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Abstract
Objectives: This study aims to measure the primary caregiver s (PrC) anxiety, depression and burden of care and to identify
the correlation between the outcomes.

Material and Methods: This prospective observational longitudinal study assessed the burden of care for patients with palliative
needs comparatively between two groups: caregivers of patients with cancer and caregivers of patients with non-malignant
diseases. At the same time, the score of anxiety and depression of these caregivers was measured. The researcher used the
Burden Scale for Family Caregivers (BSFC) to measure the burden of care and Hospital Anxiety and Depression Scale (HAD)
to measure the anxiety and depression of primary caregivers. These questionnaires were applied at the initial moment (T0)
and periodically for three months. If the patient died in this period, the caregivers were evaluated two months after the event.
Statistical analysis used the Mann Whitney U test and the Wilcoxon test to compare the two groups and Pearson test to assess
the correlation between burden and anxiety/ depression.

Results: The burden assessment of caregivers for cancer patients showed a statistically significant increase over 3 months
(p=0.001). At the initial moment (T0), a statistically significant difference is observed between the burden of the oncological
group and the non-oncological one. The correlation between the caregiver's burden and anxiety/ depression was statistically
significant (p = 0.001).

Conclusions: The load had a direct and statistically significant impact on the PrC's psycho-emotional state, and there is a
strong link between it and the caregiver's anxiety and sadness when caring for a palliative patient. From a practical point of
view, it is important to early identify the burden of care and to know how the PrC is relating to it, as well as to assess his/her
psycho-emotional state in order to act through appropriate and individualized interventions.
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Introduction tional impact of the diagnosis and the prognosis of a life-threaten-

Patients suffering from a life-threatening illness who need palli-
ative care experience multidimensional suffering: physical, psy-
cho-emotional, social and spiritual. In most cases, there is a person
called the primary caregiver (PrC) who is close to the patient, who
is actively involved in the care process and who is not being paid
[1]. Most of the time, this person is a family member (spouse or
son/daughter), but the position can be filled in by anyone close to
the patient (e.g., friend, neighbour). PrCs play a multitude of roles
during care and are often unprepared to face the new challenge of
delivering care while concomitantly adjusting to the psycho-emo-

ing illness of the loved one.

Among caregivers, 60% experience insomnia, 35% experience a
depressive state at least once a week, and 11% require the consul-
tation of a psychiatrist [2]. The level of caregiver burden is closely
associated with depression, which affects the level of care given
to the patient [3]. A 12-week longitudinal study found that 96%
family caregivers for advanced cancer patients reported significant
stress, and 80-83% of them experienced sadness and grief due to
exhaustion and moderate (43%) or severe (41%) anxiety [4].
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The prevalence and intensity of psycho-emotional symptoms
among caregivers differ throughout the trajectory of the care pro-
cess. The period before the death of the loved one and the one
after the death are the most emotionally demanding. A previous
study found that the prevalence of major depressive syndrome was
21.8% in the period before death, increased to 34.8% in the first 6
months after death, and remained at 24.7% 13 months after death
[5]. Because the psycho-emotional impact of caregiving is long
lasting and intense, PrCs may become patients themselves.

Although there is literature and research data on this matter, there
isn’t sufficient data regarding the emotional overload of the prima-
ry caregiver in this geographical region.

Study Aim

This prospective longitudinal study aimed to analyse the burden
and the psycho-emotional impact of caring for patients in need of
palliative care on primary caregivers. The PrCs recruited in the
study were divided in two groups: PrC of oncological and non-on-
cological patients. The first step of the study consisted in measur-
ing and comparing the burden, anxiety and depression of the two
groups of patients, while the second step implied correlating these
three variables between them.

Material and Methods

Study Design and Recruitment Strategy

The main objective is to measure the burden among PrCs caring
for a palliative patient and to identify the correlations of this bur-
den with anxiety and depression among PrCs.

This is a prospective observational longitudinal study comparing
the difficulty of caring for patients with palliative requirements in
two groups: primary carers of palliative patients with non-malig-
nant disease (PrC1) and primary caregivers of palliative patients
with cancer (PrC2).

All primary caregivers of patients with palliative care needs who
were sent to a district hospital's palliative care unit for hospitaliza-
tion or consultation were included in the study. The primary care-
giver (PrC) was the person named by the patient who was involved
directly in the patient’s care. The persons included in the study had
to meet the following eligibility criteria.

The inclusion criteria for PrCs were as follows: over 18 years old,
Romanian language speakers, did not receive money for the treat-
ment provided, did not have a disease affecting their cognition, and
gave their written agreement to participate in the study. If they did
not meet all these conditions, they were excluded from the study
(Figure 1).
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Figure 1: The algorithm for enrolling the subjects in the study
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Upon enrolment in the study (T0), we assessed the demographic
data of each PrC: age, gender, living environment, the distance be-
tween one's home and the patient’s, the degree of kinship with the
patient, level of education, occupation, and data about the number
of hours spent caring for the patient. The caregiver's perception of
his or her health and his or her quality of life was assessed in the
same questionnaire. To measure the burden of care, anxiety and
depression, two validated tools were used at the time of enrolment
(TO) and monthly for a period of 3 months (T1, T2, T3). If the
patient died during the study, the caregiver was assessed 2 months
after the patient’s death (Tf).

Measures

The two assessment tools included the Burden Scale for Family
Caregivers (BSFC) and Hospital Anxiety and Depression Scale
(HAD).

The BSFC (Burden Scale for Family Caregivers) is a 28-item tool
that assesses the burden of caring for a patient in palliative care.
Each item is scored using a Likert scale (I totally agree, I agree, 1
partially agree, and I do not agree; each response corresponded to
scores ranging from 0 to 3 points). The total score varies between
0-64. A Cronbach's alpha coefficient of 0.92 was obtained for the
scale as a whole [6]. The scale has a high level of reliability for
assessing the total subjective burden, so the score obtained for this
scale indicates the existence and severity of the burden [7]. On the
other hand, the value obtained for each item indicates the individ-

Table 1: Demographic characteristics of the two groups

ualized subjective burden for a particular issue and allows special-
ized services to provide interventions to improve the situation or
even secondary prevention.

The HAD (Hospital Anxiety and Depression Scale) has 14 items,
of which 7 statements assess anxiety and 7 statements assess the
depression. These statements are interspersed. The score of each
statement ranges from 0 to 3, and the maximum score for both
anxiety and depression is 21. Higher scores indicate a higher level
of anxiety/depression. Scores up to a value of 7 are considered
normal psycho-emotional situations; scores ranging from 8-10
points indicate anxiety or subclinical depression; and scores over
11 points indicate anxiety or clinically manifested depression.

Statistical Data Analysis

The software package IBM SPSS v26.0 for Windows was used in
order to realise the statistical analysis of the data. Descriptive sta-
tistics were performed for all variables. The Mann—Whitney U test
and the Wilcoxon test were used to compare the two groups. Pear-
son correlation analysis was used to assess the correlation between
burden and anxiety and between burden and depression.

Results

Demographic characteristics show that there are no statistically
significant differences between the two groups of caregivers (Ta-
ble 1).

Parameter Category Nononcological group | Oncological group | Total p
(PrC1) N=63 (%) (PrC2) N=77 (%) | N=140 (%)

Gender Male 20 (31.74) 23 (29.87) 43 (30.71) 0.81
Female 43 (68.26) 54 (70.13) 97 (69.29)

Living environment | Rural 17 (26.99) 21 (27.27) 38 (27.14) 0.96
Urban 46 (73.01) 56 (72.73) 102(72.86)

Degree of kinship Husband/wife 15 (23.8) 20 (25.97) 35 (25) 0.99
Brother/sister 2 (3.18) 3(3.90) 53.57)
Son/daughter 34 (53.97) 40 (51.95) 74 (52.85)
Nephew/niece 4 (6.35) 5 (6.50) 9 (6.44)
Others 8 (12.7) 9 (11.68) 17 (12.14)

Occupation Employee 22 (34.92%) 38 (49.35%) 60 (42.85%) 0.83
Retired 32 (50.8%) 35 (45.45%) 67 (47.86%)
Unemployed 9 (14.28%) 4 (5.20%) 13 (9.29%)

Level of education | Primary education 2 (3.18%) 4 (5.20%) 6 (4.29%) 0.3
Gymnasium studies 9 (14.28%) 15 (1.48%) 24 (17.14%)
High-school (college) 36 (57.14%) 31 (40.25%) 67 (47.86%)
Higher education 16 (25.40%) 27 (35.05%) 43 (30.71%)

Living place Similar from the patient’s 40 (63.49%) 38 (49.35%) 78 (55.71%) 0.93
Different from the patient’s | 23 (36.51%) 39 (50.65%) 62 (44.29%)

New Adv Brain & Crititcal Care, 2022

Volume 3 | Issue 1 | 50




Distance between Under 1 km 41 (65.08%) 46 (59.74%) 87 (62.15%) 0.92
the patient’s home | 1-10 km 12 (19.05%) 16 (20.78%) 28 (20%)
and the caregiver 10-30 km 4 (6.35%) 6 (7.80%) 10 (7.14%)
Over 30 km 6 (9.52%) 9 (11.68%) 15 (10.71%)
The initial state of | Very good 8 (12,70%) 17 (2.07%) 25 (17.86%) 0.14
health of the care- Good 40(63.49%) 47 (61.03%) 87 (62.15%)
giver Bad 14 (22.22%) 9 (11.68%) 23 (16.43%)
Very bad 1 (1.59%) 4 (5.22%) 5(3.56%)
The time spent car- | Less than 3 hours 8 (12.70%) 16 (20.78%) 24 (17.14%) 0.33
ing for the patient Between 3-10 hours 25 (39.68%) 32 (41.55%) 57 (40.72%)
Over 10 ore 30 (47.62%) 29 (37.67%) 59 (42.14%)
The time spent for | Less than 3 hours 37 (58.73%) 37 (48.06%) 74 (52.86%) 0.18
oneself Between 3-10 hours 23 (36.51%) 30 (38.96%) 53 (37.86%)
Over 10 hours 3 (4.76%) 10 (12.98%) 13 (9.28%)
The time spent Less than 3 hours 38 (60.32%) 36 (46.75%) 74 (52.86%) 0.13
with other family Between 3-10 hours 21 (33.33%) 29 (37.66%) 50 (35.71%)
members Over 10 hours 4 (6.35%)
Number of days late | Without days of delay 51 (80.95%) 65 (84.42%) 116 (82.86) 0.27
from work Up to 10 days 8 (12.70%) 11 (14.28%) 19 (13.57)
Over 10 days 4 (6.35%) 1 (1.30%) 5(3.57)
Number of days off | Without days off from work | 49 (77.78%) 62 (80.52%) 111(79.29) 0,88
work Up to 10 days 10 (15.87%) 10 (12.98%) 20 (14.28)
Over 10 days 4 (6.35%) 5 (6.50%) 9 (6.43)
Leaving work Yes 3 (4.76%) 6 (7.79%) 9 (6.43) 0.46
No 60 (95.24%) 71(92.21%) 131(93.57)

One hundred forty caregivers were recruited and divided into two
groups: PrC2, which includes the primary caregivers of patients
with malignancies (n = 77), and PrC1, which includes the primary
caregivers of patients with non-oncological illnesses (n = 63). The
mean age was 54.77 years (minimum 26 and maximum 78 years)
in the PrC1 group and 58.33 years (minimum 29 and maximum 92
years) in the PrC2 group.

Over two-thirds of the caregivers were women (70.13% in the
group of oncology patients and 68.26% in the group of non-on-
cological patients). In half of the cases, the care of the patient was
taken over by the patient's son or daughter (51.95% in the group of
oncological patients and 53.97% in the group of non-oncological
patients), and in a quarter of the cases, care was provided by the
spouse (25.97% in the PrC2 group and 23.8% in the PrC1 group).

In 49.35% of cancer patients, the caregivers lived in the same house
as the patient. The situation differed in the case of the non-onco-
logical group, but the different was not statistically significant (p =
0.93): 63.49% of caregivers lived with the patient, while 36.51%
did not live with the patient. Domiciles in the same locality or
in the neighbouring locality (expressed by a distance of less than
10 km) were identified in most cases (80.52% in the oncological
group and 84.13% in the nononcological group).

The need for more than 10 hours of care per day was reported

by 37.67% of oncological patients and 47.62% of nononcological
patients (p = 0.33). Most caregivers did not have time off and did
not give up their day jobs (92.21% in the PrC2 group and 95.24%
in the PrC1 group).

A total of 49.35% of caregivers in the PrC2 group and 34.92% of
caregivers in the PrC1 group were employed; this difference was
not statistically significant (p = 0.83). The proportion of retired
people involved in care was 45.45% in the PrC2 group and 50.8%
in the PrC1 group.

Most of the people included in this study had a secondary de-
gree (40.25% in PrC2 and 57.14% in PrC1) and higher education
(35.05% in PrC2 group and 25.40% in PrC1 group), which is high-
ly important with respect to understanding the disease and inter-
ventions during patient care.

More than half of the caregivers considered their initial health to
be good (61.03% in group PrC2 and 63.49% in group PrCl), and
a similar proportion reported that they had a satisfactory quality
of life (63.64% in the PrC2 group and 60.31% in the PrC1 group).

The burden assessment in caregivers of cancer patients showed
a statistically significant increase over the 3 months (p=0.001).
There was a decrease in the burden assessment at 2 months, which
can be explained by the involvement of the palliative care team at
this time (Table 2).
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Table 2: The mean value of the caregiver’s burden from oncological group (PrC2)

N | Mean |Std. Std. Error | 95% Confidence Interval for Mean | Minimum | Maximum | p value
Deviation Lower Bound | Upper Bound
BSFC (T0) | 77 |36.52 15.054 1.716 33.10 39.94 5 68 0.01
BSFC (T1) |26 [45.58 14.111 2.767 39.88 51.28 16 69
BSFC (T2) | 17 |37.65 16.105 3.906 29.37 45.93 10 58
BSFC (T3) | 13 | 47.08 18.866 5.232 35.68 58.48 15 70
In the nononcological group (PrCl1), an increase in the caregiver’s burden was observed, but the increase was not statistically significant
(Table 3).
Table 3: The mean value of the caregiver’s burden in the nononcological group (PrC1)
N Mean | Std. Std. Error | 95% Confidence Interval for Mean | Minimum | Maximum | P value
Deviation Lower Bound | Upper Bound
BSFC (T0) | 63 45.14 | 14.456 1.821 41.50 48.78 16 82 0.06
BSFC (T1) | 25 47.88 | 11.208 2.242 43.25 52.51 14 66
BSFC (T2) | 14 4743 [13.323 3.561 39.74 55.12 13 63
BSFC (T3) | 13 56.69 | 15.440 4.282 47.36 66.02 14 75

A statistically significant difference was observed between the bur-
den of the oncological group and the nononcological group at the

initial measurement (TO0). Caregivers of nononcological patients

Table 4: The comparation of the caregiver’s burden level between oncological and non-oncological group

experience a greater burden, especially due to the longer period of
care (Table 4).

BSFC

Group N Mean Std. Deviation | Std. Error Mean | p
TO Oncologic PrC2 77 36.52 15.054 1.716 0.01
Non-oncologic PrC1 N 45.14 14.456 1.821
BSFC N Mean Std. Deviation Std. Error Mean | p
T1 Oncologic PrC2 26 45.58 14.111 2.767 0.52
Non-oncologic PrC1 25 47.88 11.208 2.242
BSFC N Mean Std. Deviation Std. Error Mean | p
T2 Oncologic PrC2 17 37.65 16.105 3.906 0.08
Non-oncologic PrC1 14 47.43 13.323 3.561
BSFC N Mean Std. Deviation Std. Error Mean | p
T3 Oncologic PrC2 13 47.08 18.866 5.232 0.16
Non-oncologic PrC1 13 56.69 15.440 4.282

The evaluation of anxiety led to obtaining several values during
the care: the first value was obtained at the time of enrolment in the
study (TO0), and the following values were obtained at the time of

T1, T2, T3. Because many patients died during the trial, the most

recent value obtained throughout the three months was used. In
these cases, we compared the initial anxiety of the caregiver with
the value assessed at 2 months after death (Tf) (Table 5).
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Table 5: Assessing caregiver anxiety in dynamics

ANXIETY N Mean Std. Devi- | Std. Error | 95% Confidence Inter- | Mini- Maximum | p
ation val for Mean mum

Caregivers for oncologi- Lower Upper

cal patients PC2 Bound Bound

Initial values (TO0) 77 11.97 4.565 .520 10.94 13.01 1 21 0.001

Last evaluated value 29 12.97 5.342 992 10.93 15.00 0 21

Final values (Tf) 52 8.75 4.810 .667 7.41 10.09 0 18

Total 158 | 11.09 5.054 402 10.30 11.89 0 21

ANXIETY N Mean Std. Devi- | Std. Error | 95% Confidence Inter- | Mini- Maximum | p
ation val for Mean mum

Caregivers for non-ma- Lower Upper

lignant patients PC1 Bound Bound

Initial values (TO) 63 12.87 4.685 .590 11.69 14.05 2 21 0.001

Last evaluated value 25 14.32 5.210 1.042 12.17 16.47 3 21

Final values (Tf) 35 9.34 5.734 .969 7.37 11.31 0 21

Total 123 | 12.16 5.399 487 11.20 13.13 0 21

In both groups, the average level of anxiety at the initial measure- and 14.32 in the PrC1 group. Two months after the patient's death,
ment was clinically significant, with scores being slightly higher anxiety decreased significantly (p = 0.001) to scores of 8.75 in the
in the group of those caring for nononcological patients (11.97  group of oncological group and 9.34 in the nononcological group
in the PrC2 group compared to 12.87 in the PrC1 group). During but still remained above the normal value (Figure 2).

patient care, anxiety scores increased to 12.97 in the PrC2 group

16.00
14.00
12.00
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934
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Oncologic group PrC2 Non-oncologic group PrC1

B Anxiety TO  EThe last evaluated value B Axiety T final

Figure 2: Representation of the average values of anxiety in dynamics

The baseline average values for depression in the PrC1 and PrC2  score was detected at 2 months following the patient's death, with
groups were 11 and 10, respectively, and remained almost the scores of 8 in the PrC1 group (p = 0.02) and 6.5 in the PrC2 group
same with minor changes during care. A decrease in depression (p = 0.004) (Table 6).
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Table 6: Assessing caregiver depression in dynamics

Depression Non-oncologic Group | Oncologic Group p value (The Mann Whitney U Test)
Initial value 11 (8, 15) 10 (7, 13.5) 0.1

Last evaluated value 12 (10.5, 16) 12 (8, 16) 0.38

Final Value 8(4,13) 6.5 (4, 11.75) 0.33

p value (The Kruskal-Wallis H Test) 0.02 0.004 -

To highlight a link between the burden of palliative care and the
primary caregiver's anxiety and depression, the Pearson correla-
tion analysis was used, and a moderately strong correlation was
observed in both cases (r = 0.52 for anxiety and r = 0.60 for de-
pression). In both situations, the correlation between the caregiv-
er's burden and anxiety (Figure 3) and depression (Figure 4) was
statistically significant (p = 0.001).
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Figure 3: Assessing the link between burden and anxiety among
PrCs
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Figure 4: Assessing the relationship between burden and depres-
sion among PrCs

Discussion

Patients with palliative needs are most often cared for by a fam-
ily member who is taken by surprise and is not prepared for the
challenges of caretaking; this situation negatively affects both the
caretaker and the patient [8]. In most cases examined herein, the

primary caregiver was a family member (87.85%), and most com-
monly, the PrC was the patient's son or daughter. Possible reasons
for this are the better ability to interact with teams of professionals
or with the authorities, the existence of various pathologies some-
times disabling the other parent or even the lack of the other parent.

Women made up two-thirds of the caregivers in the study, likely
due to their availability and capacities to participate in everyday
domestic tasks (cooking, home hygiene, and housekeeping), as
well as the efficacy of nursing interventions (hygiene, patient nu-
trition).

The literature indicates that women are more vulnerable to psy-
cho-emotional decompensation than men [9-11]. Almost half of
the caregivers examined herein were employed, and a similar per-
centage were retired. There was a higher proportion of caregivers
who were retired because they had the time available to care for
loved ones. On the other hand, they are vulnerable due to their age
or various diseases. The number of unemployed caregivers was
small in our study (9.29%). Employed persons are at higher risk
for burnout because, in addition to the time spent at work, addi-
tional hours will be spent performing caregiver responsibilities.
However, the percentage of caregivers who had to give up employ-
ment was limited (6.43%) because the PrCs often had help from an
additional person. The percentage of caregivers who were retired
was 47.86%, with both old-age and disabled pensioners includ-
ed in this category. These individuals often care for a sick family
member, but the caregiving process may exacerbate existing con-
ditions or cause new ones due to overwork [9].

Other significant aspects of the caregiving process include the
amount of time provided to the patient and the PrC's residence.
A non-significantly higher proportion of primary caregivers in the
non-oncological group reported allocating more than 10 hours a
day for patient care and in the oncological group. This is explained
by the more intense and numerous cares needs in the group of non-
oncological patients due to the increased dependence on another
person and due to the longer period of survival. The large number
of hours allocated to care is directly proportional to the intensity of
care. These factors lead to the physical and emotional exhaustion
of the caregiver [12,13]. The PrC needs to live in the same place
as the patient or only a short distance away to ensure high-quality
care. The prevalence of anxiety and depression among caregivers
has been identified in many studies; the average intensity varies
from mild to moderate and even severe, and the relationship be-
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tween these conditions and the burden of care has been proven
[4-7,14-16].

Anxiety has different aspects: fear of the patient’s future, financial
difficulties, changing patient behaviour, the multitude of responsi-
bilities, and feelings of guilt [17,18]. The intensity of anxiety de-
pends greatly on previous experience) and positive aspects of care,
such as the feeling of usefulness for the patient and the satisfaction
of a well-done job [19]. A high level of spirituality is an important
positive factor that has a protective role against psycho-emotional
stress [20].

PrCs had moderate anxiety at the start of the study, with an average
value of 11.97 in the oncology group and 12.87 in the nononcolog-
ical group. This level of anxiety can be explained by late access
to a palliative care service after a period of disease progression,
a period during which the burden can affect a PrC's psycho-emo-
tional state.

An increase in anxiety was observed in the dynamics, and this in-
crease was nonsignificantly larger in the nononcological group.
Anxiety among caregivers decreased two months after the patient
died, but it remained at a subclinical level. This issue must be con-
sidered in two ways: early assessment of the emotional status of
caregivers to intervene properly to decrease anxiety and depres-
sion, and follow-up in the bereavement period. The anxiety score
decreased two months after the patient’s death, but the risk for
mental health issues remained.

Depression among PrCs was present at a moderate value at the
time of initiating palliative care, and a return to normal is observed
2 months after the patient's death.

This study shows that the burden impacts the caregiver's psy-
cho-emotional state. As the patient's needs increase, the responsi-
bilities become greater, and the PrC becomes increasingly anxious.
High levels of anxiety among PrCs will have a negative impact on
fulfilling the responsibilities [21].

The ways in which pharmaceuticals are administered, the side
effects of the treatment, the progression of the sickness, the ap-
proaching of death, the lack of support, and so on are all facets
of anxiety. The onset of depression occurs as a result of learning
the diagnosis and prognosis, which is exacerbated by the disease's
unfavourable progression. The burden and emotional state will
lead, on the one hand, to physical and mental exhaustion among
caregivers who want to escape from this situation and, on the other
hand, will influence the quality of care provided to the loved one.

Anxiety and depression are two important factors associated with
a decrease in the quality of life of caregivers [22]. These are as-
pects that negatively influence the quality of medical and nursing
interventions and decrease the quality of care. It is important to
start palliative care early for both patients and caregivers.

Study Limitations

The results of this research confirm the literature data that the care-
giver burden increases during patient care and the caregiver anxi-
ety and depression scores are high. These findings suggest the im-
portance of early interventions to decrease the emotional impact of
the caregiver’s burden for good case management. The limitation
of this study is the small sample size at the one- and two-month
follow-ups. This is a major impediment due to the importance of
timely access to palliative care.

Conclusion

The burden of care is an individual "symptom" that each person
perceives differently. It is proportional to the number and severity
of care requirements. The perceived level of burden is influenced
by a number of individual-level factors. The load has a direct and
statistically significant impact on the PrC's psycho-emotional state,
and there is a strong link between it and the caregiver's anxiety and
sadness when caring for a palliative patient. From a practical point
of view, it is important to identify early the burden of care and to
know how the PrC perceives the burden, as well as to assess his or
her psycho-emotional state to implement appropriate and individ-
ualized interventions.

Acknowledgements
We are grateful to everyone who participated and supported this
research.

References

1. Payne, S. (2010). EAPC Task Force on Family Carers White
Paper on improving support for family carers in palliative
care: part 1. European Journal of Palliative Care, 17(5), 238-
245.

2. Kobayakawa, M., Ogawa, A., Konno, M., Kurata, A., Hama-
no, J., Morita, T., ... & Miyashita, M. (2017). Psychological
and psychiatric symptoms of terminally ill patients with can-
cer and their family caregivers in the home-care setting : a
nation-wide survey from the perspective of bereaved family
members in Japan. Journal of Psychosomatic Research, 103,
127-132.

3. Ejem, D., Bauldry, S., Bakitas, M., & Drentea, P. (2018).
Caregiver burden, care recipient depressive symptomology,
and social exchange: does race matter?. Journal of Palliative
Care, 33(2), 100-108.

4. Ullrich, A., Ascherfeld, L., Marx, G., Bokemeyer, C., Bergelt,
C., & Oechsle, K. (2017). Quality of life, psychological bur-
den, needs, and satisfaction during specialized inpatient pal-
liative care in family caregivers of advanced cancer patients.
BMC palliative care, 16(1), 1-10.

5. Kim, S. Y, Kim, S. J.,, Kim, J. M., Kim, S. W., Shin, I. S.,
Shim, H. J., ... & Yoon, J. S. (2019). Prevalence and predictors
of major depressive disorder in bereaved caregivers at 6 and
13 months. Palliative & Supportive Care, 17(3), 300-305.

6. GriBel, E., & Adabbo, R. (2011). Perceived burden of infor-

New Adv Brain & Crititcal Care, 2022

Volume 3 | Issue 1 | 55



10.

11.

12.

13.

14.

mal caregivers of a chronically ill older family member: Bur-
den in the context of the transactional stress model of Lazarus
and Folkman. GeroPsych: The Journal of Gerontopsychology
and Geriatric Psychiatry, 24(3), 143.

Graessel, E., Berth, H., Lichte, T., & Grau, H. (2014). Subjec-
tive caregiver burden: validity of the 10-item short version of
the Burden Scale for Family Caregivers BSFC-s. BMC geri-
atrics, 14(1), 1-9.

Florea, M., Puia, A., & Pop, R. S. (2020). The family as recip-
ient and provider of home care: a primary care perspective. In
Suggestions for Addressing Clinical and Non-Clinical Issues
in Palliative Care. IntechOpen.

Kohler, N., Perner, A., Anders, D., Brihler, E., Papsdorf, K.,
& Gotze, H. (2012). Gesundheitsbezogene Lebensqualitdt und
Pflegebelastung von Angehdrigen palliativer Tumorpatienten
in héuslicher Versorgung. PPmP-Psychotherapies Psychoso-
matike Medizinische Psychologie, 62(05), 157-162.

Park, C. H., Shin, D. W., Choi, J. Y., Kang, J., Baek, Y. J., Mo,
H. N,, ... & Park, S. (2012). Determinants of the burden and
positivity of family caregivers of terminally ill cancer patients
in Korea. Psycho-Oncology, 21(3), 282-290.

Govina, O., Kotronoulas, G., Mystakidou, K., Katsaragakis,
S., Vlachou, E., & Patiraki, E. (2015). Effects of patient and
personal demographic, clinical and psychosocial characteris-
tics on the burden of family members caring for patients with
advanced cancer in Greece. European Journal of Oncology
Nursing, 19(1), 81-88.

Miyashita, M., Narita, Y., Sakamoto, A., Kawada, N., Akiya-
ma, M., Kayama, M., ... & Fukuhara, S. (2009). Care burden
and depression in caregivers caring for patients with intrac-
table neurological diseases at home in Japan. Journal of the
neurological sciences, 276(1-2), 148-152.

Yoon, S. J., Kim, J. S,, Jung, J. G., Kim, S. S., & Kim, S.
(2014). Modifiable factors associated with caregiver burden
among family caregivers of terminally ill Korean cancer pa-
tients. Supportive Care in Cancer, 22(5), 1243-1250.
Costa-Requena, G., Cristofol, R., & Caiiete, J. (2012). Care-
givers’ morbidity in palliative care unit: predicting by gen-
der, age, burden and self-esteem. Supportive Care in Cancer,
20(7), 1465-1470.

15. Abbasnezhad, M., Rahmani, A., Ghahramanian, A., Roshan-
gar, F., Eivazi, J., Azadi, A., & Berahmany, G. (2015). Can-
cer care burden among primary family caregivers of iranian
hematologic cancer patients. Asian Pacific Journal of Cancer
Prevention, 16(13), 5499-5505.

16. Dionne-Odom, J. N., Ejem, D., Azuero, A., Taylor, R. A.,
Rocque, G. B., Turkman, Y., ... & Bakitas, M. A. (2018). Fac-
tors associated with family caregivers' confidence in future
surrogate decision making for persons with cancer. Journal of
palliative medicine, 21(12), 1705-1712.

17. Tsigaroppoulos, T., Mazaris, E., Chatzidarellis, E., Skolar-
ikos, A., Varkarakis, 1., & Deliveliotis, C. (2009). Problems
faced by relatives caring for cancer patients at home. Interna-
tional Journal of Nursing Practice, 15(1), 1-6.

18. Weisser, F. B., Bristowe, K., & Jackson, D. (2015). Experienc-
es of burden, needs, rewards and resilience in family caregiv-
ers of people living with motor neurone disease/amyotrophic
lateral sclerosis: a secondary thematic analysis of qualitative
interviews. Palliative Medicine, 29(8), 737-745.

19. Merluzzi, T. V., Philip, E. J., Vachon, D. O., & Heitzmann, C.
A. (2011). Assessment of self-efficacy for caregiving: the crit-
ical role of self-care in caregiver stress and burden. Palliative
& Supportive Care, 9(1), 15-24.

20. Choi, Y. S., Hwang, S. W., Hwang, I. C., Lee, Y. J., Kim, Y. S.,
Kim, H. M., ... & Koh, S. J. (2016). Factors associated with
quality of life among family caregivers of terminally ill cancer
patients. Psycho-Oncology, 25(2), 217-224.

21. Grant, M., Sun, V., Fyjinami, R., Sidhu, R., Otis-Green, S.,
Juarez, G., ... & Ferrell, B. (2013, July). Family caregiver bur-
den, skills preparedness, and quality of life in non-small-cell
lung cancer. In Oncology nursing forum (Vol. 40, No. 4, p.
337). NIH Public Access.

22. Pop, R. S., Puia, A., & Mosoiu, D. (2022). Factors Influencing
the Quality of Life of the Primary Caregiver of a Palliative Pa-
tient: Narrative Review. Journal of palliative medicine, 25(5),
813-829.

Copyright: ©2022 Sorina-Livia Pop, et al. This is an open-access
article distributed under the terms of the Creative Commons Attribution
License, which permits unrestricted use, distribution, and reproduction
in any medium, provided the original author and source are credited.

New Adv Brain & Crititcal Care, 2022

https://opastpublishers.com Volume 3 | Issue 1 | 56



