will be discharged, that the patient will 
go home and we are absolutely sure that he will 
not. It is a great responsibility... Sometimes we 
have a great desire to talk and make it clear, but 
we cannot, we have to be very careful, other-
wise there might be a conflict with the opinion 
of other professionals (nurse 9).

BelIefs and suBjecTIvITy In care In end-of-lIfe 
sITuaTIons

Personal beliefs are their own values, beliefs and con-
victions that nurses have about life and death. From these 

personal beliefs, these professionals believe that they help 
and collaborate with patients and their families members in 
end-of-life situations.

Nurses’ beliefs have strong influence on the meanings 
attributed to their experiences when facing end-of-life situ-
ations of patients and their family members. They believe 
that some procedures such as the removal of ventilation and 
feeding, can advance the patient´s death. Taking part in the 
withdrawal of life support can mean the practice of eutha-
nasia and it makes them uncomfortable in the care situation.

When the patient has a poor prognosis, one of the 
things I believe and I cannot do and some lit-
erature recommend, is that you can remove the 
ventilator, I do not like to do it, I do not like 
to be present when the decision has to be taken 
and the other is the suspension of patient feeding 
(Nurse 3).

Religiosity, spirituality and personal values influence 
nurses in dealing with end-of-life situations of patients. 
The data demonstrated that these personal beliefs can help 
them experience a more confident process of end-of-life 
care provided to the patient and his family.

I bring a lot of personal experience and the faith 
that I have (...). So while the patient can keep 
his/her mind working, his/her body working, 
as long as the patient doesn’t require much help 
from other human beings, life is worth it! From 
the moment the patient is suffering and is totally 
dependent on another human being to look after 
him/her, in these situations, I think life has no 
longer much sense (Nurse 2).

Personal history and background that each nurse brings 
during this experience of end-of-life can be confronted with 
opinions, values and knowledge of other health profession-
als. However, the way nurses experience this process can 
undergo change, according to his/her professional experi-
ence, autonomy and competence in relationships with other 
professionals, family members and patients themselves.

ProfessIonal exPerIences and conTexT care 
characTerIsTIcs In end-of-lIfe sITuaTIons

This theme presents a set of knowledge, skills, behaviors 
and abilities that allow nurses, according to professionals, to 
obtain success in carrying out certain activities for the effec-
tive participation of nurses in decision-making processes in 
end-of-life situations.

Nurses emphasize the importance of years of experience 
in the acquisition of knowledge and maturity to handle sit-
uations involving decision-making in end-of-life situations. 
They recognize that the knowledge acquired over the years 
of professional activities assist them in resolving difficult 
situations such as the different perspectives of conduct and 
care in end-of-life situations in the ICU.

Sometimes, when telling someone that someone 
else passed away, I could turn around and take 
care of another patient, but I don’t think that it 
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was my role, my role was much more than that... 
So I believe that there was a combination of fac-
tors, of professional maturity in view of a whole, 
the belief that this moment really was a final 
moment and it needed to be very precious, very 
well maintained and that the failures of the pro-
fessionals at that time, could generate, especially 
in the family, unrecoverable traumas (Nurse 5).

Nurses, especially the younger ones, feel unprepared and 
unable to comfort the family or talk about the limiting pro-
cess of life support and the end stage of the disease. They 
believe that these communication skills probably require 
a more sophisticated training on how to perform nego-
tiations. Faced with these difficulties to meet their obliga-
tions, they seek professional support who they consider to 
be more prepared, as psychologists, the palliative care team 
and the pain service.

It is hard to talk to the family, explain the sever-
ity... We say: It is serious ... But it seems that the 
ears are closed. I have much trouble with it, in 
separating things. Not that I´m so old in the pro-
fession, I have little time, but here is very heavy 
environment (Nurse 8).

For nurses, there is lack of preparation to deal with 
end-of-life situations of patients. In private hospitals, the 
team of palliative care and pain service act as support and 
are reference for nurses in these situations. Nurses observe 
the palliative care team behavior to become more skilled 
in their actions with the patient and family. However, they 
reported that these services are not easily accessible.

I try my best so that family and patients are cared 
and welcomed, sometimes I feel impotent, because 
they have various processes so that we can do it; I 
am speaking specifically of palliative care that is 
my reference in this hospital (Nurse 7).

The idea that nurses are committed to make a differ-
ence in patient care and family in end-of-life situations is 
expressed by them. Nurses, even with all difficulty and lack 
of preparation to deal with these situations, understand that 
they have a duty to care for the patient and family and that 
something must be done to reduce the suffering and depri-
vation that the family is living in this period.

humanIzaTIon PracTIces In end-of-lIfe sITuaTIons: 
The PaTIenT and famIly cenTered care

Nurses clearly expressed their role in end-of-life situa-
tions when the patient has an incurable disease. They believe 
it is their moral obligation to ensure the peace of the patient 
and family during the process of dying and comfort for fami-
lies. To achieve these goals, they allow visitation schedules for 
family members and religious people, providing alternative 
diets, maintaining careful hygiene and pain relief.

(...) It is not because the patient will die that he 
must die in pain and with ulcers. Changing po-
sitions, hygiene, program hygiene, is to keep the 
patient comfortable, in order to enable the family 
to stay with him as long as possible (Nurse 6).

End-of-life situations put nurses in front of family suf-
fering, which makes them appreciate the family-centered 
care. Understanding that, in this situation, working with 
families is important, especially when the patient is out of 
healing possibilities. The paradigm shift, the patient´s cure 
for the care and relief of patient and family suffering, is a 
slow process and depends on the nurses’ initiatives. Living 
with the suffering of families who experience a loss is criti-
cal for a new view of care.

One thing I´ve always done is, regardless of public 
or private hospital, that this family was sure that 
everything was done to the patient (Nurse 5).

In care and in decision-making at the end-of-life, nurses 
need to believe that the procedures and the assistance of-
fered were the best possible. For the interviewed nurses, it is 
their moral obligation that the patient had a dignified end-
of-life, with relief from the physical and emotional suffer-
ing. Also considering fundamental to the family, knowing 
that all the best care was provided to the patient. They be-
lieve that this is the way to help the family in the patient´s 
death process.

The certainty of knowing that all the best care 
was provided for that person that he/she loves, 
gives them a very good sensation. And I think 
that everything we, professionals from health-
care field, can do to have that final answer 
should be done (Nurse 4).

DISCUSSION
Through inductive analysis, based on an anthropological 

perspective, it was possible to reach an innovative interpretation 
of the data from this research, which identified the factors that 
influence the nurses in the decision-making process in end-of-
life situations from adult ICU.

In end-of-life situations, particularly those in which the 
patient is considered, by the nurse, out of healing possibili-
ties, the role of ICU professionals change; that is, the ag-
gressive care should lead to end-of-life care, guided by the 
principles of palliative care(16). This paradigm shift, from the 
cure for the care and relief of patient suffering and their 
families, it is a slow, stressful process and therefore full of 
ambiguities and anxieties experienced mainly by nurses 
working in the ICU. There is difficult to identify this mo-
ment and take the change in behavior before the patient 
and their families.

While the nurses of the palliative care team typically 
receive specialized support to deal with these end-of-life 
situations, intensive care nurses are often not prepared to 
provide assistance to the patient and his/her family(16). Al-
though the professional maturity and years of ICU experi-
ence are key factors to make a difference in the care and re-
lief of patient and their family members suffering(17), nurses, 
in their narratives, report that there is not a team effort and 
transparent discussions to implement the philosophy of pal-
liative care in the context of ICU and point to the absence 
as an aspect that hinders their greater participation and also 
as a component capable of generating more suffering to 
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the patient and family. This shows how care practices are 
organized in the context of ICU and cultural and subjec-
tive aspects are present among health professionals, patients 
and family.

Despite their difficulties and little preparation to deal 
with decision-making in end-of-life situations in ICU, 
nurses use their studies and their knowledge, acquired in 
practice and professional career, to qualify the family; that 
is, they become facilitating agents and educators in these 
end-of-life conditions(17).

Although, it has been previously indicated in the litera-
ture that nurses should be involved, but indirectly, in end-
of-life situations, the recent literature indicates that nurses 
are more engaged with the role of advocating in favor of the 
patient and family in the end-of-life process. Nurses inter-
pret and explain to the family the prognosis of the patient 
and what is happening to him/her; accordingly, the family 
is happier and becomes able to advance in their acceptance 
and decision-making(18).

However, our study shows that family feel lack of open-
ness and precise and clear dialogue in the relationship with 
nurses. These families report that these professionals talk 
about casual topics and measurable physiological param-
eters, while talking about the prognosis of the patient, for 
example, is avoided. Thus, family members interviewed in 
the study, believe that nurses are subordinates and represen-
tatives of the medical team(19). Comparable to our results, 
nurses, mainly from private hospitals realize that, at times, 
they do not share all the information they know; they feel 
that the medical team does not authorize them to make the 
patient’s prognosis clear to the family.

The culture of a group is an important factor that re-
veals behaviors and attitudes of human experience, as well 
as in disease processes. The habits, customs, spirituality and 
belief, expressed by the culture of a group, show different 
ways of thinking of individuals that health professional is 
not always familiar(20-21). Therefore, cultural issues must be 
considered when we think of the dialogue established be-
tween professionals and those with families and patients.

Through established relationships with patients and 
their families, nurses believe that the family is an integral 
part of care in ICUs, especially in end-of-life situations. 
In this research, the nurses described how, over time, they 
became sensitive to the suffering of the family who is losing 
one of its members, and with this awareness, discovered the 
importance of family care.

The Institute for Patient and Family-Centered Care 
(IPFCC) provides directions to advance in understand-
ing, comprehension and practice of this patient and fam-
ily centered care in hospitals and other healthcare facili-
ties. These directions have four key concepts: Respect and 
dignity; Sharing information; Participation and collab-
orative care(22).

This care is an approach to the planning, delivery and 
evaluation of health care services, which is based on mu-
tually beneficial partnerships among health professionals, 
patients and families. Thus, these cares redefine the relation-
ships in healthcare.

Health professionals who offer patient and family cen-
tered care recognize the vital role that families have to en-
sure the health and well-being of patients of all ages. They 
recognize that the emotional and social support are an in-
tegral part of health care, recovering and restoring dignity 
and control to family(22). Surprisingly, our results point to 
the interest of nurses to include the family in their care, and 
the statements show that they respect, albeit informally, the 
concepts proposed by IPFCC.

The humanistic paradigm of care recognize, as one of its 
principles, that the patient is a relational being; this means 
that care should not be based on linearity which means that 
the health professional is the holder of knowledge and their 
position is reduced to the transmission of information, and 
the only one who has the power of decision(4). Thus, care 
practices in end-of-life situations guided by a humanistic 
paradigm enable the health professional to correspond the 
individual needs of patients and their families, creating 
space for the manifestation of their desires, anxieties and 
wishes. Giving voice to patients and families in order to 
promote humanized care shown challenging for the nursing 
staff, however, possible when there is room for exchanges 
and interactions(23).

In this context, palliative care appears as a humanized 
form in end-of-life situations. Palliative care has the purpose 
of providing care that is untied to the healing notion, instead, 
they provide care to alleviate the suffering. Palliative care ap-
pears to counteract the technological and institutionalized 
practice, in which the patient and the family are excluded 
from the decision-making process. This type of care proposes 
a new social representation of death, which is made possible 
through innovative forms of relationship between profession-
als, patients and families, enabling new institutional practices 
and a participatory decision-making process (24).

CONCLUSION
The decision-making process in end-of-life situations 

is difficult and depends on ethical issues related to moral, 
cultural and social values. The Brazilian policy is incipi-
ent, timid and inarticulate when it comes to end-of-life. 
In the context of ICU, this scenario is even more chal-
lenging; health professionals must incorporate the end-
of-life care and palliative care in assisting the patient 
and his family.

Knowledge of nurses, acquired by the practice of obser-
vation and the exercise of care in situations of end-of-life 
in ICU, must be redeemed and used by these professionals, 
enabling him to interventions that require ICU in decision-
making. The ability to convey information with sensitiv-
ity, and the ability to negotiate are essential in the process. 
Knowing their own values and beliefs about life and death is 
also an important factor, as it implies the inclusion of nurses 
in the decision-making process.

Working with health professionals experience, facing 
the dying process, concerns studies for the improvement 
of these professionals about the end-of-life care. Thus, new 
studies on the subject are important and should be devel-
oped, including studies that result in training tools and 
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evaluation of nursing professional skills within the ICU 
and ethical issues related to patient out of healing possi-
bilities and his/her family, in order to achieve an innovative 
and effective way to meet the new demands of technology 
environments and end-of-life in the ICU.

The difficulty for the expansion of knowledge in the de-
cision-making process, in end-of-life situations is related to 
the lack of care protocols guidelines for the care of patients 
with incurable diseases or nearing end-of-life, making care 
even more complex and challenging in these cases.
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