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Abstract
Purpose  Facing the end of life may trigger significant distress in family caregivers of patients with advanced cancer. However, 
few studies have addressed the spiritual and existential concerns of these family caregivers in their end-of-life care journey. 
This study aimed to understand the spiritual and existential experience of family caregivers of patients with advanced cancer 
facing the end of life in Brazil.
Methods  A purposive sample of 16 family caregivers of hospitalized terminally ill cancer patients in Brazil participated in 
in-depth interviews. Data collection and analysis were based on interpretative phenomenological analysis.
Results  Three superordinate themes in their spiritual and existential experience were identified: (i) connectedness through 
caregiving, personal relationships, and spiritual beliefs; (ii) shifting hope: from death as a possibility to preparation for 
impending death; (iii) reframing suffering and meaning. For these caregivers, the relationship with the patient and with 
others, their spiritual beliefs, and hope were significant sources of meaning. Hope was sustained by death avoidance, oscil-
lating with death acceptance and hope that it would occur with comfort. Family caregivers also experienced existential and 
spiritual suffering in the form of guilt, suppressed emotions, and loneliness.
Conclusion  Health care providers should address and support caregivers’ spiritual needs and their relationships with the 
patient and others during end-of-life care and facilitate reflection regarding existential concerns, meaning, and preparation 
for impending death.

Keywords  Family caregivers · Neoplasms · Palliative care · Spirituality · Qualitative research · End of life

Background

Palliative care includes support for family caregivers dur-
ing the patient’s illness and in bereavement [1]. Family 
caregivers of patients with advanced cancer experience 
substantial distress during their caregiving experience, 
heightened by the burden of caregiving and uncertainty 
related to the course of the disease and expected survival 
[2]. Family caregivers may experience burden related 
to depressive symptoms, anxiety, and somatization [3]. 
Moreover, they may face multiple existential, practical, 
personal, relational, and social losses related to altera-
tions in their previous relationship with the patient, their 
social relations, and the anticipated loss of their loved one 
[2, 4–7]. The burden of care may be particularly great in 
Brazil, where palliative care services are often limited to 
inpatient care in hospitals [8].
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The family member of a patient living with advanced can-
cer at the end of life may have spiritual needs and existential 
concerns related to the loss of meaning and to distress about 
dying and death [9–11]. However, despite these concerns, 
family caregivers may experience a deep connection with 
their loved ones and a sense of meaning and purpose through 
their caregiving [12, 13]. Indeed, spirituality includes 
a sense of connectedness to self, others, a higher power, 
nature, or the sacred [14, 15]. It has also been described as 
a dynamic process, which can be triggered by death con-
frontation [16], that may involve a struggle with questions 
of meaning, suffering, guilt, hope and despair, values and 
attitudes, and religious beliefs. Spirituality may be manifest 
different ways and should be considered in this context, even 
when the term spirituality is not mentioned [17].

While confrontation with the death of a loved one 
can trigger existential concerns and distress, it may also 
facilitate a process called “double-awareness.” This term 
refers to the adaptation to the life-death tension, facing 
patients with advanced cancer and their family members, 
in which contemplation of death optimally coexists with 
life engagement [18, 19]. Double awareness may also be 
sustained when family caregivers are dealing with the 
impending death of a patient with advanced cancer. When 
there is adequate support, caregiving at the end of life can 
be a transformative and spiritual experience [20]. How-
ever, few studies have drawn attention to the experience of 
family caregivers providing care to a family member with 
advanced cancer at the end of life and its connections to 
spiritual and existential concerns, and there have been no 
such studies with Brazilian family caregivers.

The present study aimed to understand the spiritual and 
existential experiences of Brazilian family caregivers of 
hospitalized patients with advanced cancer facing the end 
of life.

Methods

Study design

A qualitative design was employed to understand the in-
depth experience of family caregivers facing the end of life 
of their hospitalized family member. Interpretative phe-
nomenological analysis (IPA), which has been widely used 
in psychology and health care research [21], was used to 
allow a deep understanding of participants’ personal expe-
rience, including their world orientation and construction 
of meaning [22]. The process of interpretative analysis in 
IPA [23] includes an initial focus on individual experiences 
of meaning-making and then comparison with other cases 
[22, 24]. The consolidated criteria for reporting qualitative 
research (COREQ) guided this study to ensure scientific 

rigor [25]. The study was approved by the Faculty of Phi-
losophy, Sciences, and Letters of Ribeirao Preto at the Uni-
versity of Sao Paulo, Brazil, Research Ethics Committee 
(CAAE-82845718.2.0000.5407).

Data collection

Participants were purposively selected based on the fam-
ily caregiver’s relationship with the patient, patients’ tumor 
types, time of diagnosis, and period of hospitalization. 
Inclusion criteria were as follows: (a) a spouse, relative, or 
friend who was providing care during the hospitalization 
of a patient with advanced cancer near the end of life; (b) 
awareness of the advanced cancer prognosis, with cure no 
longer the goal of care; and (c) over 18 years of age. Partici-
pants were identified by health care providers who worked in 
a tertiary medical center and a specialized oncology center 
located in the State of Sao Paulo, Brazil. The researcher 
discussed with the health care team recruitment criteria of 
family caregivers and their potential participation in in-depth 
interviews. These health care providers then provided ini-
tial information for potential participants and asked their 
permission to be approached by the researcher. Eligible par-
ticipants were invited to participate in the study by the first 
author (ACB), who provided them with further information 
about the study. Caregivers who agreed to participate signed 
a consent form clarifying their voluntary participation in 
this study. Their confidentiality was preserved using pseudo-
nyms chosen by them. Data collection was performed before 
COVID-19 pandemic.

The researcher collected field notes following the inter-
views to register reflexive observations during data collec-
tion. Family caregivers were invited to share their caregiving 
experiences, focusing on spiritual and existential domains, 
including (1) the experience of accompanying the fam-
ily member from the time of diagnosis; (2) what is most 
important to them in their life at the present time; (3) to 
what extent and in what way their values or priorities in 
life changed after their loved one’s illness and proximity to 
the end of life; and (4) their values and beliefs at this time 
in their lives. Data saturation was considered to have been 
achieved when rich personal accounts and common themes 
were identified across the sample during data collection and 
analysis.

Data analysis

All interviews were transcribed verbatim in Brazilian Por-
tuguese and analyzed using IPA [22], focusing on accounts 
of participants’ experiences. The first author (ACB) re-
read and re-listened to the recordings several times to be 
immersed in the data. The transcripts were transferred to 
NVivo 12 software to organize the data and analytic process. 
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The first author then conducted a case-by-case analysis to 
identify emergent themes and clusters of themes from the 
initial notes. These included descriptive and interpretative 
conceptual comments related to the phenomenon of interest, 
maintaining idiographic characteristics of IPA analysis. The 
analysis process was traced through audit trail by a second 
member of the research team (MAS). Thirdly, the research 
team implemented a cross-case analysis of the 16 transcribed 
interviews looking for connections, convergences, and diver-
gences among emergent and superordinate themes. Finally, 
the themes were integrated into a narrative account, which 
required an active role of the researcher in interpreting 
and making sense of the data [26]. Considering Yardley’s 
[27] recommendation regarding establishment of validity, 
the preliminary results were discussed with the supervisor 
and larger research groups to reconsider emerging themes 
generated.

Results

Participants

Participants were interviewed individually by a female 
trained psychologist doctoral candidate (first author). All 
interviews took place in the hospital between June 2018 and 
March 2019 and were audio-recorded and lasted between 45 
and 80 min. Two potential participants refused participation 
due to their unavailability at that time. In total, 16 family 
caregivers agreed to participate in the study and all of the 
interviews were conducted in the hospital during their loved 
one’s hospitalization; all of these caregivers had provided 
care to these patients in their community before that. All 
patients died in the hospital, and most of them died in a few 
days after the interview. Table 1 presents information about 
the sociodemographic characteristics.

Findings

Participants described their spiritual and existential expe-
riences during the journey of their loved one’s end-of-life 
care. Three themes emerged: (1) connectedness through 
caregiving, personal relationships, and spiritual beliefs; (2) 
shifting hope: from death as a possibility to preparation for 
impending death; and (3) reframing suffering and meaning 
(Table 2).

Connectedness through caregiving, personal relationships, 
and spiritual beliefs

Connection with caregiving and personal relation‑
ships  When confronted with the possibility of the imminent 
death of their loved one, most participants indicated that 

they felt that their presence was imperative during end-of-
life care, offering security to the patient through compas-
sionate care. The possibility of being present until the end of 
life helped them to feel that they could alleviate the suffering 
of their loved one:

Table 1   Family caregiver demographic characteristics

Family caregivers interviewed (N = 16)

Age (years range)
 20–35
 36–50
 51–65
 66–80

6
4
5
1

Sex
 Female
 Male

13
3

Family caregiver relationship status
 Single
 Married/common law
 Divorced

4
11
1

Education
 Elementary school
 High school
 Undergraduate degree

7
8
1

Religion
 Catholic
 Protestant
 Kardecist (Spiritism)
 No religion

10
3
1
2

Family caregiver relationship to patient
 Partner/spouse
 Son
 Sibling
 Niece

7
7
1
1

Patient’s tumor type
 Cervical
 Ovarian
 Breast
 Stomach
 Liver
 Head and neck
 Pancreatic
 Lung
 Bladder

2
2
3
1
1
2
2
2
1

Approximate time of diagnosis
 1 week
 3–4 months
 6 months
 1–2 years
 2–4 years
 6 years

1
5
1
2
6
1

Approximate time/period (days/month) between caregiver inter-
view and patient’s death

 1 day
 2–4 days
 1 week
 15 days
 1–2 months

3
6
3
1
3
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He calms down a little bit. So, I think that, just from 
him knowing that I am here, from my presence, he 
calms down. I think he is aware that I am here, but I 
don’t know how long. I just ask God to help me so that 
his death be in peace (Maria, spouse). 

Although some participants reported conflicts in their 
family and marital relationships, most felt more emotionally 
connected and attached to their loved ones in the last days of 
their lives, through presence and caregiving:

Oh, so... more love with each other. Not that we didn’t 
have it, but we increase the affection more. We already 
had affection for each other. We see the way ... it seems 
like I don’t know, I don’t know how to explain it, but I 

became more attached to her, more closer than I ever 
was, but now it has increased. I know she depends on 
me, so ... I’m always there ... for me, she’s everything, 
I love her. I’ve always loved her. We didn’t open up, 
you know? (Carlos, spouse).

Spiritual beliefs  Most participants believed that they should 
be strong to deal with the emotional impact of caregiving 
and the end of life of their loved one. They relied on their 
belief in a Higher Power, as well as in spiritual practices, 
such as prayer, for comfort and strength to cope with the 
impending death of the patient:

It is very difficult ... I don’t know, I am Protestant, I 
believe in God. God is comforting us, you know? God 

Table 2   Superordinate themes, themes, and emergent themes

Superordinate themes Themes Emergent themes

Connectedness through caregiv-
ing, personal relationships, and 
spiritual beliefs

Connection with caregiving and personal relationships Strengthening personal relationships
Compassion
Caregiving as a mission in life
To be present until death
Express and share their feelings
Having their suffering validated by others
Presence
Be strong to be able to provide care

Spiritual beliefs Individual connection with God
Faith in God provides strength, confidence, and 

comfort
Prayer
Resignation toward God
Hope in life after death

Shifting hope: from death as a 
possibility to preparation for 
impending death

Death proximity and avoidance Unexpected disease progression
Confrontation with death and its inevitability
Realization of the end of life
Patient’s realization of death proximity
Significant losses in the life story
Hope for recovery, hope for a miracle

Hope shifted to focus on death acceptance and death 
preparation

Acceptance of the impending loss as alleviation of 
suffering

Facing the transience of life and impermanence
Hope focused on death as the end of suffering
Focus on comfort measures and relieve of suffering

Reframing suffering and meaning Existential and spiritual suffering Guilt and regret
Guilt for turning away from the Church
Helplessness
Impotence
Uncertainty about the future
Self-neglect
Patient’s suffering increases caregiver’s distress
Loneliness
Suppression of feelings

Finding meaning and purpose in suffering and life Illness and suffering as source of meaning
Facing illness as a divine ordeal
Maturity and learning for life
Legacy
Changes and personal growth
Reframing life purpose and priorities
Living the present moment
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is giving wisdom so that we can deal with this situation 
(Beatriz, son).

Some participants mentioned their belief in life after 
death as a source of comfort, considering life as a passage, 
as a means to dealing with finiteness:

It comforts me to know that there is a life afterwards, 
but I have plenty of reasons not to believe this, because 
I don’t have proof. But I prefer to believe that there 
is something because it comforts me, even though I 
know that... I am more certain that there isn’t, I want 
to believe that there is something because it comforts 
me. It comforts me to know that after I die, I won’t be 
gone. I will remain, even if only in memory or even as 
energy (Pedro, son).

Although they tried to be strong and to rely on their faith, 
most participants pointed out the importance of receiving 
emotional support from health care providers during their 
journey to manage their emotional distress:

I do not know, should have a support for us. Someone 
who comes and gives attention. There isn’t (that). I 
think that these hours are the hours that there has to be 
someone to help us calm down, that we ... our nervous-
ness is too much of a concern (Carlos, spouse).

Shifting hope: from death as a possibility to preparation 
for impending death

Death proximity and avoidance  Our participants experi-
enced an oscillation between avoidance and accepting the 
likelihood of imminent death based on the progression of 
the disease. Most participants reported that the physical and 
emotional burden on them intensified with the physical dete-
rioration of the patient and progression of the dying process:

And now it is also very intense, because ... as she 
is very debilitated, more than before, so much that 
she is hospitalized because we cannot cope, there 
are things we cannot do, we wear out a lot, our body 
cannot handle it (Pedro, son).

Participants reported that their hope shifted when faced 
with the impossibility of cure and progression of the dying 
process. Some continued to avoid considering the possibil-
ity of imminent death as the contemplation of this reality 
seemed to be painful for them. They tried to maintain their 
hope in the search for a “miracle” or clinical improvement:

More time with me, to stay with me. I want her heal-
ing, you know? See that she doesn’t have anything 
else, you know? I feel like this inside me, I know she 
is, but for me she has nothing else, you know. I know 

she is, I know she can go [death], but I don’t believe 
it. I know she will, but ... do you know that desire we 
don’t want to lose? (Carlos, spouse).

Hope shifted to focus on death acceptance and death prepa‑
ration  With increasing proximity to the end of life, most 
participants shifted their hope to focus on the acceptance of 
death and preparation for this inevitability.

If I leave and it happens, I will regret it, so I want to 
be there on time. This is what I want. I want to see 
him go. I know I’m going to suffer a little, but then 
... I got used to it, I already gave it to God, that God 
will help us, that he takes him in peace. And I’m not 
going to despair. I’m not going to scream, I’m not 
going to cry, because that’s no use anymore (Sebas-
tiana, spouse).

At this time, participants reported that they focused on 
comfort measures, instead of on invasive measures to relieve 
the patient’s suffering at the end of life. They indicated that 
their hope and faith was maintained by focusing on death as 
the end of patient’s suffering:

I am calm. If I tell you as soon as I am ... that I don’t 
want her to go, I am lying. I want my mom to rest, 
because she was always very full of life, you know? 
[...], but I don’t think it has more to do with faith. 
I think it has more to do with reality. Suddenly her 
healing is now on the spiritual side, getting rid of this 
suffering of the flesh (Anjo, son).

Some participants considered that such experiences drew 
their attention to the transience and impermanence of life:

Nothing lasts forever. Your pain, your headache, your 
... your leg pain ... just our old age that will arrive. 
It’s not forever either, you will leave too. Isn’t it? 
(Lucia, spouse).

Reframing suffering and meaning

Existential and spiritual suffering  Some participants 
reported feeling guilty about not being present in the last 
hours of a family member’s life. Others experienced guilt 
about turning away from religious practices:

I must leave ... So, it hurts, but I go with the feeling 
that what I could do I did, what I could take care of, I 
took care, until her last breath. And I think it will be 
worse if I stay here, it will be worse (Fernanda, son).

Look, I am evangelical, and although I am not fre-
quent. The church I attend is on the side of my house. 
I ended up pulling away a bit, you know. Although I 
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should not, but because of the rush and stuff (Mariana, 
son).

Participants experienced more emotional distress when 
patients’ symptoms were not well controlled. In general, 
they tried to suppress their feelings when they were with 
the patient, to avoid showing weakness and to protect them 
from additional suffering. However, they felt often helpless 
and powerless in their journey, facing many uncertainties:

So, he’s aware, I get upset, there are times when we 
stop, and we cry, but I don’t want him to suffer. There 
was a night when he asked us for poison, when he 
asked us to give him poison because he couldn’t stand 
it anymore […] the suffering. If only he wasn’t so 
sick the way he is, you know? The hardest part is this: 
watching him suffer (Idalina, wife).

Very sad to see the person you like to suffer with-
out you being able to do anything. [choro] (Isabelle, 
niece).

Finding meaning and purpose in suffering and life  Partici-
pants reported that confronting the possibility of the death 
of their loved one death triggered reflections on the meaning 
of their suffering and of life, with some viewing the patient’s 
illness as a divine ordeal that was visited on them. Partici-
pants often reported that facing death and dying precipitated 
a reordering of their priorities in life:

You begin to give more value in life, in minutes, in 
seconds. You end up appreciating small things (Fer-
nanda, son).

Despite the emotional distress experienced, most par-
ticipants indicated that they experienced maturation and 
personal growth as a result of their caregiving experience: 
“Experiencing this made me think a lot and thinking a lot 
transformed me, deconstructed many things, many para-
digms” (Pedro, son). As part of that process, they considered 
the legacy of their loved one and the value of the life that 
they had lived. They also described the deeper connection 
that developed between them and the patient during the car-
egiving process, and the importance of living the present 
moment, while the loved one is still alive:

It is a popular saying that if we don’t have faith, one 
day we will learn through pain (Vitoria, daughter).

I know now, what I’m going through now, I don’t know 
what I’m going to get through tomorrow and half an 
hour, an hour, until late, I don’t know what I’m going 
to get through, but for now, I’m here, I’m focused on 
him, I am living now. This moment (Maria, spouse).

Discussion

This study aimed to understand the spiritual and existential 
experiences of family caregivers of patients with advanced 
cancer when facing end-of-life care. We identified three 
overarching themes in their reports: spirituality intercon-
nected with caregiving and personal relationships; hope and 
meaning linked to spiritual beliefs; existential and spiritual 
suffering when facing death proximity.

Our findings are consistent with other studies of family 
caregivers showing that spirituality plays a significant role in 
sustaining hope, comfort, and strength [28, 29]. Their physi-
cal presence while the patient was confronting death helped 
family caregivers to process feelings of powerlessness and 
anticipatory grief, which corroborates the findings of other 
studies [30, 31]. Our results also highlighted that connected-
ness was experienced through caregiving, and that personal 
relationships seemed to be transformative in their existential 
and spiritual experience [13, 32]. Connection with the fam-
ily member played an important role in spirituality and the 
meaning of caregiving for the patient with advanced can-
cer, as reported by others [14, 33]. During the last stage of 
their journey, hope shifted from the possibility that a miracle 
would occur to hope for a good death without pain and as the 
end of suffering. This result is consistent with that of other 
studies [30, 34], particularly related to the importance of 
symptom control [35] and the place of death in their quality 
of death and dying [36].

The experience of witnessing physical decline and the 
irreversibility of the illness in the patient triggered anticipa-
tory feelings of loss in caregivers. They often felt ambiva-
lent about the survival of the patient, with both the hope 
for death as the end of the patient’s suffering and the hope 
for the prolongation of their life. Another study similarly 
identified this ambivalence in the anticipatory grieving of 
caregivers [6]. Our results are also consistent with other 
research highlighting that family caregivers may experience 
significant spiritual, existential, and emotional suffering in 
their journey toward the end of life [7, 9, 20]. We found 
that caregivers tried to suppress their feelings to demonstrate 
strength to the patient, but, as in other studies [6, 28, 30, 
34], feelings of loneliness and helplessness were common. 
These findings suggest that family caregivers would benefit 
from having a safe space to reflect about the mortality of the 
patient and themselves and that health care providers should 
receive educational training on how to manage existential 
and spiritual distress of patients and their family members 
[4, 10].

Although family caregivers experienced considerable suf-
fering near the end of life, they also experienced significant 
spiritual and existential transformation through caregiv-
ing and their end-of-life experiences [32]. Their sense of 
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meaning and purpose and priorities in life changed when 
dealing with the impending loss. This is consistent with 
other research demonstrating that confronting death can 
lead to an existential awakening, as it enhances existential 
questions and concerns related to finiteness, life, and death 
[32, 37]. Our findings also showed that the concept of dou-
ble awareness can be applied to family caregivers of cancer 
patients facing end of life, as they tried to find a balance in 
engagement in life with the patient, while also considering 
the anticipated loss in the face of impending death [18, 19].

Strengths and limitations

A strength of this study was the multidisciplinary research 
team that enriched data analysis from multiple perspectives. 
However, our participants were primarily Christians, which 
may limit in the generalizability of findings to other religious 
groups. Qualitative interviews provided access to their in-
depth experiences of spirituality in caregiving. The initial 
questions or probes did not specifically ask about religion or 
spirituality, although this emerged in all of the interviews. 
Our study also did not examine caregiving experiences ear-
lier in the course of the disease. Longitudinal research is 
needed to understand the in-depth experience of caregivers 
over the course of their journey, including in bereavement.

Clinical implications and conclusion

Attention to existential and spiritual issues in family car-
egivers facing end of life care is essential for an oncology 
interdisciplinary health care team and should be assessed 
and managed by health care providers. This should include 
consideration of the family caregiver’s personal relationship 
with the patient and presence at the end of life as a source 
of meaning for both the patient and the caregiver. Further 
research is needed to determine the optimal nature and 
effectiveness of individual, couple-based, and group psy-
chotherapeutic and spiritual interventions for the caregivers 
of patients with advanced cancer.
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