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Abstract

Purpose Evaluation of the quality of care is a key element that
healthcare providers now take into consideration to meet pa-
tients’ needs, expectations, and values. The FAMCARE scale
is one of the most important instruments available to assess the
level of satisfaction about care received by patients and fam-
ilies. We describe the validation process used to develop an
Italian version (IF) of the original FAMCARE scale for
caregivers.

Methods The IF was prepared according to standard guide-
lines for translation and transcultural adaptation of self-
reported measures. The scale was self-administered to 132
informal caregivers of patients with cancer treated with cura-
tive and/or palliative care in a hospice, outpatient, or inpatient
setting for at least 1 month. The participant group was com-
posed of spouses (47.73 %), children (31.82 %), siblings
(3.03 %), or other relatives (17.42 %). All participants simul-
taneously completed the EuroQol-5D (EQ-5D) questionnaire
to test the construct validity. Twenty-two percent of randomly
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chosen participants re-completed the test after 1 month to
evaluate IF test-retest stability.

Results The IF showed a strong reliability with internal con-
sistency [ = 0.93, confidence intervals (CI) =0.91-0.95] and
test-retest stability (Pearson » = 0.38; Kendall’s tau-b = 0,25;
Spearman’s rho =0.34). Factor analysis identified four factors
capable of explaining the 63 % total variance which did not
change after the Varimax normalized rotation. Notwithstanding
the lack of correlation with the VAS component of the EQ-5D
questionnaire, our results highlighted robust psychometric
properties of the IF.

Conclusions IF is a valid translation of the FAMCARE scale
and can be used to assess caregiver satisfaction within the
Italian context of cancer palliative care.

Keywords Cancer patients - Caregivers - Care satisfaction -
Cancerservices - Self-reported instruments - FAMCARE scale
validation

Introduction

The primary aim of modern healthcare systems is to produce
value in health, defined as optimal health outcomes for pa-
tients and their families, delivered by high-quality, low-cost
services [1]. Satisfaction with care is one of the five major
domains measuring patient and caregiver outcomes [2]. In
Italy, a national law passed in March 2010 obliged Italian
healthcare providers to begin monitoring the quality of ser-
vices offered. Since then, satisfaction with care has become an
integral part of care programs. However, despite the clear need
to monitor this aspect of care, the relation between satisfaction
and fulfillment of users’ needs and expectations remains to be
clarified. In fact, evidence showing a direct relation between
real and expected satisfaction [3—6] is in direct contrast to
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findings of a divergence between the two concepts [7, 8] and
is perhaps due to differences in methodological approaches
[9].

The construct of satisfaction with the received care is di-
rectly associated with the importance of meeting the needs and
expectations of patients and their families [10-12].
Nowadays, most oncology teams recognize the impact that
informal caregivers have on the effectiveness of cancer man-
agement and include them in treatment planning, decision-
making, and care implementation [13]. In fact, in the context
of life-threatening diseases such as cancer where family mem-
bers are deeply involved in the care process, caregivers and
patients should be considered as a system [14]. As such, both
are affected by the received care, e.g., if the need to receive
pain relief is not met, both patients and families manifest dis-
tress, the former directly and the latter indirectly. Hence, apart
from patients themselves, there is no one better equipped than
a family member to provide direct feedback on the quality of
care received.

The FAMCARE scale is a self-administered questionnaire
specifically developed to measure the level of satisfaction per-
ceived by the caregivers of patients with cancer receiving
palliative care [15—18]. It is reported to have excellent psy-
chometric properties [8, 19, 20]. Although the scale is avail-
able in several languages [21-23], there is still no Italian ver-
sion. The aim of the present work was to prepare and validate
a version of FAMCARE scale for the Italian community.

Materials and methods
Scale translation and adaptation process
The translation and transcultural adaptation guidelines for
self-administered outcome measures by Beaton et al. were
used as the basis for the procedure [24]. The guidelines in-
clude the following six stages:
Stage (1) Translation into the target language

Two native Italian translators produced independent for-
ward translations of the FAMCARE scale. The first forward
translation was made by a palliative care specialist experi-
enced in care and clinical research, while the second was pro-
duced by an expert in communication and in the development
of tools for patient and caregiver education.

Stage (2) Synthesis of the forward translations

The two forward translations were synthesized into one
version by two of the study authors (RC and MM).

Stage (3) Backward translations
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The synthesized version of the translated scale was then
backward translated into English by two independent native
English speakers: a bilingual English teacher working in Italy
and a bilingual English translator who has long-standing ex-
perience in scientific writing and translations. The backward
translations were matched to check for semantic and syntactic
differences and a synthesized version of the scale was built.
The item equivalence of the synthesized backward translation
was then performed by comparing the back-translated version
of the scale with the original one.

Stage (4) Consensus conference

A consensus conference was organized to review the final
forward translated Italian version and the backward translated
English version of the scale. Conference participants included
healthcare professionals with experience in palliative care
(palliative care physician, supportive care psycho-oncologist,
and oncology nurse), patient and caregiver representatives
(i.e., two women and one man for each group of patients
and caregivers), and an expert in statistical methodology. A
preliminary consensus version of Italian FAMCARE scale
was then produced.

Stage (5) Pre-test patient survey

The preliminary version of the IF was administered by a
research nurse to a random sample of 20 informal caregivers
of patients with cancer who were asked to fill in the question-
naire and rate its level of clarity and comprehensiveness, in-
cluding the title, instructions for use, items, and scale used to
respond. They were also asked to specify how long it had
taken them to complete the questionnaire, to report any diffi-
culties encountered, and to indicate whether they found any
offensive or unacceptable terms within the concrete item
phrases (face validity). The problems that emerged from the
pre-test study were discussed by the research team to prepare a
final Italian version of the scale to use for the subsequent
validation study.

Stage (6) Approval of original authors

All the documents pertaining to the translation and trans-
cultural adoption process were sent to the original authors for
their approval.

Ethical clearance

The study was approved by the Healthcare Authority of the
Wide Catchment Area of Romagna (Area Vasta Romagna—
AVR) and was carried out in accordance with the Declaration
of Helsinki. Ethical clearance was obtained in April 2013, and
the study was carried out from May to November of the same
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year. Informed consent was obtained from the caregivers who
decided to take part in the study.

Eligibility criteria

In order to select the study participants in each study center,
we approached the informal caregivers of the first, second, or
third patients of each week who had been receiving curative
cancer treatments or/and palliative care for at least 1 month in
the same setting.

The study participants were consenting adult informal care-
givers of patients with cancer who had been receiving cancer
care curative and/or palliative in one of the study centers for at
least 1 month, regardless of healthcare setting (outpatient clin-
ic/inpatient/hospice), disease stage, or ongoing cancer treat-
ments. The caregivers were chosen on the basis of the follow-
ing definition, “the individual identified by the patient as the
person most involved in the care of the patient. The relation-
ship with the patient could be biological, legal, or functional”
[8]. All study participants were compliant and were capable of
understanding and signing the consensus form and of com-
pleting the questionnaires. The participating centers were
Istituto Scientifico Romagnolo per lo Studio e la Cura dei
Tumori (IRST) IRCCS (Oncology Ward and Outpatient
Clinics in Meldola and Forli) and the community-based hos-
pice in a nearby town (Forlimpopoli).

Sample size calculation

Based on the number of items composing the original scale
(20 items), we calculated a sample size of 165 participants,
expecting a response rate of 75 %, considering 124 correctly
completed questionnaires as a sufficient number for study
purposes [25]. We decided to repeat the surveys 4 weeks after
the first self-administration in 22 % of randomly chosen care-
givers to measure the test-retest stability of the scales.

Procedures

The nursing staff of the Oncology Units involved in the study
were trained by the study coordinator of each center on how to
screen the caregivers who met the criteria for inclusion in the
study. They also provided information about the study to the
selected caregivers who agreed to take part in the study and
explained how to fill in the questionnaires. Completed ques-
tionnaires were forwarded to the study coordinator of each
center.

Instruments and measurements
The FAMCARE scale is a self-reporting questionnaire that

assesses the level of perceived satisfaction with the care re-
ceived by both patients and their families [15-18]. It is

composed of 20 items rated according to a 5-point Likert scale
(1 =very satisfied, 2 =satisfied, 3 =undecided, 4 = dissatisfied,
and 5 = very dissatisfied). The items are sorted into four sub-
scales labeled as Physical patient care, Information giving,
Auwailability of care, and Psychosocial care subscale according
to the sorting process used by Kristjanson [19].

We used the IF and the Italian version of EuroQol-5
Dimension (EQ-5D) [26] because, considering both patients
and caregivers as a system, we expected to find that the quality
of'life of the caregivers would be influenced by their perceived
satisfaction with care [27]. We wanted to test whether there
was a correlation between EQ-5D scores and perceived satis-
faction and how the satisfaction with care affect family mem-
bers health status measured by the EQ-5D [28, 29]. The EQ-
5D was chosen mainly because of its brevity and ease-of-use.

The EQ-5D is a questionnaire used to evaluate health-
related quality of life. In the domain of palliative care, the
EQ-5D has proven effective in assessing palliative care patient
outcomes [30]. At the time of the IF test, there were no ques-
tionnaires, EQ-5D, with Italian translation that was validated
to assess quality of life in a general manner (being not disease
specific).

The EQ-5D consists of two sections: the first asks partici-
pants to give their opinion using a 3-point scale (1 = no prob-
lem, 2 = some problems, and 3 = extreme limitation) about
health functionality along five dimensions (mobility, self-care,
usual activities, pain/discomfort, and anxiety/depression). The
second section involves a graphical evaluation of the subject’s
perceived level of quality of life (Visual Analog Scale—VAS).
This scale ranges from 0 (the worst possible health status) to
100 (the highest attainable standard of health).

Statistical analysis

Descriptive statistics were used for presenting study popula-
tion characteristics. Mean and standard deviations were used
to present scores of individual items of study participants. The
total satisfaction score was calculated by summing all the item
scores for each subject. Cronbach’s alpha was calculated to
assess the internal consistency of the IF and was chosen on the
basis of its coefficient sensitivity to measure interrelation
levels among items evaluating the same construct. The coef-
ficient was also used to measure internal consistency among
items exploring attitudes or opinions.

In order to explore the conceptual structure of the IF, we
began with a principal component factor analysis and deter-
mined the factor loadings, which are the correlations between
the factors and the individual items. Factor analysis and inter-
nal consistency were assessed by Barlett’s sphericity test. The
measure of sampling adequacy was tested by the Kaiser-
Meyer-Olkin (KMO) index as it permitted us to match ob-
served and partial correlations [31, 32]. Moreover, the com-
mon factors were extracted using a Varimax rotation with
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Kaiser normalization to decrease the number of variables in-
volved. The test-retest stability of the scale was evaluated
through both parametric (Pearson r) and non-parametric cor-
relations (Spearman’s rho or Kendall’s tau-b).

Finally, the Pearson product-moment correlation coeffi-
cient was calculated to assess the relationship between the IF
scores and either part of the EQ-5D scores (5D and VAS). As
the responses participants provided indicated different levels
of problems (e.g., level 1: indicating no problem; level 2:
indicating some problems; level 3: indicating extreme prob-
lems), participants’ responses were translated into cardinal
values by adding the weights recommended by Euroquol
Group (www.euroquol.org). Statistical analyses were carried
out using R-statistical software (Version 3.1.3).

Results

Figure 1 shows details of participant selection in study centers.
Of'the original 165 participants, 132 completed questionnaires

correctly (response rate = 80 %). Study participant character-
istics are reported in Table 1. Data on both the original group
and the one comprising compliant participants are shown in
this table. There were no differences between the demographic
characteristics of the two groups. Caregivers not completing
all of the questionnaire items was the main cause of missing
data.

The total satisfaction score was between 70 and 100,
with a mean value of 89.9, a median value of 89.5 and
a SD of 7.78. Participants indicated a good level of
satisfaction (max score = 2.50, mean score = 1.53, score
in the 3rd quartiles = 1.80) in all the items (Table 2). In
particular, the mean scores on individual items calculat-
ed by sorting the items according to Kristjanson’s four
subscales were as follows [19, 20]: 1.54 (SD = 0.45) for
Information giving (items 2, 3, 4, 16, and 17), 1.52
(SD = 0.41) for physical care (items 1, 5, 8, 10, 14, 18, and
19), 1.55 (SD = 0.48) for psychosocial care (items 7, 9, 13, and
15), and 1.38 (SD = 0.42) for availability of care (items 6, 11, 12,
and 20). The internal consistency of the scale measured by the

Fig. 1 Participant selection in
study centers
the study units.

Patients in hospice = 177

Target population: Informal caregivers of cancer
patients receiving care from at least one month in one of

Total no. of patients receiving cancer care = 1228

Patients in Day Hospital and Oncology Ward =1051
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study unit:

Hospice: 70

Oncology ward: 30

Day Hospital Meldola: 35

Day Hospital Forli: 30

Total no. of approached
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Table 1 Demographic
characteristics of study Demographic characteristics Study participants Compliant participants *p values
population
n =165 Percentage n=132 Percentage
Gender
Female 107 64.8 85 64.4 0.11
Male 56 339 47 35.6 0.38
Missing 2 0.01 - - -
Age
< 50 years 57 345 51 38.6 0.56
50-69 years 67 40.6 50 37.9 0.12
> 170 26 15.6 21 15.9 0.47
Missing 15 9.1 10 7.6 0.32
Marital status
Married 124 75.2 99 75.0 0.09
Separated/Divorced 9 5.5 5 3.8 0.28
Single 28 17.0 27 20.5 0.89
Missing 4 2.5 1 0.8 0.18
Kinship with patient
Spouse 78 47.2 63 47.7 0.21
Brother/sister 8 4.9 4 3.0 0.25
Children 49 29.7 42 31.8 0.46
Other 27 16.3 22 16.7 0.48
Missing 3 1.9 1 0.7 0.32
Employment status
Full time 68 412 56 42.4 0.28
Part-time 18 10.9 17 12.9 0.87
Retired 55 333 42 31.8 0.19
Unemployed/other 20 12.1 15 114 0.40
Missing 4 24 2 1.5 041

*p values from ¢ test or Chi-square analysis

Cronbach’s « coefficient was high [0.93 % confidence intervals
(CI) 0.91-0.94].

Our unrotated factor analysis performed by the extraction
method identified four factors (Table 3). The first one yielded
a very strong factor with an eigenvalue 0f9.08 and three weak
factors with eigenvalues of 1.34, 1.15 and 1.05, explaining the
45 %, 7 %, 6 % and 5 % of the proportional variance (63 % of
the total variance), respectively. The factors were subsequent-
ly confirmed by the Varimax-rotated solution which gave the
following eigenvalues: 6.03, 2.47, 2.26 and 1.87, respectively,
explaining the 30 %, 12 %, 11 % and 9 % of the proportional
variance (i.e. 63 % of the total variance). We then labeled each
factor yielded by the factorial analysis in the same way as the
original scale, with the exception of the fourth subscale, which
was labeled as the item with the highest loading in the respec-
tive subscale.

The first factor was labeled as a subscale of Giving information
(items 3, 8,9, 15, 16, 17, 18, 19 and 20), the second as a subscale
of Physical care of the patient (items 4, 5,10 and 14), the third as a
subscale of Availability of care (items 6, 11, 12 and 13) and the

fourth as a subscale of Pain management (items 1, 2, and 7). The
KMO index (0.91) and Bartlett’s sphericity test (» value < 0.000;
X5 = 1424.7) indicated that factor analysis for the data was appro-
priate. Table 4 shows the cross-classification of the conceptual
structure of Kristjanson’s study and our IF validation population.

With regard to the test-retest analysis, stability over time
proved to be low using both parametric (Pearson » = 0.38,
n =37, p = 0.021) and non-parametric correlation tests
(Kendall’s tau-b = 0.26, n = 37, p = 0.029; Spearman’s rtho
=0.36, n =37, p = 0.026). Despite the correlation that emerged
between EQ-5D and EQol VAS (= 0.72, n = 128, p < 0.001),
only a weak correlation was observed between IF scores and EQ-
5D, r=0.17, n =128, p = 0.047, and no correlation was found
with VAS (»=0.1008, n = 128, p = 0.34).

Discussion

Our analysis of the psychometric properties of the Italian ver-
sion of the FAMCARE scale revealed a good reliability of the
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Table 2 FAMCARE individual

item scores and standard Item (range = 1 to 5) 1 = very dissatisfied, 5 = very satisfied Mean SD
deviation
1 The patient’s pain relief 4.40 0.62
2 Information provided about prognosis 4.44 0.61
3 Answers from health professionals 4.60 0.49
4 Information given about side-effects 4.30 0.63
5 Referrals to specialists 4.39 0.64
6 Availability of hospital bed 4.47 0.68
7 Family conferences held to discuss the patient’s illness 423 0.69
8 Speed with which symptoms were treated 4.54 0.57
9 Doctor’s attention to patient’s description of symptoms 4.65 0.52
10 The way tests and treatments are performed 4.59 0.71
11 Availability of doctors to the family 4.57 0.42
12 Auvailability of nurses to the family 4.77 0.55
13 Coordination of care 4.52 0.69
14 Time required to make diagnosis 435 0.65
15 The way the family is included in treatment and care decisions 439 0.60
16 Information given about how to manage the patient’s pain 4.45 0.56
17 Information given about the patient’s tests 4.48 0.53
18 How thoroughly the doctor assesses the patient’s symptoms 4.57 0.53
19 The way tests and treatments are followed up by the doctor 4.54 0.49
20 Availability of the doctor to the patient 4.67 0.49

translation in terms of internal consistency. In fact, it emerged
that all 20 items of the IF scale contributed to measuring the
same construct, i.e., caregivers’ satisfaction with the palliative
care received by patients with cancer. “Palliative care” in our
clinical context is intended as patient-centered palliative care
and represents services that are available for patients with
cancer during the course of the disease (early palliative care
and palliative care at the end of life). They are offered at the
same time as curative treatments and focus on providing pa-
tients with relief from symptoms, pain, and stress and on re-
ducing and controlling the side effects of cancer treatments to
improve the quality of life for both patients and families. This
is why we included caregivers from both palliative care set-
tings in the study [33].

An important aspect of the present study is that it included a
retest 1 month after the first questionnaire administration.
Four weeks were assumed sufficient to enable us to avoid a
potential bias in evaluating test retest stability caused by the
effect of learning and recall, as mentioned by Kristjanson, the
creator of the original score [19]. However, the results that
emerged from both parametric and non-parametric correla-
tions test indicate that other factors may have modulated the
responses as a result of changes in the clinical conditions of a
patient. In 4 weeks, for example, the retrospective opinions
about the care received might have changed. Indeed, as is
suggested by the factorial analysis carried out on the data in
retest time, item loading differed with respect to test time.
Although the retest analysis has a low statistical value given
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the low number of participants, it suggests that, in the pallia-
tive care setting, retrospective opinions about the way in
which a loved one was cared for may change over time [19].

A comparison between the construct validity of the IF
and that of the EQ-5D revealed a weak correlation with
descriptive items of the EQ-5D and no correlation with
VAS values. Factor analysis revealed that all 20 items in
the FAMCARE scale had high factor loadings and were
heavily loaded on one of the four emerging factors. A full
comparison between our results and those from other
studies is difficult due to differences in the number of
factors, combination of items arising within factors, and
type of factor analysis used [16, 18, 19, 27, 31], e.g., our
fourth subscale differs from that of the original one
(Table 4). We hypothesize that the differences between
construct structures of the IF and those of the original
FAMCARE could be a result of social and disease con-
texts. Culture, health care systems, and norms may also
have influenced factor structure. In our population, the
present factor analysis shows that the FAMCARE scale
probably does not measure a unitary construct. Given that
FAMCARE is a self-reported instrument, the dimensions
of satisfaction reflect the significance that patients and
families in a specific social context gives to aspects of
care (measured by single items) and may also be influ-
enced by a specific phase of the disease. In our popula-
tion, pain relief appears to be an important dimension of
satisfaction with care. The fact that two other items (item
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Table 3  Factor analysis of the Italian version of the FAMCARE scale
Item number and description F1” F1 F2 F3 F4 h2 Label
3 Answers from health professionals 0.73 0.53 0.48 0.60
8 Speed with which symptoms are treated 0.76 0.70 0.39 0.68
9 Doctor’s attention to patient’s description of symptoms 0.74 0.65 0.34 0.60
15 The way the family is included in treatment and care 0.77 0.51 0.45 0.62
decisions
16 Information given about how to manage the patient’s 0.73 0.60 0.30 0.56 Givi
pain ‘ lvmg.
information
17 Information given about the patient’s tests 0.81 0.72 0.70
18 How thoroughly the doctor assesses the patient’s 0.75 0.75 0.67
symptoms
29 The way tests and treatments are followed up by the 0.76 0.77 0.37 0.75
doctor
20 Auvailability of the doctor to the patient 0.72 0.69 0.36 0.63
4 Information given about side-effects 0.65 0.55 0.49 0.61
5 Referrals to specialists 0.58 0.62 0.39 0.57 .
Physical care
of the patients
10 The way tests and treatments are performed 0.66 0.42 0.53 0.40 0.60
14 Time required to make a diagnosis 0.60 0.30 0.75 0.67
6 Auvailability of a hospital bed 0.43 0.45 0.69 0.70
11 Availability of doctors to the family 0.58 0.70 0.33 0.67 .
Availability of
I . care
12 Availability of nurses to the family 0.51 0.65 0.52
13 Coordination of care 0.68 0.46 0.59 0.61
1 The patient’s pain relief 0.47 0.75 0.62 Pain
management
2 Information provided on the patient’s prognosis 0.71 0.47 0.30 0.53 0.60
7 Family conferences held to discuss the patient’s illness 0.71 0.31 0.40 0.57 0.63
Eigenvalue, initial 9.08 1.34 1.15 1.05 11.57
Eigenvalue rotation 5.06 2.60 2.53 2.44 10.19
Variance explained 25.30 13.00 12.63 12.19  63.00%

F factor, F'1” factor loadings for the first factor in the initial (unrotated) solution, /2 the proportion of the variance in each item that is explained by the

factors
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Table 4  Cross-classification of the conceptual structure of the FAMCARE and IF

Original FAMCARE items

IF corresponding translated items

1 The patient’s pain relief

2 Information provided about prognosis

3 Answers from health professionals

4 Information given about side-effects

5 Referrals to specialists

6 Availability of hospital bed

7 Family conferences held to discuss the patient’s illness
8 Speed with which symptoms were treated

9 Doctor’s attention to patient’s description symptoms
10 The way tests and treatments are performed

11 Availability of doctors to the family

12 Availability of nurses to the family

13 Coordination of care

14 Time required to make diagnosis

15 The way the family is included in treatment and care
decisions

16 Information given about how to manage the patient’s pain

17 Information given about patient’s tests

1 1 sollievo del paziente dal dolore

Le informazioni ricevute sulla prognosi (esiti di malattia) del paziente
Le risposte ricevute dal personale curante

Le informazioni ricevute sugli effetti collaterali dei trattamenti

La consultazione di specialisti

La disponibilita di un posto letto in ospedale

Le riunioni con la famiglia per discutere la malattia del paziente

La rapidita con la quale sono stati trattati i sintomi

Lattenzione prestata dal medico alla descrizione dei sintomi fatta dal paziente
Le modalita con cui gli esami e i trattamenti sono stati eseguiti

La disponibilita del medico nei confronti della famiglia

La disponibilita degli infermieri nei confronti della famiglia

1l coordinamento (integrazione) dell’assistenza

11 tempo impiegato per effettuare la diagnosi

Le modalita con cui la famiglia ¢ stata coinvolta nelle decisioni che riguardano
I’assistenza e i trattamenti

Le informazioni ricevute in merito alle modalita di gestione del dolore

Le informazioni ricevute in merito ai risultati degli esami fatti al paziente

18 How thoroughly the doctor access the patient’s symptoms

L’accuratezza con la quale il medico ha valutato i sintomi del paziente

19 The way tests and treatments are followed up by the doctor Il modo con cui il medico ha eseguito nel tempo gli esami e i trattamenti

20 Availability of the doctor to the patient

Kristjanson’s conceptual structure ~ Composing items

Factor structure in the IF sample

La disponibilita del medico per il paziente

Composing items

F1. Giving information 23,4, 16,17 F1. Giving information 3,8,9% 15% 16, 17, 18, 19
F2. Physical care lb, 5,8,10,14, 18,19  F2. Physical care 4,5,10, 14

F3. Psychosocial care 7,9, 13,15 F3. Availability of care 6,11, 12, 13%

F4. Availability of care 6,11, 12,20 F4. Pain management 1,2, 7%

*Items composing psychosocial care subscale on the original FAMCARE, redistributed between the other subscales of the IF as result of factor loading

®Ttems of the original FAMCARE composing Factor 4 pain management of IF scale

2, information given about prognosis and item 7, confer-
ences held with family about patient’s illness) contribute
to this dimension of satisfaction probably indicates that
information continuity is essential to fulfill patient and
caregiver expectations about this important aspect of care.
At the same time, the expectations of patients and families
may change during the course of the disease. For exam-
ple, patient and family expectations about pain relief may
be higher in the early stages of cancer than at the end of
life, making this dimension an important predictor of sat-
isfaction with care. In the last stages of the disease where
patient needs become more complex, the availability of
palliative care services becomes more important and ex-
pectations about this aspect of care may therefore be
higher. This hypothesis is in line with findings from pre-
vious FAMCARE validation studies in which the FAMCARE
construct structure was defined as setting-dependent. It is also
very likely that different settings, i.e., outpatient, long-term
care, may have led to differences in factor structure [30].
Although a short version of the FAMCARE exists [23], our
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values suggest that no pruning process can be performed in the
20 items we translated from the original version of the
FAMCARE [19, 20] as each was necessary to measure the
level of satisfaction of received care in cancer settings [28,
311

However, from a theoretical point of view, it can be argued
that although some items can be loaded in a specific factor,
they might actually fit another factor better. This may be the
case for item nos. 8 “Speed with which symptoms are treated”,
9 “Doctor’s attention to patient’s description of symptoms,”
18 “How thoroughly the doctor assesses the patient’s symp-
toms” and 19 “The way tests and treatment are followed up by
the doctor”, which may be more closely related to the factor
“Physical care of the patient” than the factor “Given
information”.

The study has a number of limitations. The first concerns
the fact that we only tested IF in hospital settings. Independent
evidence shows that FAMCARE is setting-dependent [30].
Rodriguez et al. reported that in long-term care settings, two
items (6 and 12) did not measure care-related satisfaction
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expressed by family members. In the same vein, Ringdal et al.
stated that the FAMCARE scale tested in family caregivers
who were close to patients with advanced cancer undergoing
palliative care tended to be unidimensional [18]. Although the
selection of study participants may have created a bias, we
tried to keep it to a minimum by using a selection approach
in which we proposed the study to the caregiver of the first,
second, or third patient fulfilling selection criteria each week
in each study center, i.e., patients receiving cancer care for at
least 1 month in the same setting. A further potential limitation
concerns the population we tested in that it was mainly com-
posed of female caregivers. However, although at first sight
this might appear as a bias, there is evidence to suggest that the
majority of caregivers are, in fact, females [34, 35]. Above
limitations notwithstanding, the rigorous methods and sample
size of the study provide reliable results that will enable the IF
to be used in Italian cancer care settings.

Conclusions

The evaluation of the quality of a service has become an im-
portant aspect of healthcare. However, quality of care is also a
highly complex area requiring the use of indicators that are
accurate and easy to use. The level of satisfaction with care is
considered a useful indicator to assess the quality of the ser-
vices provided. Italian Health Authorities, and in particular,
local palliative care networks, are required to provide services
that fully meet the needs of patients and caregivers. However,
this is not an easy task as there are no instruments capable of
assessing the quality of palliative care within an Italian con-
text. Given the FAMCARE scale’s intrinsic capacity to mea-
sure one of the healthcare quality indicators in the cancer
palliative care context, we decided to validate an Italian ver-
sion of the scale [15, 16]. The IF showed good psychometric
properties, indicating its potential suitability for use in settings
such as the hospice and hospital.

Today, satisfaction with care is one of the core domains
of healthcare value through which to evaluate the perfor-
mance of the services provided. Although the concept of
value in health differs according to the social context con-
sidered, satisfaction remains one of the common domains
of value [36].

It is thus essential to introduce valid instruments into clin-
ical practice that are capable of providing comparable data to
measure the domains of values produced in healthcare set-
tings. The Italian version of the FAMCARE scale validated
in this study possesses such characteristics and could be rec-
ommended for use in clinical practice. Furthermore, measur-
ing the quality of a service through tools designed to measure
satisfaction could help service providers to understand wheth-
er the care provided fits in with the needs, requirements, and
expectation of patients and caregivers.

Acknowledgments The authors are grateful to the original author
of the FAMCARE Scale, Prof. Samar Aoun, for authorizing us to
use of the questionnaire, thus making our study possible. We also
thank the caregivers who accepted to take part in the pre-test study
for their invaluable contribution. Special acknowledgements go to
the oncology nurses of IRST IRCCS and of the community-based
hospice in a nearby town (Forlimpopoli) for their contribution to
participant recruitment. Thanks go to Ursula Elbling for editorial
assistance.

Statement of authorship RC and GO designed the study and per-
formed the translation and adaptation process. AZ, MAB and MM
were involved in nurses training, participant recruitment and study
coordination in the centers, VC was responsible for data registration
and analysis. All authors contributed to the drafting of the manu-
script and approved the final version for submission.

Compliance with ethical standards

Conflicts of interest There are no conflicts of interest to declare for this
manuscript. The authors have full control of primary data and agree to
allow the journal to review their data if requested.

References

1. Porter ME (2009) A strategy for health care reform—toward a value-
based system. N Engl J Med 361:109-112
2. Palos GR, Hare M (2011) Patients, family caregivers, and patient
navigators: a partnership approach. Cancer 117:3592-3602. doi:10.
1002/cncr.26263
3. FoxJG, Storms DM (1981) A different approach to sociodemographic
predictors of satisfaction with health care. Soc Sci Med A 15:557-564
4. Linder-Pelz S (1982) Social psychological determinants of patient
satisfaction: a test of five hypotheses. Soc Sci Med 16:583-589
5. Hsieh MO, Kagle JD (1991) Understanding patient satisfaction and
dissatisfaction with health care. Health Soc Work 16:281-290
6. Williams S, Weinman J, Dale J, Newman S (1995) Patient expec-
tations: what do primary care patients want from the GP and how
does to meeting expectations Affect patient satisfaction? Fam Pract
12:193-201
7. McKay A, Goldberg EM, Fruin DJ (1973) Consumers and a social
services department. Social Work Today 4:486-491
8. Medigovich K, Porock D, Kristjanson LJ, Smith M (1999)
Predictors of family satisfaction with an Australian palliative home
care service: a test of discrepancy theory. J Palliat Care 15:48-56
9. Staniszewska S, Ahmed L (1999) The concepts of expectations and
satisfaction: Do they capture the way patients evaluate Their care? J
Adv Nurs 29:364-372
10.  Ajzen I, Fishbein M (1980) Understanding attitudes and predicting
social behaviour. Prentice-Hall, Englewood Cliffs, New Jersey
11.  Dawson NJ (1991) Need satisfaction in terminal care settings. Soc
Sci Med 32:83-87
12. Wright S (1998) Patient satisfaction in the context of cancer care. Ir
J Psychother 19:274-282
13.  Glajchen M (2004) The emerging role and needs of family care-
givers in cancer care. J Support Oncol 2:145-155
14. Kristjanson LJ, Aoun S (2004) Palliative care for families: remem-
bering the hidden patients. Can J Psychiatr 49:359-365
15.  Kristjanson LJ (1986) Indicators of quality of palliative care from a
family perspective. J Palliat Care 1:8—17
16. Kiristjanson LJ (1989) Quality of terminal care: salient indicators
identified by families. J Palliat Care 5:21-30

@ Springer


http://dx.doi.org/10.1002/cncr.26263
http://dx.doi.org/10.1002/cncr.26263

3830 Support Care Cancer (2016) 24:3821-3830

17.  Ringdal GI, Jordhey MS, Ringdal K, Kaasa S (2001) Factors af- 27. Cramm JM, Strating MM, Nieboer AP (2012) Satisfaction with
fecting grief reactions in close family members to individuals who care as a quality-of-life predictor for stroke patients and their care-
have died of cancer. J Pain Symptom Manag 22:1016-1026 givers. Qual Life Res 21:1719-1725

18. Ringdal GI, Jordhoy MS, Kaasa S (2003) Measuring quality of 28. Kaasa S, Havard Loge J (2003) Quality of life in palliative care:
palliative care: psychometric properties of the scales FAMCARE. principles and practices. Palliat Med 17:11-20
Qual Life Res 12:167-176 29. Carter GL, Lewin TJ, Gianacas L, Clover K, Adams C (2011)

19. Kiristjanson LJ (1993) Validity and reliability testing of the Caregiver satisfaction with out-patient oncology services: utility
FAMCARE scale: measuring family satisfaction with advanced of the instrument FAMCARE and development of the
cancer care. Soc Sci Med 36:693-701 FAMCARE-6. Support Care Cancer 19:565-572

20. Kristjanson LJ, Leis A, Koop PM, Carriere KC, Mueller B (1997) 30. Xia Q, Hwang SS, Chang VT, Osenenko P, Alejandro Y, Yan H,
Family members’ care expectations, care perceptions, and satisfac- Srinivas S (2005) Validity, reliability and responsiveness of Euroqol
tion with advanced cancer care: results of a multi-site pilot study. J (EQS5D) in patients (Pts) receiving palliative care (PC). JCO ASCO
PalliatCare 13:5-13 Annual Meeting Proceedings (Vol. 23, No. 16_suppl, p. 8082)

21. Can G, Akin S, Aydiner A, Ozdilli K, Oskay U, Durna Z (2011) A 31. Rodriguez KL, Bayliss NK, Jaffe E, Zickmund S, Sevick MA
psychometric validation study of the Quality of Life and FAMCARE (2010) Factor analysis and internal consistency evaluation of the
scales in Turkish cancer family caregivers. Qual Life Res 20:1319— FAMCARE scale for use in the long-term care setting. Palliat
1329. doi:10.1007/s11136-011-9867-x Support Care 8:169-176

22.  Alnjadat RM, Adnan WAW, Ismail Z (2014) Construct validity and 32. Higginson 1J, Donaldson N (2004) Relationship between three pal-
internal consistency of a Malay version of the FAMCARE scale for liative care outcome scales. Health Qual Life Outcomes 2:68
measures of informal caregivers satisfaction. Sains Malaysiana 43: 33. Hui D, Mori M, Parsons HA, Kim SH, Li Z, Damani S, Bruera E
1415-1420 (2012) The lack of standard definitions in the supportive and palli-

23.  Ljungberg AK, Fossum B, Fiirst CJ, Hagelin CL (2015) Translation ative oncology literature. J Pain Symptom Manag 43:582-592
and cultural adaptation of research instruments - guidelines and 34. Lipszyc B, Sail E, Xavier A (2012) Long-term care: need, use and
challenges: an example in FAMCARE-2 for use in Sweden. expenditure in the EU-27. European Commission & Directorate-
Inform Health Soc Care 40:67-78 General for Economic and Financial Affairs. Brussels: European

24. Beaton DE, Bombardier C, Guillemin F, Ferraz MB (2000) Commission. Retrieved from http://ec.europa.eu/economy_finance/
Guidelines for the process of cross-cultural adaptation of selfreport publications/economic_paper/2012/pdf/ecp469 en.pdf
measures. Spine (Phila Pa 1976) 25:3186-3191 35. Triantafillou J, Naiditch M, Repkova K, Stiehr K, Carretero S,

25. Kline P (1994) An easy guide to factor analysis. Routledge, Emilsson T et al (2010) Informal care in the long-term care system:
London, UK European Overview Paper for INTERLINKS project (FP7). Athens/

26. Savoia E, Fantini MP, Pandolfi PP, Dallolio L, Collina N (2006) Vienna: EuropeanCentre. http:/www.euro.centre.org/interlinks
Assessing the construct validity of the Italian version of the EQ-5D: 36. Dziuban CD, Shirkey EC (1974) When is a correlation matrix ap-

preliminary results from a cross-sectional study in North Italy.
Health and Quality of Life Outcomes 4:47

@ Springer

propriate for factor analysis? Some decision rules. Psychol Bull 8:
358-361


http://dx.doi.org/10.1007/s11136-011-9867-x
http://www.euro.centre.org/interlinks

	The Italian version of the FAMCARE scale: a validation study
	Abstract
	Abstract
	Abstract
	Abstract
	Abstract
	Introduction
	Materials and methods
	Scale translation and adaptation process
	Ethical clearance
	Eligibility criteria
	Sample size calculation
	Procedures
	Instruments and measurements
	Statistical analysis

	Results
	Discussion
	Conclusions
	References


