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Previous studies on palliative care have assessed the phenomenon of Information
Concealment (IC), confirmed its relevance and emphasised the need to have a scale for
its assessment. The aim of this study was to design and validate such an instrument.
The sample comprised 150 palliative caregivers (23 men and 127 women). The dimen-
sionality of the items of the Information Concealment Scale for Caregivers (ECOI) was
assessed using Exploratory Factor Analysis and an optimal implementation of parallel
analysis. Reliability and criterion validity were analysed using sample data. The ECOI

comprises three factors: Concealment or dissimulation about the disease, misrepre-

Spain. sentation of the real situation and control of the information. The scale has excellent
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1 | INTRODUCTION

According to the WHO (2020), the aim of palliative care is to improve
the quality of life of people with life-threatening illnesses, as well as
that of their families, and to address their physical, psychological and
spiritual needs. One aspect of this aim is to provide patients with suf-
ficient and accurate information about the entire disease process. The
right to this information is specified at the global level in the Universal
Declaration on Bioethics and Human Rights. The latter declaration was
approved by UNESCO on October 19, 2005 based on the Universal
Declaration of Human Rights of December 10, 1948. Thus, a relevant
issue in the setting of palliative care is the phenomenon of concealment
or misrepresentation of information that patients may need or require.
This phenomenon is known in English as Withdrawing or
Withholding Information. It is rare in Anglo-Saxon countries, but very

reliability and shows criterion validity. Therefore, the ECOl is a reliable and valid instru-

ment to objectively measure IC among Spanish caregivers in palliative care settings.

communication, information concealment, palliative care, psychometric properties, validation study

common in Southern European cultures (Gysels et al., 2012) and in
Latin cultures (Costa, Franciolli, et al., 2019; Costa, Teixeira, et al., 2019;
Sampaio et al., 2019). In these regions, the phenomenon is understood
as the nondisclosure of information. It has typically been called a con-
spiracy of silence and is understood generically as a situation in which
information that patients may need to know or require is withheld
from them (Costa, Franciolli, et al., 2019; Costa, Teixeira, et al., 2019;
Espinoza-Suarez et al., 2017). It is also a common phenomenon in some
Asian and Muslim cultures and is known under the same term (e.g.
Kemp & Chang, 2002; Pinyopornpanish et al., 2017). The word collusion
is sometimes used as a synonym (Sutar et al., 2019). In addition, it tends
to be categorised into two levels: withholding the diagnosis and prog-
nosis or only withholding the diagnosis (Alfaya-Gdngora et al., 2021;
Bermejo et al., 2013; Cejudo et al., 2015; Ruiz-Benitez, 2007). Given
the many terms used to refer to it, this article uses the term information
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concealment (IC) to refer to the process by which information is with-
held from patients.

Previous studies have shown that some caregivers withhold in-
formation from relatives with terminal diseases in the belief that they
are protecting them from themselves, thus preventing the patients
from knowing about their real situation, (Alsirafy et al., 2017; Bermejo
etal., 2013; Martin-Fortea et al., 2020; Pinyopornpanish et al., 2017; Ruiz-
Benitez, 2007). Other caregivers avoid passing on accurate information
to such family members due to their own emotional difficulties in dealing
with the situation (Bermejo et al., 2013; Ruiz-Benitez, 2007). However,
IC has been shown to have relevant negative psychological effects on
patients, including higher reported pain, decreased autonomy, depressive
symptoms, lack of control, fear, anguish, lack of communication, isolation
and feelings of loneliness and being deceived (Costa, Franciolli, et al., 2019;
Costa, Teixeira, et al., 2019; Diaz-Cordobés et al., 2012; Lemus-Riscanevo
et al,, 2019; Martin, 2011; Montoya et al., 2010; Sutar et al., 2019; Tuca
et al., 2020). On the other hand, associations have been found between
the desire to receive information or actually receiving it and greater per-
ceived satisfaction and greater satisfaction with the information received
(Kitamura et al., 2011; Rumpold et al., 2015). In addition, well-informed
patients have better quality of life and less anxiety (Montoya et al., 2010).
In general, they also have fewer physical and psychological symptoms and
have better emotional and social functioning (Lee et al., 2011).

Despite the relevance of the IC phenomenon, there are no scientifi-
cally validated assessment instruments for its measurement. In fact, the
literature shows that IC has almost always been qualitatively assessed
through open interviews with relatives and/or patients. (e.g. see Font-
Ritort et al., 2016; Gil et al., 2014; Lope & Diaz, 2019; Pinyopornpanish
et al., 2017). Although previous studies have assessed IC or some of its
characteristics (Alsirafy et al., 2017; Diaz-Cordobés et al., 2012; Font-Ritort
etal., 2016; Gil et al., 2014; Lope & Diaz, 2019; Martin-Fortea et al., 2020;
Nipp et al., 2016; Pinyopornpanish et al., 2017), none used a validated
measurement instrument. However, although a previous study did not
assess IC behaviour, it did assess the opinion of family members about
it and the reasons that would or would not justify such behaviour (Ruiz-
Benitez, 2007). Specifically, the authors developed the Silence Conspiracy
Scale (SCS) to assess the reasons why families avoid informing their rela-
tives suffering from cancer about their illness (Ruiz-Benitez & Coca, 2008).

Therefore, given that there is no reliable and valid assessment
instrument to measure IC behaviour, the aim of this study was to cre-
ate and validate a questionnaire to assess IC in caregivers of patients
with advanced disease. In addition to the clinical usefulness of such
an instrument, it will also facilitate research into this phenomenon.
We fulfilled the study aims by analysing its psychometric character-

istics (factorial structure, reliability and validity).

2 | METHODS

2.1 | Participants

The sample comprised 150 caregivers of relatives in palliative care
situations in the province of Malaga (Spain). In all cases, the caregiv-
ers were primary family caregivers. Given the difficulties involved in
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What is known about this topic?

e Previous studies have shown that some people withhold
information from relatives with terminal diseases.

e Information concealment has been shown to have rel-
evant negative psychological effects on patients.

e Despite the relevance of this phenomenon, there are no
scientifically validated assessment instruments for its
measurement. The Information Concealment Scale for
Caregivers (ECOI) was therefore designed to assess infor-
mation concealment.

What this paper adds

e A new assessment instrument to measure information
concealment behaviour in the setting of palliative care
and validated for its use in the Spanish population.

e This brief instrument can be used not only in clinical set-
tings, but also in palliative care research.

e |ts application can detect behaviour that hinders com-
munication in palliative care settings. Interventions
could be conducted based on the results.

creating a sample of terminally ill people, we followed the recommen-
dations of Muniz & Fonseca-Pedrero (2019) (i.e. at least five people
per item) to achieve adequate sample size. Inclusion criteria were as
follows: (a) having a relative in palliative care situation due to advanced
disease, (b) having sufficient knowledge of Spanish and (c) being at
least 18years old. Exclusion criteria were as follows: (a) having difficul-
ties in understanding the items of the questionnaire (i.e. attention dif-
ficulties, cognitive difficulties associated with advancing age) or having
a level of awareness that prevented them from answering the tests.

Each caregiver was in charge of a patient and all patients were asked
for their participation. The patients comprised 66 women and 84 men.
Their average age was 71.22years (SD = 14.36: range 18-98years).
According to their medical records, all the patients were terminally ill and
were being cared for in a palliative care unit. Inclusion criteria were as fol-
lows: (a) having sufficient knowledge of Spanish, (b) being at least 18 years
old and (c) being able to understand the items in the questionnaire or
having a level of awareness that allowed them to answer the tests.

All individuals fulfilling the eligibility criteria were informed and
invited to participate by their physicians at the palliative care unit of
the hospital or by the psychologist of the charity-based association

in which patients were being attended.

2.2 | Measures

2.21 | Sociodemographic and clinical
characteristics

The participants (carers) were asked about their age, sex, work occu-
pation, educational level, their marital status and that of the patient
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and their relationship to the patient. Likewise, information was col-
lected on the period elapsed (in months) since the patient was diag-

nosed and on any symptoms due to the disease.

2.2.2 | The Information Concealment Scale
for Caregivers

Information concealment was assessed using the Information
Concealment Scale for Caregivers (ECOI). The questionnaire com-
prises 15 items that are answered on a Likert-type scale with re-
sponses ranging from O (never) to 3 (always). Thus, the higher the
scores, the higher the IC. The scale assesses how often caregiv-
ers have tried to withhold, falsify or modify information about the
disease.

To ensure evidence of content validity, the scale items were
generated by conducting an exhaustive review of studies on IC.
Thus, we searched the PubMed, Medline and Psycinfo databases
for papers published in English and Spanish between 2000 and
2017. We found and reviewed a total of 25 articles with content
specifically related to IC. The reviewers identified 25 examples of
typical IC behaviour, which were grouped into three initial catego-
ries related to the avoidance of personal communication (i.e. not
talking about the disease and concealing their negative feelings
about the situation), the control of external information (i.e. the
attempt to control the information that the patient may receive
from medical practitioners and other family members) and decep-
tion and false hope (i.e. minimising the seriousness of the disease
and its consequences).

Based on these three categories, we created a pool of 25 items:
eight were related to distorting information about the disease or to
misrepresenting the true situation, nine were related to attempts by
family members for patients to receive information from others and
eight were related to the concealment or distortion of reality about
the disease, thus leading to false hopes. The ECOIl is a new instru-
ment. Thus, before it was administered to the carers, it was tested
on a sample of 30 people from the general population in order
to detect inconsistencies or difficulties in interpreting the items.
Semantic errors were corrected and the wording of some items was
modified to increase their comprehensibility. Subsequently, three
items were reformulated. The initial version was independently re-
viewed by two researchers, both with PhDs, and with more than
25years of experience in the construction and adaptation of as-
sessment instruments and with knowledge of the field of palliative
care and communication processes. The subsequent review by the
research group led to the reformulation of some items and the elim-
ination of eight items because they were too confusing or redun-
dant. The final IC scale comprised 15 items: five were related to
direct communication (e.g. Do you talk openly with your relative
about everything that has to do with his/her illness?), five to pre-
venting other people from giving information (e.g. Do you prevent
certain information from being given to your relative about his/her
illness?) and five to concealing and distorting information (e.g. Do

you try not to mention your relative's illness in front of him/her?)
(Appendix S1).

2.2.3 | Preferences and satisfaction with the
information received

The patients were asked about what they wanted to know about
their disease and their satisfaction with the information received.
To this end, 2 questions with several answer options were adminis-
tered. Question 1 took the following form: ‘Regarding your disease,
(1) do you prefer to be completely unaware of any details; (2) do you
want to know about your disease, but only if it is good news; and
(3) do you want to know everything about the disease, both good
and bad. Question 2 asked patients about the degree to which they
agreed with the following statement: “At the moment, you are sat-
isfied with the information you have received about your illness”.
Patients responded on a scale ranging from O (completely disagree)
to 3 (totally agree).

2.2.4 | Professional judgement

Physicians were asked if their patients knew about their diagnosis
and prognosis. They recorded their responses on a Likert-type scale
ranging from O to 5 (where O = it seems that they do not know all the

information, and 5 = it seems that they know all the information).

2.2.5 | Silence Conspiracy Scale

The SCS (Ruiz-Benitez, 2007). This instrument comprises an 18-item
Likert-type scale with five response options ranging from 1 (totally
disagree) to 5 (totally agree). It assesses the protection of informa-
tion by family members. The items are grouped into two factors: (1)
“Need to protect patients”. This factor addresses whether carers be-
lieve that IC protects the patients; and (2) “Difficulty in communica-
tion”. This factor addresses self-perceived communication skills. In

this study, the scale had a Cronbach's a value of 0.89.

2.3 | Procedures

The ECOIl is a new instrument. Thus, before it was administered to
the carers, it was tested on a sample of 30 people from the general
population in order to detect inconsistencies or difficulties in inter-
preting the items. Subsequently, any inconsistencies were corrected
and some items were reformulated.

A total of 150 relatives of people receiving palliative care
were contacted through the palliative care units of the Antequera
Regional Hospital (Malaga, Spain) and the psychosocial team of the
Asociacion Girasol (Malaga, Spain). The latter body is a charity based
in the Antequera region that offers support to terminal patients with
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advanced diseases. Likewise, patients were asked for their collabo-
ration. The general idea of the study was explained to the carers. If
they consented to participate, a qualified experienced psychologist
contacted them to arrange a day and time for the interview. In this
first contact, the specific aim of the study was explained and the
need to interview the patient.

The interviews were performed at home unless they had to be
conducted in the hospital due to the condition of the patient. After
clarifying any questions about the study, the family member and the
patients gave signed informed consent. The interviews were con-
ducted independently to ensure their privacy and confidentiality.
The psychologist who ensured that all the questions were answered
also conducted all the interviews. Data were collected from 2018
to 2021.

The study received approval from the hospital's Research
Ethics Committee and followed the guidelines established by the
Declaration of Helsinki in 1964.

2.4 | Statistical analysis

We first analysed the data related to the characteristics of the rela-
tives and patients and then analysed the descriptive statistics for
each item of the ECOI. The number of dimensions were assessed
using indices based on parallel analysis (PA) and exploratory fac-
tor analysis (EFA) (principal axis with oblimin rotation). PA was
performed using exploratory robust maximum likelihood. Goodness-
of-fit was evaluated using the following indices (Hu & Bentler, 1999):
standardised root mean square residual (SRMR, value close to or less
than 0.08 indicates an acceptable fit), root mean square error of ap-
proximation (RMSEA, value equal to or less than 0.06 indicates a
good fit) and the comparative fit index (CFl, values close to or more
than 0.95 indicate an acceptable fit).

The reliability of internal consistency was determined using
Cronbach's alpha coefficient. The omega coefficient was calculated
for the general scale and each of the subscales suggested by the
EFA.

Criterion validity was assessed with respect to two criteria re-
lated to IC: (1) the patients' satisfaction with the information on
their disease, and (2) and professional judgement. We calculated
Pearson's bivariate correlations between the total score on the
ECOI and the patients' satisfaction with the information received,
and between the total score on the ECOI and the physicians' judge-
ment regarding the information the patients had about their dis-
ease. Associations between the ECOI score and the SCS score were
calculated using Pearson's correlation coefficient. We followed the
guidelines proposed by Evers et al. (2013) for interpreting correla-
tions, according to which validity values can be considered inad-
equate (r<0.20), adequate (0.20 r<0.35), good (0.35 r<0.50) or
excellent (r = 0.50).

All statistical analyses were performed using the IBM SPSS
Statistics programme, version 23. The PA was performed using the
FACTOR programme, version 11.02.02.
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3 | FINDINGS

3.1 | Description of the participants

Most of the carers were partners (41%) or children (41%) of the
patient. Their mean age was 55.57years (SD = 14.53: range 22-
88years). The mean length of time as primary caregivers was
36.27 months (SD = 58.53: range < 1-360 months).

We could only use the data of 134 (54 women and 80 men) of the
150 participating patients due to the high mortality rate in this popula-
tion (some patients could not be interviewed because of severe wors-
ening of the disease or even premature death). Their average age was
71.22years (SD = 14.36: range 18-98years). The mean length of time
since the start of the disease was 3years (SD = 5.23). According to med-
ical judgement, in all cases the life expectancy of the patients was equal
to or less than 6 months. In total, 19% of the patients had a nononco-
logical palliative disease and the others had an oncological disease, the
most common being lung cancer (26%) followed by gastrointestinal can-

cer (17%). Table 1 shows the other characteristics of the participants.

3.2 | Parallel analysis

The PA-based principal component analysis yielded a three-factor
structure. The results of the chi-squared-based test (p<0.001)

TABLE 1 Descriptive statistics of the sample by sociocultural
and civil status (%)

Caregivers Patients
(N =150) (N =134)

Civil status

Single 14 6

Married 66.7 58.7

Cohabiting 10.1 8.7

Separated 6.5 6.6

Widowed 2.7 20
Educational level

None 29 47.3

Primary 26.9 24

Secondary 334 20

University 10.7 8.6
Current employment

Unemployed 114 4

Retired 354 72

Homemaker 12

Service sector 16 4

Unskilled worker 5.4 1.3

White-collar workers 6.8

Farmworker 4.7

Others 7



DE LA PIEDRA-TORRES ET AL.

4508
= Lwicev

and the )(z/gl value (1648.3/105) reached statistical significance
(p<0.001). The RMSEA (0.06), SRMR (0.06) and CFI (0.98), values

indicate an acceptable fit.

3.3 | Factorial structure

The Kaiser-Meyer-Olking (KMO) index was 0.87. The subject-to-
item ratio was 10:1, indicating that the EFA was adequate for this
sample. The three-factor solution explained 59.09% of the vari-
ance, with eigenvalues of 7.46 for factor 1, 1.94 for factor 2 and
1.67 for factor 3. All the loadings were greater than 0.30 and the
communalities were between 0.48 and 0.86, except for item 7.
Intercorrelation was 0.60 between factors 1 and 2, 0.50 between
factors 1, and 0.51 between factors 2 and 3. The means of the
items ranged from 0.80 to 2.11. All the items had asymmetry and
kurtosis of less than +1.7. No items had a highly leptokurtic or plat-
ykurtic distribution (Table 2).

Factor 1 comprised six items related to withholding informa-
tion about the disease and/or its severity, factor 2 comprised five
items related to distorting information about the disease and fac-
tor 3 comprised four items related to the management and con-
trol of information. Based on their content, factor 1 was called
‘Concealment or dissimulation about the disease’, factor 2 was called
‘Misrepresentation of the situation’ and factor 3 was called ‘Control

of the information’.

3.4 | Reliability

Cronbach's alpha was calculated for both the general scale and its

subscales. The general questionnaire showed excellent internal

consistency (@ = 0.90), with alpha values of 0.86, 0.86 and 0.82 for
the 3 factors, respectively. Values of the omega coefficient were
0.89, 0.84, 0.86 and 0.82 for the general scale and its three factors,
respectively.

3.5 | Criterion Validity

A significant positive association was found between the ECOI
and the SCS (r = 0.75, p<0.001). Pearson correlation indi-
ces of the subscale scores ranged from 0.50 to.72 (p<0.001),
except for one correlation (r = 0.21, p = 0.007) between the
Communication Difficulty (SCS) and Information Control (ECOI)
subscales.

A negative association was found between the patients' level of
information as perceived by the physicians and the total score of the
ECOI (r = -0.48, p<0.001). A significant negative association was
found between the scores of subscales 1, 2 and 3 and professional
judgement criteria (-0.41, -0.34 and -0.45, respectively). Thus,
the higher the scores on the ECOI, the less informed the patients
(i.e. lower scores on level of information according to professional
judgement).

In total, 21% of patients indicated that they totally disagreed or
somewhat disagreed with the statement: ‘You are currently satis-
fied with the information you have received about your disease/s’.
In fact, significant negative associations were found between
scores on the patients' satisfaction with the information and the
total score of the ECOI (r = -0.33, p<0.001) and the scores of
subscales 1 and 2 (r = -0.30 and -0.38, p<0.001, respectively).
The association between the scores of subscale three and satis-
faction with the information did not reach statistical significance
(Table 3).

TABLE 2 ECOIl items: descriptive statistics and factor loading after oblique (Promax) rotation

Descriptive statistics

Factor loadings

ECOIl items M SD Skewness
1 1.01 1.09 0.70
2 1.07 1.10 -0.34
3 1.68 1.12 -0.31
4 1.08 1.20 0.55
5 2.10 1.06 -0.85
6 1.63 1.25 -0.15
7 1.44 1.26 0.03
8 1.53 1.17 -0.09
9 0.89 1.17 0.82
10 1.17 1.24 0.41
11 1.25 1.24 0.37
12 1.43 1.29 0.04
13 0.80 1.12 1.10
14 1.55 1.15 -0.11
15 211 1.08 -0.79

Abbreviation: ECOI, Information Concealment Scale for Caregivers.

Kurtosis 1 2 3 h?
-0.83 0.27 0.37 0.20 0.53
-1.18 0.89 0.10 -0.16 0.70
-1.26 0.92 0.12 -0.20 0.74
0.1.29 0.13 0.08 0.69 0.57
-0.60 0.82 0.11 0.06 0.53
-1.60 0.08 0.84 -0.17 0.62
-1.66 0.73 -0.15 0.10 0.41
-1.46 -0.26 0.12 0.82 0.52
-0.83 0.29 0.40 0.19 0.58
-1.47 0.30 0.10 0.58 0.71
-1.47 -0.14 0.94 0.07 0.75
-1.69 0.52 0.12 0.29 0.64
-0.33 -0.13 0.86 0.11 0.61
-1.40 -0.15 0.06 0.89 0.64
-0.80 0.56 0.07 0.09 0.33
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TABLE 3 Descriptive statistics and correlations between the ECOI scores and their subscales with the scores of the variables for criterion

validity
Variable Range M SD
Total score of SCS 18-83 50.91
Need to protect patients (SCS) 11-55 32.73
Difficult on communication (SCS) 7-35 18.18 7
Professional judgement 0-5 3.48
Satisfaction with information 0-3 2.16

16.33
11.66

1.67
0.97

ECOI ECOI ECOI ECOl total
subscale 1 subscale 2 subscale 3 score
072" 0.63"" 045" 075"
0.65" 0.57" 0.50" 071"
0.59™" 0.50"" 00.22° 0.56"
-0.47" -0.38"" -0.42"" -0.54"
-0.31" -0.40™" -0.12 -0.35"

Abbreviations: ECOI, Information Concealment Scale for Caregivers; SCS, Silence Conspiracy Scale.

*p <0.05.; **p <0.005.; ***p <0.001.

4 | DISCUSSION

The main aim of this study was to create and validate a reliable scale
to assess IC. Thus, we analysed the ECOI factor structure, its crite-
rion validity, and its reliability.

The analysis of the factorial structure of the ECOI showed that
it had three intercorrelated dimensions. A structured literature re-
view was conducted to ensure content validity. However, because
we only conducted EFA, the factor structure of the ECOI should be
confirmed in future studies using CFA. Nevertheless, the preliminary
psychometric exploration of the ECOI revealed adequate criterion
validity and good internal consistency, suggesting that all the items
measure the same construct.

The three factors of the ECOI differentiate three complemen-
tary ways in which main caregivers try to prevent patients from
being informed about the real situation. This aspect has tradition-
ally been known as the conspiracy phenomenon or conspiracy of
silence (Espinoza-Suarez et al., 2017; Machado et al., 2019), which
terms clearly have negative connotations. This phenomenon could
be described as an implicit and explicit attempt by the patient's fam-
ily and healthcare professionals to change the information provided
to patients. However, the conspiracy of silence should not be under-
stood as a deliberate attempt to harm the patient, even though harm
is often the result.

Factor 1 of the ECOI, called ‘Concealment or dissimulation about
the disease’, comprised items related to the way in which family
members in the role of main carer withhold or conceal the illness
and its severity from the patient. Previous studies have confirmed
the existence of this type of concealment (Bermejo et al., 2013;
Pinyopornpanish et al., 2017; Ruiz-Benitez, 2007; Sutar et al., 2019).
Furthermore, Font-Ritort et al. (2016) found that information is hid-
den from many patients by using a euphemism for the word ‘cancer’.
Cejudo et al. (2015) found that relatives hide their emotions in the
presence of patients in order to conceal their emotional discomfort.
This dimension is in agreement with the results of a recent study
by Cremonez et al. (2020), who found that many carers withhold
or disguise their feelings in front of patients when they are over-
whelmed by the situation. Lope and Diaz (2019) suggested that there
is an emotional component to IC as well as a cultural component. In
line with this result, Corradi-Perini et al. (2021) found an association

between ‘emotional distress’ and communication problems and false
hopes. It therefore seems that relatives try to ameliorate or regu-
late their emotions through concealment, although more studies are
needed to investigate this possibility.

Factor 2 of the ECOI, called ‘Misrepresentation of the real situa-
tion’, comprised items related to deception or distorting information
about the disease (i.e. misrepresenting the true). Previous studies
have reported this aspect as characteristic of the IC phenomenon
(Cejudo et al., 2015; Font-Ritort et al., 2016; Nipp et al., 2016). In
contrast, Gil et al. (2014) found that many patients sincerely wanted
to have information on the effectiveness of their treatments. Thus,
obstacles remain to the patients having their rights fulfilled and sat-
isfying their desire to have accurate information about the role and
limitations of the treatments they receive.

Factor 3 of the ECOI, called ‘Control of the information’, com-
prised items related to the way in which carers manage and con-
trol the information patients receive from others (i.e. physicians,
staff members and other relatives). Previous studies have shown
that some family members ask physicians about what information
they should provide or ask physicians not to inform patients about
their condition or (Cejudo et al., 2015; Diaz-Cordobés et al., 2012;
Romero et al., 2013). Hancock et al. (2007) showed that some phy-
sicians are willing to negotiate with family members about the in-
formation that patients can receive. These authors and Rio-Valle
et al. (2009) have suggested that there is a tendency among phy-
sicians to underestimate the information needs of patients and
to overestimate their knowledge about prognosis. These findings
were confirmed by Bermejo et al. (2013), who also found that al-
though some families did not refuse to inform the patients, some
physicians decided not to inform patients who wanted to receive
the information.

Regarding the criterion validity of the ECOI, a significant inverse
association was found between the ECOI score and the patients'
level of satisfaction with the information received. This result is ex-
pected in the sense that their level of satisfaction is shaped by the
extent to which family members withhold or falsify information. It
must be borne in mind that some patients (around 21%) were not
satisfied with the information they received about their disease.
This finding is in line with those reported by Font-Ritort et al. (2016)
or Sampaio et al. (2019). This is a striking finding, because most
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research on IC does not take into account the opinions of both the
carers and the patients.

We also investigated the physicians' opinions about the degree
to which patients were informed. A significant negative association
was found between this variable and the ECOI: that is, there is an
association between higher levels of IC and less knowledge about the
situation on the part of patients. The promotion of patient engage-
ment in treatment decisions entails improved patient knowledge and
better preparation to make treatment choices, which, in turn, means
improving the quality of communication between patients and pro-
viders (Austin et al., 2015). Thus, the more family members withhold
information (i.e. higher scores on the ECOI), the less informed patients
will be (i.e. lower scores on level of information according to profes-
sional judgement). This finding is another indicator of the validity of
the scale.

A significant association was found between the SCS (Ruiz-
Benitez, 2007) and the ECOI, which was also an indicator of the
validity of the scale. This finding suggests that motivations to con-
ceal information are linked to acts of concealment. Family members
who wrongly believe that they are protecting patients or who find
it difficult to communicate openly with patients about their disease
will tend to hide their feelings, control information and deceive the
patients or give them false hopes. This result points to the need pro-
vide palliative caregivers with appropriate advice.

The present study has some limitations. The sample of palliative
caregivers mainly comprised people from rural areas (i.e. areas with
less than 6000 inhabitants). Most of them had primary education alone
and the great majority were unemployed. Furthermore, their mean
age was quite high (55.57years). A sample with different characteris-
tics may have yielded different results. In fact, there is some evidence
of an association between a lower educational level (family members)
and advanced age (patients) and an increased tendency to withhold
information on the part of the caregiver (Alsirafy et al., 2017; Ruiz-
Benitez, 2007). In addition, the sample was mainly comprised of female
carers. Another limitation is that the study included patients receiving
palliative care in an area with fewer healthcare resources, which meant
that some of them died before they were able to take part in the study.
Likewise, to test the replicability of the ECOI, the results obtained with
the EFA should be confirmed using confirmatory factor analysis.

Further studies could determine the degree of IC that has
negative psychological effects on patients (i.e. the critical point
at which it is clearly harmful to withhold information). More stud-
ies are also needed to analyse the psychological factors asso-
ciated with IC as measured with the ECOI. In addition, to test
the replicability of the ECOI, the results obtained by EFA should
be confirmed using confirmatory factor analysis. Furthermore, it
would be interesting to study the psychological profile of family
members who score higher or lower on the ECOI. Likewise, more
research is needed not only on the validity evidence of the ECOI
(i.e. construct validity), but also on its cross-cultural validity.
Thus, the ECOI needs to be translated into English and to be fur-
ther tested in English. Moreover, even in Spanish-speaking Latin
American countries, the language of the questionnaire might

affect the way people respond to questions related to cultural

values.

5 | CONCLUSION

Given that IC is a common phenomenon in various cultures, the ECOI
could be adapted to other languages. It is a brief instrument, which
would facilitate its use not only in clinical settings, but also in ad-
vanced disease research. Its application would be useful in detecting
behaviour that hinders communication in palliative care settings and
interventions could be conducted based on the results. However,
as noted above, the results on the ECOI are preliminary and further

research with larger samples are required.
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