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Abstract

Purpose Family caregivers (FCs) are crucial resources in caring for cancer patients at home. The aim of this investigation
was (1) to measure the prevalence of unmet needs reported by FCs of cancer patients in home palliative care, and (2) to
investigate whether their needs change as their socio-demographic characteristics and the patients’ functional abilities change.
Methods FCs completed a battery of self-report questionnaires, including the Cancer Caregiving Tasks, Consequences,
and Needs (CaTCoN).

Results Data were collected from 251 FCs (74 men and 177 women, mean age 58.5 + 14.2 years). Most of the participants
experienced a substantial caregiving workload related to practical help (89.8%), provided some or a lot of personal care
(73.1%), and psychological support (67.7%) to patients. More than half of the FCs reported that the patient’s disease caused
them negative physical effects (62.7%). Emotional, psychosocial, and psychological needs were referred. Some FCs reported
that the patient’s disease caused them a lot of stress (57.3%) and that they did not have enough time for friends/acquaintances
(69.5%) and family (55.7%). The need to see a psychologist also emerged (44.0%). Age, caregiving duration, and patients’
functional status correlated with FCs’ unmet needs. Women reported more negative social, physical, and psychological
consequences and a more frequent need to talk to a psychologist.

Conclusion The analysis demonstrated that cancer caregiving is burdensome. The results can guide the development and
implementation of tailored programs or support policies so that FCs can provide appropriate care to patients while preserv-
ing their own well-being.
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Introduction

Family caregivers (FCs) have become crucial resources in
caring for cancer patients at home. They are the patients’ pri-
mary support and typically, they provide the vast majority of
assistance, assuming caring duties and responsibilities [1-3].
In fact, FCs play a pivotal role in direct and indirect care
tasks, such as assisting with activities of daily living, opti-
mizing therapies through treatment compliance, managing
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symptoms and patients’ physical impairments, providing
emotional support, and preventing isolation.

At present, FCs can be considered essential health team
members, as they are responsible for care activities once
provided only by professionals. However, often, they do not
feel adequately trained or prepared for these tasks and may
experience a number of mixed emotions including irritabil-
ity, helplessness, anxiety, anger, and sadness. Furthermore,
there is global recognition that caregiving is burdensome
and that it could be associated with physical symptoms (e.g.,
poor sleep quality, fatigue, loss of appetite, and weight loss),
decreased mental well-being (e.g., distress, anxiety, and
depression), and social and financial problems (e.g., isola-
tion and reduced work hours) [1-4].

In this context, it has been recommended to examine
the impact of cancer not only on cancer patients but also
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on their FCs. Indeed, they should be considered as co-
patients since, according to the World Health Organiza-
tion, the patient and his/her FC should be viewed as the
“unit of care” [5]. There is growing interest in assessing
the prevalence of FCs’ needs (e.g. comprehensive cancer
care, information, emotional and psychological needs)
[6-23], but few studies have focused on the psycho-phys-
ical well-being of FCs assisting cancer patients in a home
palliative care setting [6, 11, 13, 19, 23]. The evaluation
of their needs has often been informal and undocumented,
making caregivers’ needs less “detectable” [6-8].

To identify FCs’ current needs, the concept of “unmet
needs” was adopted in this investigation. Unmet needs are
defined as the “requirement for some desirable, necessary,
or useful action to be taken or some resource to be pro-
vided, in order for the person to attain optimal well-being”
[9]. Therefore, this concept provides information about
lack of support and can be employed to carry on support-
ing actions in the most critical dimensions.

The literature associated with this concept indicates that
unmet needs are multidimensional and that they compro-
mise FCs’ quality of life and adversely impact on their
distress with negative consequences on the quality of care
they provide to the patients [6-8, 10-21]. With respect
to prevalence, practical unmet needs were discussed in
almost all the studies [10-14, 16, 19]. The most commonly
reported were assistance with personal care [10, 11, 13,
14, 16, 19, 20], support with technical daily tasks [12-14,
19] and respite care [13, 19, 24]. Emotional, psychosocial,
and financial needs emerged as other prevalent domains
[8, 12, 14, 16, 21]. In particular, these needs concern cop-
ing with emotional distress, the ability to give emotional
support to the patients, and the lack of personal time and
social life [8, 12]. Several studies aimed to identify the
main variables associated with FCs reporting more fre-
quently unmet needs, focusing on socio-demographic data,
caregiving intensity, and setting [8, 12, 25]. Results are
conflicting and vary across studies.

Given the interest of the topic and the literature data
described above, the main challenge of this investigation
was the quantification of unmet needs to obtain a use-
ful depiction of FCs’ experiences in the home palliative
care setting. This investigation aimed to (1) measure and
understand the prevalence of unmet needs reported by FCs
of cancer patients in home palliative care and (2) inves-
tigate whether FCs’ needs change as their socio-demo-
graphic characteristics and the patients’ functional abili-
ties change. Identifying and quantifying the prevalence of
unmet needs will guide the development and implementa-
tion of tailored programs or support policies so that FCs
can provide high-quality care to patients while preserving
their own health and well-being.
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Materials and methods
Setting

The National Tumor Assistance (ANT) Foundation is an
Italian no-profit organization that has been providing free
medical, nursing, psychological, and social home onco-
logical assistance in 11 Italian regions since 1985 [26, 27].
ANT is one of Europe’s leading organizations in the field of
home palliative care and pain management. The assistance
is activated at the request of the patient’s primary care phy-
sician, and it is provided throughout Italy by multidiscipli-
nary teams. The home care assistance is guaranteed, free of
charge, 24/7 with paid physicians, nurses, and psychologists
providing regular home visits.

Study sample

To be included in the study, participants had to be (I) FCs
of cancer patients assisted by the ANT home palliative care
program; (II) living with the patient; (III) aged >18 years;
and (IV) with a high level of fluency in the Italian language,
both comprehension and speaking.

Procedure and assessment

The participants were recruited by the ANT health care
professionals. They explained the rationale and aims of
the study to the eligible participant and conducted the
informed consent conversation. All the FCs were asked to
autonomously fill out a socio-demographic data record and
a battery of self-report questionnaires, all in Italian. They
underwent tests during the home-care assistance provided by
ANT. The questionnaires and the demographic data record
were returned to the health care professionals in the same
session or at the next home visit. Data were collected from
August 2017 to February 2018.

Unmet needs assessment

Participants filled out the Cancer Caregiving Tasks, Conse-
quences, and Needs (CaTCoN), a 72-item questionnaire meas-
uring cancer caregiving tasks, consequences, and needs [27,
28]. The CaTCoN contains nine subscales (each containing
between two and 14 items) and 31 single items, including two
open-ended items for qualitative comments [28]. The major-
ity of items contain four ordinal response categories and a
“don’t know/not relevant” category. These items are scored by
excluding the don’t know/not relevant category and assigning
the remaining four response categories the scores O (no prob-
lems/unmet needs), 1, 2, and 3 (maximum problems/unmet
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needs). A few items contain only two response categories
(“no” and “yes”) which are assigned the scores O (no prob-
lems/unmet needs) and 1 (maximum problems/unmet needs).
Subscale scores are estimated as the mean of subscale item
scores. The validity and reliability of the CaTCoN were evalu-
ated by using psychometric analyses and were found to be
satisfactory, with Cronbach’s alpha (o) ranging 0.65-0.95 [29].

Patients’ functional status

Participants completed the Index of Independence in Activi-
ties of Daily Living and the Index of Independence in Instru-
mental Activities of Daily Living with reference to their
patients’ condition.

The Index of Independence in Activities of Daily Living
(ADL) [30, 31] is a scale that contains six basic activities
performed by individuals on a daily basis. It includes the
fundamental skills necessary for independent living at home
or in the community, and it comprises the following areas:
grooming/personal hygiene, dressing, toileting, transferring/
ambulating, continence, and eating. FCs were asked to indi-
cate one of the categories for each of the activities listed.
Each category indicates how much assistance is needed
by their loved ones in performing that activity. The total
score ranges from O (low function, dependent) to 6 (high
function, independent). Although no formal reliability and
validity reports could be found in the literature, the tool is
used extensively as a flag signaling functional capabilities of
older adults in clinical and home environments [31].

The Index of Independence in Instrumental Activities of
Daily Living IADL) [32, 33] is a scale that contains eight
actions (shopping, managing finances, housekeeping, laun-
dry, meal preparation, ability to use transportation and tel-
ephone, and ability to take medications) that are important to
be able to live independently. FCs were asked whether they
had any difficulty doing each of the instrumental daily activ-
ity: the impairment in performing a specific IADL, defined
as the inability to perform the task successfully without
external assistance, corresponds to score 0. The final score
is the sum of the scores for each single activity. The total
score ranges from O (low function, dependent) to 8 (high
function, independent). Inter-rater reliability was established
at .85. Validity was tested, and the correlations between the
IADL scale and the other measures of functional status
ranged between 0.40 and 0.61. The reproducibility coeffi-
cient was 0.96 for men and 0.93 for women (n =97 and n =
168, respectively).

Demographic variables
Socio-demographic variables, including sex, age, marital

status, education level, working status, and type of relation-
ship with the patient, were collected from all FCs.

Ethical issue

The trial was carried out in full accordance with the Dec-
laration of Helsinki and Good Clinical Practice. The investi-
gation received formal approval from the Area Vasta Emilia
Centro Research Ethics Committee of Emilia-Romagna
Region (AVEC; approval no. 17079), where the ANT
Research Unit is located. Participants provided informed
written consent for participation in the investigation, data
analysis, and publication. Each participant was assigned a
code. Anonymized paper questionnaires were archived sepa-
rately from the informed consent forms, and anonymized
data were stored in an electronic database in the research
department of the ANT Foundation.

Statistical analyses

For the total sample of FCs, frequency scores for the answers
to each CaTCoN item were calculated. The aspects per-
ceived as most problematic by the total sample are pointed
out using a cut-off of 30% of FCs reporting problems or
unmet needs, according to Lund et al. [15]. Themes of CaT-
CoN and items covering each theme were defined according
to Lund et al. [28]. After excluding don’t know/ not relevant
responses, CaTCoN subscale scores were estimated as the
mean of subscale items scores when at least half of the sub-
scale items were completed.

According to the Shapiro-Wilk test for normal distribu-
tion, the CaTCoN themes were not normally distributed.
Mean, standard deviation, and missing data are shown for
each theme. The strength and direction of the relationship
between each CaTCoN theme and the age of the caregiver,
duration of the assistance (dichotomized as less or more than
6 months), and functional status of the patient (ADL and
IADL scores) were analyzed by bivariate Spearman’s rank
correlations. Correlation coefficients (p) and p are shown
for each correlation.

The comparisons of the score for each theme between
men and women were performed by Mann-Whitney U test.
The comparison of the percentage of FCs reporting the
need to talk to a psychologist between men and women was
analyzed by Pearson’s chi-square test. A two-sided p < .05
was considered significant. The statistical analyses were
performed utilizing SPSS 25.0 for Windows (SPSS Inc.,
Chicago, IL, USA).

Results
Study population

The final study population included 251 adult FCs of cancer
patients assisted by the ANT home palliative care program
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from 21 Italian cities. Figure 1 details participant recruit-
ment and retention.

Table 1 shows the socio-demographic characteristics of
the FCs included in the investigation. The majority of the
FCs were female (n =177, 70.5%), with a mean age of 58.2
years (SD = 14.2years). About half of the FCs were spouses
of patients (51.4%), followed by adult children (34.3%).
Most of them (81.7%) had been providing care to the patient
for more than 6 months. A substantial proportion of FCs
had a job (45.0%) and had a high school education (43.0%).

Prevalence of caregiving tasks and unmet needs

This article reports the results concerning the FCs’ sup-
portive care needs. This included 8 CaTCoN subscales and
11 CaTCoN single items. FCs’ interaction with health care
professionals is the subject of another study.

The distribution of the FCs’ answers to the most problem-
atic items (cut off >30%) is shown in Table 2.

Large proportions of FCs experienced a substantial car-
egiving workload: 89.8% of them provided some or a lot
of practical help to the patient (item 1a), 73.1% provided
some or a lot of personal care (item 1b), and 67.7% pro-
vided some or a lot of psychological support (item Ic).
Moreover, 66.7% of FCs felt to some or to a high degree

responsible for keeping track of patient’s referrals and
appointments for examinations and treatment (item 2),
while 48.8% spent a lot of time transporting the patient
(item 4).

More than half of the FCs (62.7%) reported a little or
some negative effects on their own physical health (item
6b), and 57.3% reported that the patient’s disease caused
them a lot of stress (item 6a). A part of them (44.0%)
needed to see a psychologist (item 34). Regarding the neg-
ative social consequences caused by caregiving, 69.5% and
55.7% of the FCs reported that they did not have enough
time for friends/acquaintances and the rest of the family
respectively (item 6d and 6¢).

A large proportion of FCs (50.6%) expressed the need
to lead a “normal” life while being a caregiver to some
or a high degree (item 40), and 45.7% reported the need
to take a break from the practical tasks to some or a high
degree (item 38). Only 23.6% and 22.2% respectively had
the possibility to do this to a high or some degree (item
41 and item 39).

Regarding the positive experiences of caregiving,
increased awareness of the important things in life and valu-
ing relationships with other people more were experienced
by 80.2% and 59.5% of the FCs, respectively (item 6e and
item 6g).

Figure 1 Participants’ recruitment
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Table 1 Socio-demographic characteristics of the informal caregivers
in home care setting

Family Caregivers (FCs) N =251
Age, years (mean + S.D.) 58.5+14.2
Gender

Men, n (%) 74 (29.5)

Women, n (%) 177 (70.5)
Caregiver role

Husband or wife, n (%) 129 (51.4)

Son or daughter, n (%) 86 (34.3)

Parent, n (%) 11 (4.4)

Other, n (%) 25 (10.0)
Caregiving duration

Less than 6 months, n (%) 42 (16.9)

More than 6 months, n (%) 205 (82.3)

Missing, n (%) 2(0.8)
Employment, n (%) 113 (45.0)
Education

Primary education, n (%) 109 (43.8)

Secondary education, n (%) 108 (43.4)

University degree, n (%) 31 (12.4)
Geographical origin

Northern Italy, n (%) 98 (39.0)

Central Italy, n (%) 40 (15.9)

Southern Italy, n (%) 113 (45.0)

Associations between unmet needs, FCs’
socio-demographic characteristics, and patients’
functional abilities

The themes of CaTCoN were defined as previously
described. For each theme, the items considered, mean
score, standard deviation, and missing data are shown in
Table 3.

The analysis of the correlation between themes of
CaTCoN, age of the caregiver, duration of the assistance,
and functional status of the patient (ADL and IADL) are
shown in Table 4.

The FCs’ age was correlated with the negative physical
consequences (p = 0.143, p = 0.028) and the impossibility
of taking a break from the caregiving tasks (p = 0.148, p
= 0.022). The FCs’ age was inversely correlated with the
positive psychological consequences (p = — 0.166, p =
0.010).

Duration of the caregiving was correlated with the car-
egiving tasks (p = 0.141, p = 0.028) and the negative psy-
chological consequences (p = 0.132, p = 0.040).

Patients’ functional status was inversely correlated with
the caregiving tasks (ADL: p = — 0.338, p < 0.001; IADL: p
=—-0.311, p < 0.001), and the physical (ADL: p = — 0.136,
p=0.037; IADL: p = — 0.190, p = 0.003), and social (ADL.:

p =—0.280, p < 0.001; IADL: p = — 0.323, p < 0.001)
consequences.

The themes of CaTCoN according to FCs’ gender are
shown in Table 5. Women reported more negative social
consequences (p < 0.001) and higher levels of physical (p =
0.005) and psychological (p = 0.005) consequences. Finally,
a higher percentage of women reported the need to talk to a
psychologist (p = 0.023).

Discussion

Analysis of FCs’ unmet needs demonstrated that cancer car-
egiving is burdensome. FCs have unmet needs across dif-
ferent domains. A large number of participants experienced
a substantial caregiving workload related to practical help,
mainly support for care, and assistance (e.g., help with the
patient’s daily activities, therapeutic drug monitoring, and
coordination for examinations and treatment). Emotional,
psychological, and psychosocial needs emerged as other
prevalent domains. FCs reported the need both to cope with
their emotional distress and to provide emotional and psy-
chological support to the patients, helping them to deal with
their feelings. These results are in line with the literature [8,
10-14, 16, 19, 20].

Moreover, results revealed a range of negative caregiving
consequences, demonstrating that being a family caregiver
is demanding and has its costs. Participants reported that
their well-being is highly affected, especially with regard
to increased levels of stress and poor physical health. Fur-
thermore, in this investigation sample, the majority of FCs
reported that caregiving tasks limit their respite care and
personal time, negatively influencing their personal care
(e.g. healthy diet, exercise, sleep routine) and increasing
their risk of loneliness and social isolation from both family
and friends. These results are in accordance with previous
findings [9, 17, 24] and constitute an important outcome
to highlight and to keep in consideration in safeguarding
FCs. In fact, research has shown the link between the lack
of social connection and adverse health consequences: high
blood pressure, heart disease, obesity, a weakened immune
system, anxiety, depression, cognitive decline, and even
death.

Our results demonstrate that the most important caregiv-
ers’ needs were related to patient care. This is in accordance
with previous studies [8, 24] and may suggest that FCs are
mainly dealing with the patient’s needs rather than their own
ones. However, participants recognized their own personal
needs. A large number of FCs reported a moderate or high
need to see a psychologist as well as to take a break or to
lead a “normal” life, expressing the necessity to balance
the patient’s needs with their own. The percentage of FCs
who needed to see a psychologist as a consequence of the
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Table 2 Frequencies of the answers for each CaTCoN item considered

CaTCoN single
items

Frequencies (%)

1. To what extent

have you had to

provide:
a. Practical help
to the patient?
b. Personal care
to the patient?
c. Psychological
support to the
patient?

2. Have you felt that you have been
partially responsible for keeping
track of whether the patient has
been referred and called for exami-
nations and treatments quickly and

correctly?

3. Have you felt that you have had too
much responsibility in relation to
home care (personal care, medica-

tions, etc.)?

4. Have you spent time transporting

the patient?

6. Has the patient's cancer disease:

None

1.2

8.3

5.0

a. Caused you stress?

b. Had a negative effect on your own
physical health?

c. Meant that you have not had
enough time for (the rest of) your

family?

d. Meant that you have not had
enough time for (the rest of) your
friends/acquaintances?

e. Increased your awareness of the
important things in life?
f. Caused you to make positive

changes?

g. Made you value your relationships
with other people more?

8. Has the patient’s illness meant that
you have had to be absent from work
so much that it has posed problems

at your workplace?

34. Have you needed to see a psycholo-
gist as a consequence of the patient’s

illness?

No, not at all

11.1

18.4

No, not at all
9.3

2.8

19.4

14.5

6.8

4.5

304

14.6

No, not at all

19.5

No
56.0

To a high degree

A little

7.7
16.9

26.1

To a low degree

18.9

253

Yes, a little

10.9

159
36.0

254

22.1

24.7
21.1
To a low degree

16.6

Yes
44.0

To some degree

Some

26.8
28.1

349

To some degree

32.1

29.0

Yes, some
29.8

24.0

26.7

31.9

28.5

304
23.1
31.6
To some degree

54

To a low degree

A lot

63.0
45.0

32.8

To a high degree

34.6

23.7

Yes, a lot
48.8

573

14.6

23.8

41.0

49.8
14.6
27.9
To a high degree

54

No, not at all

Don’t know/not
relevant

1.2

1.7

1.2

Don’t know/not
relevant

33

3.7

Don’t know/not
relevant

1.2

0.0
32

4.4

1.6

1.6

7.3

4.9

Don’t Know/not

relevant
53.1

Don’t know/not
relevant

@ Springer



Supportive Care in Cancer (2022) 30:3451-3461 3457
Table 2 (continued)
CaTCoN single Frequencies (%)
items
38. Have you had the need to be able  22.0 23.7 28.6 21.2 4.5
to take a break from the practical
tasks (of the caregiver role) in con-
nection to the illness?
39. Have you felt that you have had 3.6 13.0 30.8 47.0 5.7
the possibility to take a break from
the practical tasks?
40. Have you had the need to lead a 28.3 22.3 28.3 16.2 4.9
“normal” life at the same time as
you have been a caregiver?
41. Have you felt that you have had 4.9 13.8 30.5 459 4.9
the possibility to lead a “normal”
life at the same time as being a
caregiver?
Tablg 3 Theme? of CaTCoN Themes CaTCoN items cov- Mean score S.D. Missing
and items covering gach theme ering the theme
were defined according to Lund
et al. Mean score, 8.D., mean, Caregiving Tasks la, 1b,1¢,2,3,4 2.1 06 4
Zir;d;?sii\i;?ﬁi’;nci I:}l::rsrllzg Negative physical consequences 6b 1.4 1.0 12
Negative psychological consequences 6a 2,4 0.8 5
Negative social consequences 6¢, 6d, 8 1.7 0.9 11
Positive psychological consequences 6e, 6f, 6g 1.8 0.8 11
Psychosocial needs/Talking to a psychologist 34 1.6 0.5 8
Taking a break from the caregiver tasks 38-39 1.9 0.7 12
Living a “normal” life while being a caregiver 40, 41 1.8 0.7 17
Table 4 Correlation between Themes Age Caregiving ADL IADL
themes of CaTCoN., age of duration
the caregiver, duration of the
assistanfcefland f_umtizfgli . Caregiving tasks p —0.084 0.141 -0338 -03l11
;fgi)" Sttaeti]s)tziigaeln:nfalysisan p 0191 0.028 <0001  <0.001
was performed by Spearman’s Negative physical consequences P 0.143 0.121 -0.136  —-0.190
rank correlation; correlation p 0.028 0.062 0.037 0.003
;:oefﬁc'fnt (p)laqdp aBrelzhOW“ Negative psychological consequences P 0.074 0.132 —-0.001 -0.045
P osw o o
significant correlation with a Negative social consequences P 0.036 0.067 -0280 -0.323
p-value less than 0.05 p 0.579 0.305 <0.001 <0.001
Positive psychological consequences p —-0.166 —0.081 —-0.092 —-0.083
P 0.010 0.214 0.158 0.200
Psychosocial needs/talking to a psychologist p 0.080 -0.072 0.043 0.046
P 0.214 0.266 0.512 0.477
Taking a break from the caregiver tasks P 0.148 0.015 0.000 — 0.006
p 0.022 0.821 0.995 0.926
Living a “normal” life while being a caregiver p 0.105 0.010 —-0.046 —0.128
p 0.108 0.884 0.487 0.051
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Table5 Themes of CaTCoN
according to FCs gender.

Data are shown as mean score
(S.D). Statistical analysis was
performed by Mann-Whitney
U test or Pearson’s Chi Square
test. Bold text indicates

a statistically significant
correlation with a p-value less
than 0.05

Themes Men (n = 59) Women (n = 145) P
Caregiving tasks 2.0 (0.6) 2.1 (0.6) 0.277
Negative physical consequences 1.1 (0.9) 1.5 (1.0) 0.005
Negative psychological consequences 2.2 (0.8) 2.5(0.8) 0.005
Negative social consequences 1.4 (0.8) 1.9 (0.8) < 0.001
Positive psychological consequences 1.9 (0.7) 1.7 (0.8) 0.128
Talking to a psychologist* 32.4% 49.1% 0.023#
Taking a break from the caregiver tasks 1.9 (0.6) 1.8 (0.7) 0.070
Living a “normal” life while being a caregiver 1.7 (0.7) 1.8 (0.7) 0.486

“Data are shown as the percentage of subjects reporting the need to talk to a psychologist

#Pearson’s chi square test

patient’s illness was higher than in other studies. In a recent
Italian survey, 15% of caregivers of cancer patients felt that
appointments with a psychologist were important [34]. This
could be due to the fact that FCs of patients with advanced
cancer need help in processing their emotions and dealing
with continual uncertainty about patients’ practical needs,
emotional needs, functional decline, and physical symptoms
[35].

Contrary to some previous research [14, 16, 21], financial
consequences did not appear to be a significant concern for
the participants of this investigation. This is probably due to
the Italian healthcare policy where palliative care is guaran-
teed and financed by the government and the tertiary sector.

Correlation analysis revealed a few variables that were
associated with cancer FCs’ unmet needs, confirming
that the ability to individualize a sub-group of caregivers
at risk by socio-demographic variables is limited [8, 12,
25, 36]. Higher FCs’ age was related to the perception of
more severe negative physical consequences and with an
increased impossibility of taking a break from the caregiv-
ing tasks, contrary to a previous review [25] that highlighted
that younger FCs showed more unmet needs. Regarding
gender, women showed more negative consequences at
all levels, both physical and psychosocial. This is in line
with a study that indicated that being female was a variable
associated with a higher probability to report unmet needs
[12], and women reported more the need to talk to a psy-
chologist. Longer duration of the caregiving was correlated
with increased supportive care tasks and with more severe
negative psychological consequences. The worsening of the
patients’ functional status was associated with increased car-
egiving tasks and greater physical and social consequences.
Similarly, the results of other studies showed that higher-
intensity caregiving [36] and taking care of patients with
low physical performance [25] were found to be significant
predictors of FCs more frequently reporting unmet needs.

The results of the present investigation should be veri-
fied with further research in the home setting. However, the
considerable number of unmet needs that emerged is in line
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with the study by Wang et al. [25]. They demonstrated that
FCs in different caregiving settings show different levels of
unmet needs: the highest level of needs was found in the
home setting, an intermediate level in general hospitals, and
the minor level in hospice care units.

In conclusion, a high percentage of FCs identified posi-
tive aspects of caregiving. Both quantitative and qualitative
studies have documented that a stressful activity such as car-
ing for a cancer patient can lead to personal growth through
changing relationships with others and renewed perspectives
on living [19, 37, 38]. FCs may use these positive interpreta-
tions as a meaning-based coping resource. Furthermore, it
was demonstrated that the identification of meaning in the
caregiving experience of patients with advanced oncologi-
cal illness can be considered a protective factor [38]. FCs
who cannot identify any positive aspects of caring may be at
particular risk for depression and poor health outcomes, and
they also are more likely to institutionalize their care-recip-
ient earlier than others [39]. However, our results showed
that positive consequences tend to be less experienced by the
older FCs. We might presume that older FCs usually have a
limited social network, and the patient they are taking care
of may be one of their few contacts. It has been observed in
the literature that post-traumatic growth may be associated
with perceived social support [40]. We could also presume
that older FCs may already be aware of what is important for
them in life and thus might not feel an increased awareness
of the important things in life, focusing more on negative
aspects.

Strengths and limitations

To the knowledge of the authors, few studies have inves-
tigated the FCs’ unmet needs in the home palliative care,
and this is the first national investigation on this setting.
Major strengths of the study are the large sample size and
the quantitative measurement of a wide range of aspects
regarding FCs’ unmet supportive care needs. Female car-
egivers were overrepresented in the current investigation
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sample, confirming the characteristics already observed
in the literature about cancer FCs in Italy, where this role
is played mostly by women (70-80%) with an average age
of 50-55 years [41]. The current research has limitations
that apply to any survey, including the sample design. Par-
ticipants are FCs supporting palliative cancer patients with
heterogeneous malignancies at home, and we are therefore
unable to distinguish whether the results varied by cancer
type. Furthermore, the results cannot be generalized across
all treatment phases and different caregiving settings, for
example general hospital or hospice care unit.

Conclusions

FCs perform a crucial social and economic role in the
home care setting. With cancer incidence rising, the health
system will rely more and more on collaboration between
healthcare professionals and FCs to provide appropriate
care for the health and well-being of patients. Therefore,
it is essential to have properly qualified and trained FCs, as
caregivers with unmet needs cannot provide high-quality
care [17]. The results of the current investigation can thus
enlighten the development of interventions designed to
meet caregiver needs and improve the overall quality of
palliative and end-of-life care. Healthcare providers and
clinicians should develop and implement tailored support
policies and guidelines so that FCs can provide appropri-
ate care to patients while preserving their own health and
well-being. To achieve this, it could be useful to adopt
a patient-and-family-centered perspective [5] and imple-
ment FC tailored screening instruments into daily clinical
routine, in order to identify FCs at risk and better support
them. The literature clearly indicates that a multidisci-
plinary approach to supportive care for FCs is needed. In
particular, psychosocial interventions designed to improve
quality of life, physical health, and well-being, paying par-
ticular attention to individual personal needs, provided
advantages [42]. Interventions focusing on coping skills
training [43] and stress management [44] also seem prom-
ising. Furthermore, it was found that mindfulness-based
interventions could enhance psychological well-being and
reduce the burden for FCs [45].
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