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Abstract

Objectives. Advancements in medicine and science have enabled more and more people to
live longer with a chronic medical condition, namely cancer. Nevertheless, the palliative care
(PC) approach continues to be introduced and incorporated later in the lives of patients and
families dealing with such conditions. Thus, the need for individuals to care for this population
in our society is increasing, giving rise to the so-called “informal caregivers” The present study
intends to examine the main obstacles faced by informal caregivers taking care of a cancer
patient receiving PC based on what health professionals working in these settings perceive and
write down. To achieve this goal, the written files of 2 Portuguese palliative care institutions
were analyzed.

Methods. An inductive thematic analysis was conducted, focusing on the contact between
health professionals and family caregivers and based on the notes taken by health professionals.
Results. Three main overarching themes were identified: (1) burden, (2) intra-family impact
of the illness, and (3) network vulnerabilities. Included in this are the emphasis on the role of
the family and social support, the high levels of psychological morbidity and caregiver burden
present over this period, and a great need for information about the illness.

Significance of results. This study provided a broader awareness regarding the daily struggle
experienced by family caregivers, particularly those who juggle between “roles” It is vital to
understand the scope of the obstacles experienced by caregivers during the terminal phase of
their loved ones illness, given how important it is to address the family’s needs. Future stud-
ies and practitioners should consider these observations and topics when considering new
approaches for this population, as they ought to be quite focused and short in time in order
to meet people’s needs.

Cancer is one of the leading causes of death worldwide, with its prevalence expected to rise
(National Cancer Institute 2020). In terms of illness-related needs and with respect to how it
impacts each family member (Rolland 2005) and the relative family dynamics, the toll seems
profound. Family caregivers frequently feel alone in the decision-making process and report
difficulties communicating with their loved ones as they try to make sense of an impending
death (Rolland 2018; Totman et al. 2015).

As people are living longer (WHO 2022), our society has come to need informal “frontline
health care workers” (Kent et al. 2020: 67), such as family caregivers, among whom the strain
is evident. This is particularly true for people in their sixties who are no longer able to care
for older family members (Rolland 2018), given that they are potentially still working full time
or taking care of children and/or grandchildren, in addition to sometimes managing personal
health issues.

Demographically, this population tends to be mostly women, who spend more time pro-
viding care than their male counterparts (Northouse et al. 2012; Rolland 2018). In Europe, it
is estimated that from 10% to 25% of the population comprises informal caregivers (European
Commission 2018). Similarly, in the United States, around 1 in 5 Americans represents this
population of caregivers (National Alliance for Caregiving [NAC] & AARP 2020). On aver-
age, informal caregiving implies about 20 hours a week, which involves helping with daily life
activities and providing social, emotional, and practical support (Lightfoot and Moone 2020)
(e.g., buying medication and going to the supermarket). The data, which frequently pertain to
lower-income families (Rolland 2018), show that most family caregivers must juggle work with
caregiving tasks. Therefore, family caregivers of cancer patients are a vulnerable population,
presenting significant levels of psychological morbidity (Areia et al. 2017). Research has already
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indicated that caregivers of cancer patients have higher levels of
depression and anxiety than the patients themselves (Fu et al.
2017).

Palliative care among cancer patients

According to Neto (2020), 8 in 10 patients enrolled in pallia-
tive care (PC) services have cancer. The PC approach is mainly
focused on preventing and relieving physical, psychological, social,
and spiritual suffering of both patients and their families fac-
ing life-threatening illnesses (World Health Organization 2018).
Nonetheless, the continued “disease-fighting approach” takes over,
which sometimes extends the agony of the person (Neto 2020) and,
consequently, of their family.

Due to some gaps in this field (e.g., insufficient resources and a
lack of accurate information to make referrals), most patients and
families only start to benefit from PC at a later stage in the course of
the illness. This means that the aforementioned “frontline workers”
are going to be enrolled in this 24/7 role for longer periods.

PC during uncertain times

In addition to its physical and emotional toll and uncertainty,
the Covid-19 pandemic made us think about “goodbyes” With
the pandemic outbreak, the Portuguese government implemented
several contingency measures (Passos et al. 2020), such as stay-at-
home orders, social distancing, recommendation of remote work-
ing, wearing facemasks, or, when necessary, confinement periods
(Oliveira et al. 2022). Within health institutions, it imposed some
restrictions and created a general fear for the most vulnerable,
leading to situations where relatives and primary caregivers were
prevented from having face-to-face contact with their ill family
members throughout their hospital admissions during the pan-
demic’s worst outbreaks. In fact, Passos et al. (2020) suggested that
isolation might be a risk factor for depression. Imber-Black (2020)
reinforces the role that end-of-life rituals have on helping us go
through loss and bereavement, and even though PC institutions
tried to continue to do their work, some processes were modi-
fied or suppressed due to the virus. Therefore, Covid-19 hampered
these processes and made us “dive” into an even more technologi-
cal daily world, where old rituals were transformed and new ones
emerged (e.g., celebrating anniversaries on balconies and “zoom”
gatherings) (Imber-Black 2020).

The present study

We tried to grasp the main obstacles related to being a family
caregiver of a cancer patient receiving PC - reported by care-
givers and/or perceived by health professionals working in these
settings. An obstacle was any difficulty, struggle, problem, or less
adaptive coping strategy. To achieve the research goal, we collected
data from 3 different sources to ensure corroboration (Bowen
2009): written files from 2 Portuguese PC institutions, to which
the present paper refers to; focus groups with health professionals
working in PC; and focus groups with family caregivers of cancer
patients receiving PC. (Bowen 2009). This study considered a “pri-
mary caregiver” the person or people mainly responsible for taking
permanent care of a family member or friend who is terminally ill
or with a disabling condition.

We employed a thematic analysis of the information collected
from institutional written files.
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Methodology

The present study draws on a qualitative research methodology to
provide a more in-depth understanding of family caregivers of can-
cer patients’ experiences as well as health professionals’ from a PC
setting who support them. The data used in the current paper stem
from information collected from a subsample of written files from
2 Portuguese PC institutions, including 159 individuals’ processes.
The current study was submitted to each institutions’ ethics com-
mittee to obtain permission, in addition to an ethical evaluation of
the process of its funding.

Data collection and the institutions’ description

Both institutions have multidisciplinary teams, with different pro-
fessionals working collaboratively. One is based in the north of
Portugal (referred here as Institution A), and the other is in the
central region (mentioned as Institution B). Besides the Palliative
Care unit, Institution A has a Long-term and Maintenance unit,
and a Medium Duration and Rehabilitation unit, which are part of
the National Network for Integrated Continued Care. Its Palliative
Care unit can admit 10 patients. In turn, Institution B has a
Palliative Care and a Recovery unit, an Outpatient Surgery Unit,
an Outpatient Unit with various medical services, Day Unit, and
Home Support. This institution has 18 beds. Data collection took
place between March 2021 and December 2021. The files from one
institution are from May 2020 to June 2021, whereas the others per-
tain to January 2021-April 2021. As the process occurred during an
active Covid-19 pandemic period in the country of research, some
delays were experienced.

The first author went in-person to both establishments.
Institution A had its written files organized in folders, whereas
Institution B provided the files through a secure online platform. To
assemble data in a standardized manner, the first author developed
a table that was filled in with the relevant data from the written files.
Some of the latter were the files’ ID (only recognized by the first
author), dates of admission and discharge or death of the patient,
the diagnosis, number of (primary) caregivers, relationship with
them, their ages, and occupation, caregivers’ obstacles written in
the files and to whom they were reported - if this information was
possible to obtain — and also other notes that might be important
to the study.

No personal information from the patient was collected, except
the diagnosis. Files from non-cancer patients were excluded. The
process of data collection ceased when theoretical saturation was
reached.

Data analysis

The authors coded the data using QSR NVivo 12 software.
Considering Braun and Clarke (2006), they conducted an induc-
tive thematic analysis — a type of data-driven analysis in which
data did not fit into a pre-existing coding frame - with a latent
approach, considering the analysis went beyond the semantic con-
tent of professionals’ notes (Braun and Clarke 2006). Nonetheless,
there was a research question formulated at the outset. Initially, the
first author proceeded to an open code of the written files creating
categories; these were then grouped into larger categories, which
generated the central themes identified. For the purposes of count-
ing, categories were only acknowledged when there was at least
one reference coded. Those categories that were only the name of
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the larger category (e.g., “Burden”) were not considered for this
counting.

To ensure methodological integrity in the coding process
(O’Connor and Joffe 2020), after all data were initially coded by
the first author, the second author double-coded around 56% of all
datasets. It promoted a more in-depth reflection on the codes and
led to a progressive refinement of each category and confidence in
the results.

Results

Content analysis of the written files yielded 40 interrelated cate-
gories, organized in 3 overarching categories, which we will exam-
ine for the purpose of this study: (a) burden; (b) intra-family
impact of the illness; and (c) network vulnerabilities. In addition to
the latter, 6 categories were defined regarding important caregivers’
features, such as their role (i.e., formal caregiver, primary care-
giver, or secondary caregiver), their relationship with the patient
(i.e., son, partner, or friend), age, and gender (Table 1), and the
way the caregivers were grouped (e.g., only one primary caregiver,
one primary caregiver and one formal, and so on) (Table 2). For
the synthesis and description of the entire group of categories and
subcategories, please refer to Table 3.

Some quotations from professionals’ notes and entries about
family caregivers’ experiences are included to better explain and
describe each (overarching) category. To present them, we created
an identification code to each file, which does not allow the identi-
fication of the person or file. Hence, we present each entry’s code,
followed by the person’s relationship with the patient and role in the
family - usually primary caregiver — or only the code if the entry
is about the family unit (e.g., “Family’s lack of information about
adequate social benefits,” I15).

Figure 1 summarily depicts the main results and Fig. 2 details
the number of references of each (main) categories.

In these written files, professionals tend to be straightforward
in their notes of caregiver’s feelings and experiences - for example,
they simply write “emotional exhaustion” (1182, daughter, primary
caregiver). Therefore, the present section stems from not only the
analysis but also authors’ interpretation of the said notes. It is also
important to highlight that we only have access to health profes-
sionals’ “lens,” thus our interpretation is merely based on their
entries.

How burdened are caregivers?

Burden is one of the overarching categories representing the obsta-
cles associated with caring for a terminally ill cancer patient in
PC. It represented the toll this population usually suffers from over
long periods of time, often with no extra-help or education to per-
form the tasks they are expected to do, which has a cascading effect
on their mental health. The burden can be expressed psycholog-
ically - through emotional discomfort or disorders (e.g., anxiety
and depression) — as well as by physical problems, namely somatic
complaints (e.g., tension, headaches, and pain) (Gratao et al. 2012).

With 163 coded references in total, it emphasized the “caregiver
burden,” the “psychological morbidity,” and the “distress” at hav-
ing a terminally ill family member. The authors verified caregiving
involved an extensive amount of time, conforming to the literature
and to their reports about one of their struggles: “Difficulty rec-
onciling her professional and caregiving roles” (I157, daughter as
primary caregiver). The perception of pathological states, including
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Table 1. Family caregivers’ sociodemographic variables and their relationship
with the patient

Frequency/Percentage
of primary and

Relationship with the patient non-primary FCG

Family member

Brother/Sister-in-law 9
Child 86
Cousin 5
Daughter-in-law 9
Former spouse 1
Godmother 1
Grandchild 4
Great-grandchild 1
Nephew-Niece 8
Parents 4
Sibling 21
Son-in-law 5
Spouse-Partner 62
Stepchild 2

Non-family members

Friend 4
Neighbor 5
Other 1
Undefined 11
Formal caregiver 16
Sex
Female 62.5%
Male 28.7%
Age (years)
18-40 4.6%
41-60 6.3%
61-80 5.5%
>80 1.7%

FCG = family caregiver. 81.8% of the files did not provide all the information about
caregivers’ age; 16.4% did not provide information about their sex.

atypical levels of negative psychological, emotional, and/or behav-
ioral states (Craig et al. 2009) (e.g., depression, anxiety, emotional
liability, and others), was included in 1 of 5 subthemes of the
psychological morbidity’s category.

As expected, oftentimes there was a perceived expression of
depression, which was, occasionally, related with other negative
emotional symptomatology (n = 12), such as emotional lability,
anxiety, or symptoms that prevented the natural course of the
grieving process. In fact, professionals considered that a signifi-
cant number of caregivers felt anxious and depressed when con-
fronted with cancer (Sklenarova et al. 2015). A depressive state was
considerably more prevalent in female caregivers — around 73%
(e.g., “Depressive mood; emotional lability; pathological grief
1117, daughter, primary caregiver).


https://doi.org/10.1017/S1478951523001864

502

Table 2. Who was taking care? Primary and non-primary caregivers

Frequency

Clusters of FCG

1 PRIM FCG 55

1 PRIM FCG 11

1 NONPRIM

1 PRIM FCG 1

1 NONPRIM

1 FORMAL

1 PRIM FCG 3

2 NONPRIM

1 PRIM FCG 1

5 NONPRIM

1 PRIM FCG 3

1 FORMAL

1 PRIM FCG 6

Undefined NONPRIM

2 PRIM FCG 42

2 PRIM FCG 3

1 FORMAL

2 PRIM FCG 2

1 NONPRIM

2 PRIM FCG 2

Undefined NONPRIM

3 PRIM FCG 4

4 PRIM FCG 2
Undefined number of caregivers 14
Does not have a caregiver 10

FCG = family caregiver; NONPRIM = non-primary; PRIM = primary.

With 9 coded references, anxiety appeared to be, from profes-
sionals’ notes, an important obstacle during the caregiving period,
particularly given its apparent relationship with exhaustion: 5 fam-
ily caregivers simultaneously coded for anxiety and caregiver bur-
den - this is, “Mood with a somewhat anxious tone; signs of
caregiver exhaustion,” 1160, son, primary caregiver. In addition,
4 out of 9 references from anxiety were grouped with depressive
mood (e.g., “depressive and anxious mood,” 1168, daughter, pri-
mary caregiver).

Health professionals also reported the potential risk for the
development of pathological grief as a probable obstacle for fam-
ily caregivers, usually present when the caregiver was exhausted
and with anxious and/or depressive mood: “Insomnia, loss of
appetite, ruminative thoughts, emotional lability,(...), previous
bereavements still being experienced, caregiver burden,” 1169, wife,
primary caregiver.

“Caregiver burden” was both a title for a subcategory and a sub-
category itself, considering 22 units of data were coded, specifically,
as “caregiver burden” - e.g., “Signs of caregiver burnout,” 1160, son,
primary caregiver. Twelve references embodied family caregivers
with a double-role of caring. They were responsible not only for a
family member with cancer but also for another disabled person,
or someone who is still dependent. We verified that this latter sit-
uation might have occurred more than what was informed, given
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that, from cases that reported age information — 43 cases —, around
35% of caregivers were between 41 and 60 years old. This is a period
of life in which people usually either have already had children or
start to have family members with persistent health issues: “She also
cares for her 94-year-old mother as well as her son with autism,”
1188, sister, primary caregiver.

Finally, with 37 coded references, the distress subcategory
expressed family caregivers' suffering throughout the process of
caring for aloved one. Here, the authors tried to reflect the anguish,
the sorrow, and grief. These feelings could be expressed both explic-
itly and implicitly. The following is an example of a plain expression
of distress: “Cognitions and feelings that cause [her] distress and
suffering,” 1162, daughter, primary caregiver. Distress led some
caregivers to have difficulty accepting the condition of illness, to
adopt maladaptive coping strategies, or to have unrealistic expec-
tations about the illness and its progression. We interpreted that
the most frequent consequence of distress was the difficulty accept-
ing the present situation. Some appeared to be struggling with the
impending loss; others were just having trouble accepting the harsh
reality — “Son with difficulty accepting the finiteness of life and
the progression of the [father’s] illness,” 1210, son, primary care-
giver. For instance, sometimes after being informed by the clinical
team, family members seemed hopeful that there might be a pos-
itive outcome in the situation, namely the recovery of the patient
or another experimental treatment that could be attempted. This
could be an obstacle in the sense that it might hinder important
family conversations or unfinished business as the example shows:
“[Husband] with unrealistic expectations of the patient’s clinical
condition, despite having been informed of the terminal phase of
the disease,” 1241, husband, primary caregiver.

Intra-family’s aftershock of the Illness

Cancer has consequences that impair family and individual
dynamics, relation-wise (e.g., communication) and at a more per-
sonal and customized level (e.g., how do I experience my family
member’s illness?). At first, caring every day for a relative or a close
friend could be related to their own personal health - e.g., “Patient
[the caregiver] on dialysis,” 1211, wife, primary caregiver.

Authors understood that there were psychoeducational and
practical needs that family caregivers have throughout the course
of the illness, particularly during the terminal stage - e.g., “There is
a need to receive practical guidance on day-to-day care tasks (e.g.,
managing therapy, transfers and placements),” 1187, friend, pri-
mary caregiver. An example is the perceived need for information
concerning social benefits and rights, the reasons for hospitaliza-
tion in a PC service, or even on how to help other family members
cope with the end-of-life situation. It can be an additional chal-
lenge if family caregivers are not completely aware of what their
family member is going through, which are their rights — and obli-
gations — and how they can help more fragile relatives to cope with
the present — “Family’s lack of information about adequate social
benefits” [reported by social services], I15.

In the end-of-life, the conflict dimension is central. Here, a care-
giver was identified as having a “complex relationship with the
patient” (I116, partner/ex-wife, primary caregiver) stemming from
a “conflicted” divorce, which was also identified as “intra-family
conflict”

The illness’s progression has a great power on the emo-
tional state of each person in the family system, including the
patient him/herself. Therefore, the “difficulty coping with recent
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Categories and
subcategories

Description

Frequency of
total references

Examples

A. Burden

It described the strain that family caregivers felt as
the end-of-life approached, which stemmed from
increasing severity and uncertainty as well. It
included both emotional symptomatology and
exhaustion (e.g., anxiety, depression, emotional
lability, and double caring), physical sensations
(e.g., weight gain and loss of appetite), and
distress, which led individuals to adopt some
maladaptive coping strategies (i.e., denial or
blame) or expectations regarding the future, and
hampered the acceptance of the situation.

163

Al
Psychological
morbidity

Overall representation of a group of emotional
symptoms, which together create an unpleasant
psychological state. It includes depression, anxiety,
somatization, emotional distress (Areia et al. 2019),
or others that cause increased emotional
discomfort.

70

A.1.1. Emotional
distress (ED)

For the purpose of this study, it included both
depressive and anxious symptomatologies, as well
as manifestations of stress and wear.

36 total
4 ED

“Emotional inability to deal with suffering,” 1166,
husband, primary caregiver

“Emotional exhaustion,” 1182, daughter, primary
caregiver

a. Anxiety
symptoms

Explicit demonstrations of anxiety (symptoms) or
an anxious mood. It refers to feelings of fear,
restlessness, fright, and agitation as one faces a
problem or momentary situation. Anxiety might
cause physical sensations (e.g., rapid heartbeat
and sweat).

“[caregiver] with a more anxious tone; exhausted,”
1153, wife, primary caregiver

“Depressed and anxious mood,” 1164, husband,
primary caregiver

b. Depressive
symptoms

Explicit demonstrations of depression and/or
depressive (symptoms) or mood. It includes
sadness and/or loss of interest in previously
enjoyed activities, which can lead to several
emotional and physical problems and might
impact one’s ability to work and function
(American Psychiatric Association 2020).

23

“Psychologist suspected of possible depression,”
1117, daughter, primary caregiver
“Reported guilt and sadness,” 125

A.1.2. Emotional
lability

It is a maladaptive pattern of emotion
dysregulation characterized by regular, rapid,
and intense changes in emotional states
(Leaberry et al. 2017).

12

“P’ll kill both her and myself’, about the possibility
of wife’s returning home,” 1166, husband, primary
caregiver

“Labile mood,” 1184

A.1.3. Risk for
pathological
grief (RPG)

It referred to situations where a person, usually the
caregiver, was perceived to be at risk for
developing complicated grief. This meant that
he/she was at risk for perceiving “normal stage
grief symptoms” (e.g., yearning, anger, and
depression) for a prolonged period of time (i.e.,
more than around 6 months) in addition to other
complicated grief symptoms, such as avoidance of
the loss, excessive survivor guilt, emotional
dysregulation, social dysfunction, poor physical
health (e.g., high blood pressure, heart disease,
cancer, headache, flu, and suicidal ideation), poor
quality of life, and others (Nakajima 2018).

12 total
10 RPG

“Moderate risk for developing pathological grief,”
119, husband, primary caregiver

“Death of another sibling 2 weeks ago with the
same diagnosis,” 1138, sister, primary caregiver

c. Unresolved
past griefs

These could be complicated/pathological grief
situations. It meant that the referred grieving
process was interfering in one’s life and that a
specific past loss was impairing the anticipatory
grieving process or even the bereavement itself.

“Previous bereavements still being experienced,”
1169, wife, primary caregiver

A.1.4.
Rumination

In this study, rumination referred to persistent
thinking around negative content, leading to
emotional discomfort, i.e., excessive negative
thoughts (Sansone and Sansone 2012).

“Thoughts about one’s own death,” 1117, daughter,
primary caregiver

A.1.5.
Somatization
(S)

For the purpose of this study, the somatization
category included physical symptomatology
associated with the burden/stress of being a family
caregiver (of a cancer patient). Examples included
the following: 1.1.5.1-1.1.5.4.

9 Total
0S
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Categories and
subcategories

Description

Frequency of
total references

Examples

a. Insomnia When caregivers had trouble falling asleep or 6 “Wife mentions insomnia,” 1131, wife, primary
sleeping during the adequate and necessary caregiver
number of hours per night - either because they “Medication for insomnia with satisfactory
woke up early or several times a night or because evolution,” 1164, husband, primary caregiver
the patient needed care. This category was plainly
written.
d. Lack of Due to overtiredness and fatigue, the caregiver felt 1 “Reports weight gain, insomnia, lack of energy,”
energy he was lacking drive. This category was plainly 1117, daughter, primary caregiver
written.
e. Lack of Usually related to caregiver exhaustion, stress, and 1 “Insomnia, loss of appetite,” 1169, wife, primary
appetite balancing different roles, the caregiver reports that caregiver
he or she has less appetite.
f. Weight gain When the caregiver reports that he or she has 1 “Reports weight gain, insomnia, lack of energy,”
gained weight. It can be due to careless eating 1117, daughter, primary caregiver
habits, changes in the routine (e.g., stopping
physical activity), or stress (and its metabolic
effects). This category was plainly written.
A.2. Caregiver Caregiver burden is different from anxiety, 55 Total “Family reports that the caregiver is exhausted,”
burden (CB) depression, and other emotional and more 22CB 1122
wide-ranging responses, and its intensity is “Hospitalization for caregiver’s respite,” 1151
associated with both illness progression and its
demands, as well as treatment effects (Given et al.
2001).
A.2.1. Double When the caregiver was not only taking care of the 12 “Daughter (caregiver) has 2 children in her care,”
caring patient identified in the written files (the cancer 1264, daughter, primary caregiver
patient) but also responsible (primary caregiver or “Cares for his mother-in-law and wife with
not) for other relatives - disabled or dependent - Alzheimer’s,” 115, son-in-law, primary caregiver
namely older people or children or event friends.
A.2.2. Isolation It described individual(s) isolating themselves from 1 “Social isolation,” 1166, husband, primary caregiver
their family and social network during the terminal
stage of the illness. This category was plainly
written.
A.2.3. Physical It referred to physical wear associated with 1 “Physical wear,” 1124, wife, primary caregiver
toll caregiving tasks and identity. This category was
plainly written.
A.2.4. Time- This category was created primarily due to several 15 “Patient needs permanent surveillance,” 1117,
consuming patients’ files where it was reported that there was daughters were the primary caregivers
a complete dependence for daily activities. As “[Sister] stays 24 hours in the palliative care unit,”
such, we figured the amount of time the caregivers 118, sister, primary caregiver
had to dedicate to caring would be closer to
24 h/day. Nonetheless, the “time-consuming”
category also comprises other cases - such as the
example (118), in which it was perceived that a
greater part of the day was spent on caring tasks.
A.2.5. It refers to not only tangible availability (e.g., 4 “Daughter reports not being able to continue to
Unavailability timewise and financial-wise), but also the provide care,” 1264, daughter, primary caregiver
emotional willingness to do so or to create the “Considers she does not have the adequate
necessary conditions to make it happen. conditions to receive her uncle at home,” 1173,
niece, primary caregiver
A.3. Distress (D) For the present context, “distress” refers to the 37 total “Existential suffering (fear of losing his wife),” 1189,
suffering caused by having a family member with a 3D husband, primary caregiver
terminally ill chronic condition, in this case, cancer. “[caregiver] shows flagrant suffering,” 1166,
Here, the distress would be the cause for some husband, primary caregiver
maladaptive strategies, cognitions, and attitudes -
e.g., having a hard time accepting what is
happening and going into denial.
A.3.1. Difficulty It represented the difficulty some caregivers were 16 “Difficulty with acceptance,” 1150, wife, primary

accepting

having accepting the situation of illness and/or of
impending death of their loved one. It was usually
related to the tremendous suffering they were
going through.

caregiver, and son
“Minimum acceptance of the situation,” 1148, sister
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Categories and
subcategories

Description

Frequency of
total references

Examples

A3.2. Also frequently related to the suffering caregivers 12 Total “Refuse caregiver empowerment session,” 1128
Maladjusted were going through, this category included 7 MCS “Presents maladaptive coping strategies, previous
coping strategies used to cope with the complex situation, bereavements still being experienced,” 1169, wife,
strategies (MCS) but which had the opposite effect (than desired): primary caregiver
they increased caregivers’ anxiety and stress.
g. Denial One of the strategies used by some caregivers. 3 “Periods of denial, depressive symptomatology,”
Denial comprised attitudes or cognitions to refuse 1189, husband, primary caregiver
the acknowledgment of a painful situation. “Although he had already been informed of the
terminal phase of the illness, he asked again about
the possible surgery indication,” 1241, husband,
primary caregiver
h. Blame One of the strategies used by some caregivers. It 2 “[Emotional] pain avoidance; attribution of blame,”
referred to both “pointing fingers” toward 1166, husband, primary caregiver
themselves and the others. This category was
plainly written.
A.3.3. Also frequently related to the suffering caregivers 6 “Maladaptive expectations given the context of
Maladjusted were going through, this category indicated, palliative care,” 1185, sibling
expectations usually plainly, cases where there was an “[Husband] with unrealistic expectations about the
unrealistic expectation about the current situation patient’s clinical condition, despite having been
or about the prognosis. informed of the terminal phase of the illness,” 1241,
husband, primary caregiver
B. Intra-family Because chronic illness, namely cancer, does not 38
impact of the happen only to the individual, this overarching
illness category represented the main difficulties and
effects it had on the whole system - such as the
experience of seeing the person progressively
suffering with the illness’s symptoms and the
conspiracy of silence - and on each of its members
- e.g., loss of self-care and insecurity. This category
also included lack of training-related obstacles and
the conflict that is promoted by the increased
system’s distress.
B.1 For the purpose of the present study, this category, 11 Total “Intervention also aimed at empowering the
Empowerment positively formulated, comprised the necessity of 2E caregiver (e.g., feeding, preventing bedsores,
(E) equipping caregivers with the necessary tools for pressure ulcer prevention, bodily hygiene),” 116
providing adequate care. They include educating,
teaching how to do, or giving information or others
that might be relevant for each career.
B.1.1. Daily It shows, primarily, practical challenges in the 3 “Practical difficulties - in making great efforts to
challenges caregiving tasks (e.g., feeding and bathing), which help the mother with daily life activities,” 1113,
sometimes could be overcome with training and daughter, primary caregiver
education from health professionals. “Practical difficulties - maintenance of therapeutic
regimen, nutrition, ...” 1119
B.1.2. Need for Category that quotes the need for the family - or 6 “Does not know the reason for [relative’s]
information caregivers in particular - for having information. It admission to the unit,” 1157, daughter, primary
could be about the illness and everything related caregiver
to it, useful strategies to help other family “Social Services report family’s lack of information
members cope with the situation, social rights about adequate social benefits,” 115
applied in each case, or others.
B.2. Illness It represented the struggle felt by some family 5 Total “Difficulty coping with recent behavioral changes
progression caregivers to see the consequences of the illness, 4P [of the patient],” 1141
(IP) particularly if the person they are caring for is “Difficulty accepting the end-of-life situation and
suffering, or just the emotional toll of the the progression of the illness,” 1210, son, primary
impending loss. caregivers
B.2.1. Fear of Caregivers’ fears about loved one’s impending 1 “Existential suffering (fear of losing his wife),” 1189,
death death. This category was plainly written. husband, primary caregiver
B.3. Individual This category aimed to represent the personal 12 Total 1 10
outcomes (10) consequences of the illness, which impacted the
system as a whole, but also each of its elements.
B.3.1. Insecurity When caregivers felt insecure about their own role 2 “Caregiver insecure about end-of-life care,” 1134,

as caregivers and on the daily tasks they had to
meet.

partner, primary caregiver
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Categories and
subcategories

Description

Frequency of
total references

Examples

B.3.2. Loss of The caregiver stopped some previous daily 1 “Loss of self-care,” 119, husband, primary caregiver
self-care routines that contributed to his/her well-being,

either beauty- or health-related (e.g., missing

doctors’ appointments, quitting the gym, stopped

showering every day, forgetting his/her own

medication, and stopped combing his/her own

hair). This category was plainly written.
B.3.3. Personal When the caregiver has his/her own health 9 “Daughter is recovering from a surgery,” 1156,
health issues problems/issues to pay attention to. daughter, primary caregiver

“Child [son] with accompanying neoplastic
situation,” 122, son, primary caregiver

B.4. Intra-family 3 Total “Communication strategies with the patient are
communication 1IFCS inappropriate,” 1176, daughter, primary caregiver
style (IFCS)
B.4.1. It represents a maladaptive communication 2 “The patient does NOT know the diagnosis (the
Conspiracy of pattern within the family - or even between health FAMILY does),” 1129
silence professionals and someone in the family - which

might boost conflict and/or emotionally isolate

someone going through a difficult time. It has the

main goal of protection, nonetheless it weakens

the relationships during a time in which they

should be strengthened. It happens when there is

a topic/event impacting/challenging the family;

however, it is not openly discussed. It could

happen, for example, between someone with an

illness who was not informed about the diagnosis

even though the rest of the family knows about it -

represented in the example.
B.5. Intra-family It encompasses disagreements and conflicts within 7 “Disagreements between siblings regarding the
conflict the patient’s family, which could be with the patient care,” 1163, children

patient him/herself or, most of the time, among

the other elements.
C. Network The illness also interfered with the family and 15 Total
vulnerabilities social network of the person. As such, this category 0 NV
(NV) displayed vulnerable spots, such as the physical

accessibility to that network, as well as some gaps

that impacted caregivers’ ability to support the

patient - e.g., family or social lack of support and

need for psychosocial support.
C.1. Competence Referred to the perceived skills - either by other 5 “[family caregivers] Without cognitive ability to
to care family members or by health professionals - to assimilate this information,” 1255, son and

provide proper care to the patient and address daughter-in-law, primary caregivers

his/her needs.
C.2 Geographic Including information about the accessibility (or 2 “Problem situation: geographical distance of family
distance lack of it) to other family members. members,” 1112
C3. It identified families’ needs of receiving this kind of 1 “Reported need for psychosocial support to the
Psychosocial support - i.e., being helped meeting social, family [by health professionals],” 129
support emotional, mental, and spiritual needs (National

Cancer Institute, 2023). This category was plainly

written.
C.4. It included financial handicaps and effects of this 7 Total “(...) house overcrowding,” 119
Socioeconomic family crisis on the family/social network. 5SV “Poor financial and cultural resources,” 1255
vulnerability
(sv)
C.4.1. Lack of When there was scarce family support or when the 2 “(...) the family lacks support capability,” 1132
(family-social) family was unable to provide the necessary help. “Poor family support,” 113
support

behavioral changes” (1141, wife, daughter, primary caregivers) can
be evident, or the caregiver might report that they are having
a hard time “dealing with the [family member’s] situation” (127,

wife, primary caregiver). The so-called “conspiracy of silence” is
one example of an inappropriate strategy to deal with what is
happening: “Does not know diagnosis” [but the family does], 1129.
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Figure 2. References of each main theme and subtheme.

And if there are vulnerabilities in the family’s network?

As a result of the illness, there is a greater need for support and for
establishing a safety net. Nevertheless, the complexity of the illness
impairs many families, both on emotional - “psychosocial support”
- and socioeconomic level. On the other hand, current family con-
ditions (e.g., geographic distance between family members) impact
the family’s ability to help. This category shows the authors’ findings
on some vulnerabilities that might weaken the whole system.

There can be socioeconomic and cultural constraints (n = 7)
experienced over the course of the terminal phase of the illness
(e.g., “Poor financial and cultural resources,” 1255), emphasizing
gaps in terms of family and social support.

At last, authors identified five references focused on family
caregivers’ skills to care for the cancer patient. There could be a
case where health professionals perceive some powerlessness in
reaching this goal: “Unable to care for his wife,” 1166, husband,
primary caregiver. Or, as one file indicated, a person might feel
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his/her caregiver does not have the competence to provide care,
which, in this case, made professionals report a parent-child con-
flict: “Thinks his son doesn’t have the skills to be a caregiver”
[a patient about his caregiver, his son] (1126).

Discussion

The present qualitative study aimed to examine the main obstacles
family caregivers have throughout the terminal phase of their loved
ones’ battle with cancer. However, this work only allowed to ascer-
tain the ones that were either reported to professionals or noted by
them and, thus, written in each patient’s files.

Caregiver burden: It is not only a category, it is real

Not surprisingly, family caregivers mentioned in these files
appeared to present high levels of psychological morbidity and
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caregiver burden. As a result of the daily toll, time-consuming
tasks, family impact of the illness, and other illness-related vari-
ables, they appeared to be at greater risk for stress, depression,
and anxiety symptoms (Reblin et al. 2019) during this terminal
stage of the loved one€’s illness. With its progression, there are
physical symptoms reported by the patients (e.g., pain, nausea,
anorexia), which promote greater changes in family roles and neg-
atively impact the whole system’s quality of life (Given et al. 2001).
The latter is also associated with the functional dependence in
terms of daily activities, which underscores the time-consuming
aspect of the caregiving role, and from which can result poor phys-
ical and psychological health and burden (Nicholas Dionne-Odom
et al. 2018).

The significant levels of psychological morbidity (Areia et al.
2017) with the scarcity of interventions with the family unit and/or
focused on family caregivers (Oliveira et al. 2022b) perpetuates the
inadequacy of care provided to the ones who care. Furthermore,
compared with non-caregivers, people involved in high levels of
care often lack enough rest (Given et al. 2001), pay less attention
to their own health, and few allocate time to do activities that give
them pleasure.

Is there such a thing as “too much communication”?

In line with previous literature concerning caregivers’ opinions
(Areia et al. 2017; Given et al. 2001), health professionals believe
that family caregivers consider receiving information in several
domains (i.e., practical, medical, social) as extremely valuable to
cope with a chronic condition. Our findings sustained that the
lack of information was seen as an obstacle. Therefore, information
about the illness and about the resources which the family can turn
to (Given et al. 2001), such as the community or the health system
are key to satisfy caregivers’ needs and to reduce their emotional
distress, empowering them to deal with daily challenges.

Facing the emotional, physical, and/or spiritual suffering and
imminent death of a loved one could be a distressing experience.
Our analysis showed that, for some, dealing with “the illness’s pro-
gression” might be challenging, mostly if the family does not have
all the information to deal with it. That is why helping families to
approach the illness as a shared battle and providing psychoedu-
cation that not only informs but also normalizes challenges and
emotions (Rolland 2005) could minimize caregiver burden and
malfunctioning family dynamics.

Effective communication within the family is vital “for fam-
ily mastery of the illness” (Rolland 2018: 85), and in opposition,
blocked communication boosts anxiety (Rolland 1999). In fact, in
families with less conflict, caregivers appear to report less burden
(Northouse et al. 2012). Thus, clinicians ought to try to stop this
chain of relational patterns, understanding each family’s cultural
norms and history of loss and illness in the family (Rolland 2018),
helping them get over secrecy, shame, or guilt, and building mutual
support along the way (Walsh 2016a).

When the personal social network is Pathogenic

The outcomes of this family crisis on the family and social network
and lack of adequate competence to care were the most perceived
obstacles related to the vulnerabilities of the family network. These
results emphasize the importance of the support and resources
available throughout this period. As Sluzki (2010) stated, an unre-
liable or impaired social network might contribute to higher mor-
bidity and mortality, and poorer rehabilitation related to an array
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of diseases. In fact, when illness strikes, an active and “healthy”
network is vital to promote a “virtuous” cycle (Sluzki 2010) of sup-
port (e.g., practical and emotional), to meet information-related
needs about the patient, the illness, and social benefits, and to avoid
the social and emotional isolation of the family. In opposition, our
findings raised the suspicion of a not-that-infrequent “pathogenic”
cycle (Sluzki 2010) where an inadequate social network contributes
negatively to the family coping strategies.

Who takes care?

The most common constellation of caregivers was 1 (n = 55) or
2 (n = 42) primary caregivers (Table 2). This meant that in most
cases, cancer patients had 1 or 2 people as the primary individ-
ual(s) responsible for their daily care. According to the literature
(e.g., Rolland 2018), we might suggest that it could be more bene-
ficial for the whole family to try to share caring responsibilities for
more people, avoiding the exhaustion of someone. Nonetheless, it
is understandable that there might be some obstacles, such as phys-
ical/geographic distance, personal health issues, family norms that
sustain who is expected to provide the caregiving, or others.

In line with Eurocarers/TRCCS-INRCA (2021), it was usually
the spouse/partner or the child who cared for these cancer patients,
followed by the siblings. From the total number of mentioned
caregivers, 62.5% were female, although 16.4% of the files did not
have all these information. Our study is in line with the literature
regarding gender roles among the caregiving task and its contin-
ued prevalence nowadays (Walsh 2016b). The Covid-19 pandemic
emphasized the aforementioned, given that women were more
prone to renounce their work life to care for children and/or family
members during lockdown (Tavares et al. 2020).

Based on the information we have, most family caregivers are
between 40 and 60 years old. Thus, they are likely to be expe-
riencing their own health issues as well, shown by some of our
reports, which they often ignore (Jansen et al. 2021), given their
24/7 attention to their ill relative.

Strengths and limitations

The present study gathered data from 2 institutions whose ways of
reporting the information and collecting it were different, as well as
its storage. In addition, these were in 2 distinct regions of the coun-
try — North and Central Region - which, presumably, influences
their personnel.

This kind of document analysis provides information about a
sensitive topic, without creating reactivity in its process (Bowen
2009), which is an important advantage. Its findings, together
with the successive qualitative studies we are currently conduct-
ing (focus-group studies, as previously mentioned), are expected to
provide valuable information about the experience (and its recog-
nition) of family caregivers of cancer patients receiving PC, in
particular, their obstacles during this terminal stage. Furthermore,
it allowed us to grasp the way the referred PC units work, which
is important when thinking about a way to intervene in these con-
texts. Furthermore, we analyzed health professionals’ written notes,
which mean we had access to the insights of those who care for the
caregivers about obstacles during the terminal phase of one’s ill-
ness. To the best of our knowledge, here is where the major novelty
of our study lies.

This study is not without limitations. Despite the richness that
comes from the qualitative analysis of written files, these might
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be skewed both by the perception and interpretation of the per-
son who writes them - the health professionals - and, above all,
by the willingness of caregivers to freely express their feelings and
frustrations or difficulties. Moreover, these files refer to a period
of pandemic, which modified the professionals—caregivers’ com-
munication and created additional obstacles - e.g., the decrease in
in-person contact and increased financial strain (Kent et al. 2020).
The latter underlines the importance of being cautious when inter-
preting and generalizing these results. Even though we analyze files
from institutions from 2 different places of the country, it would be
important to have the same information from PC institutions from
the South of Portugal, as well as from the Azores and Madeira. At
last, sometimes, due to lack of time, opportunity, or knowledge, no
information about some important aspects was provided, so our
analysis is only based on what is written, which highlights the need
to be careful when generalizing these results.

Conclusion

As expected, caregiver burden, distress, psychological morbid-
ity, emotional lability, anxiety, and others were some of the key
words/expressions identified in the current analysis. Moreover, jug-
gling personal, professional, and “caregiver” identities is a struggle,
considering how Lightfoot and Moone’s (2020) conclusions state
that, on average, informal caregiving takes up around 20 hours a
week. Taking the latter into account, this study could work as a
guideline pointing to which key aspects caregivers struggle with
and want to see addressed. It is vital to care for this burdened pop-
ulation and its network — not seldom pathogenic — experiencing
the aftershock of the illness.
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