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1  |  INTRODUC TION

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 

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- Suárez 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- Góngora et al., 2021; 
Bermejo et al., 2013; Cejudo et al., 2015; Ruiz- Benítez, 2007). Given 
the many terms used to refer to it, this article uses the term information 
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Abstract
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-
sentation of the real situation and control of the information. The scale has excellent 
reliability and shows criterion validity. Therefore, the ECOI is a reliable and valid instru-
ment to objectively measure IC among Spanish caregivers in palliative care settings.
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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 
et al., 2013; Martín- Fortea et al., 2020; Pinyopornpanish et al., 2017; Ruiz- 
Benítez, 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- Benítez, 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; Díaz- Cordobés et al., 2012; Lemus- Riscanevo 
et al., 2019; Martín, 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 & Díaz, 2019; Pinyopornpanish 
et al., 2017). Although previous studies have assessed IC or some of its 
characteristics (Alsirafy et al., 2017; Díaz- Cordobés et al., 2012; Font- Ritort 
et al., 2016; Gil et al., 2014; Lope & Díaz, 2019; Martín- 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- 
Benítez, 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- Benítez & 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 

creating a sample of terminally ill people, we followed the recommen-
dations of Muñiz & 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 18 years 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 71.22 years (SD = 14.36: range 18– 98 years). 
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

2.2.1  |  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 

What is known about this topic?

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

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

• 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

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

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

• Its application can detect behaviour that hinders com-
munication in palliative care settings. Interventions 
could be conducted based on the results.
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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 0 (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 ECOI 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 
25 years 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 0 (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 0 to 5 (where 0 = 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- Benítez, 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 α value of 0.89.

2.3  |  Procedures

The ECOI 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 (Málaga, Spain) and the psychosocial team of the 
Asociación Girasol (Málaga, 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 (CFI, 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.

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 55.57 years (SD = 14.53: range 22– 
88 years). 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 
71.22 years (SD = 14.36: range 18– 98 years). The mean length of time 
since the start of the disease was 3 years (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) 

TA B L E  1  Descriptive statistics of the sample by sociocultural 
and civil status (%)

Caregivers  
(N = 150)

Patients 
(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 33.4 20

University 10.7 8.6

Current employment

Unemployed 11.4 4

Retired 35.4 72

Homemaker 12 6

Service sector 16 4

Unskilled worker 5.4 1.3

White- collar workers 6.8 4

Farmworker 4.7 4

Others 7 5
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and the χ2/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 (α = 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).

TA B L E  2  ECOI items: descriptive statistics and factor loading after oblique (Promax) rotation

ECOI items

Descriptive statistics Factor loadings

M SD Skewness Kurtosis 1 2 3 h2

1 1.01 1.09 0.70 −0.83 0.27 0.37 0.20 0.53

2 1.07 1.10 −0.34 −1.18 0.89 0.10 −0.16 0.70

3 1.68 1.12 −0.31 −1.26 0.92 0.12 −0.20 0.74

4 1.08 1.20 0.55 0.1.29 0.13 0.08 0.69 0.57

5 2.10 1.06 −0.85 −0.60 0.82 0.11 0.06 0.53

6 1.63 1.25 −0.15 −1.60 0.08 0.84 −0.17 0.62

7 1.44 1.26 0.03 −1.66 0.73 −0.15 0.10 0.41

8 1.53 1.17 −0.09 −1.46 −0.26 0.12 0.82 0.52

9 0.89 1.17 0.82 −0.83 0.29 0.40 0.19 0.58

10 1.17 1.24 0.41 −1.47 0.30 0.10 0.58 0.71

11 1.25 1.24 0.37 −1.47 −0.14 0.94 0.07 0.75

12 1.43 1.29 0.04 −1.69 0.52 0.12 0.29 0.64

13 0.80 1.12 1.10 −0.33 −0.13 0.86 0.11 0.61

14 1.55 1.15 −0.11 −1.40 −0.15 0.06 0.89 0.64

15 2.11 1.08 −0.79 −0.80 0.56 0.07 0.09 0.33

Abbreviation: ECOI, Information Concealment Scale for Caregivers.
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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- Suárez 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- Benítez, 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 Díaz (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; Díaz- 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 

TA B L E  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
ECOI 
subscale 1

ECOI 
subscale 2

ECOI 
subscale 3

ECOI total 
score

Total score of SCS 18– 83 50.91 16.33 0.72*** 0.63*** 0.45*** 0.75***

Need to protect patients (SCS) 11– 55 32.73 11.66 0.65*** 0.57*** 0.50*** 0.71***

Difficult on communication (SCS) 7– 35 18.18 7 0.59*** 0.50*** 0 0.22* 0.56***

Professional judgement 0– 5 3.48 1.67 −0.47*** −0.38*** −0.42*** −0.54***

Satisfaction with information 0– 3 2.16 0.97 −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.
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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- 
Benítez, 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 (55.57 years). 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- 
Benítez, 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.

ACKNOWLEDG EMENTS
The authors would like to thank all the relatives and patients who 
participated in such a difficult situation, as well as the palliative care 
team of the Hospital Comarcal de Antequera (Málaga, Spain) and the 
Asociación Girasol (Málaga, Spain).

FUNDING INFORMATION
Funding for open access charge: Universidad de Málaga/CBUA.

CONFLIC T OF INTERE S T
None declared.

AUTHOR CONTRIBUTIONS
All the authors have made substantial contributions to and have read 
and approved this manuscript.

DATA AVAIL ABILIT Y S TATEMENT
The data that support the findings of this study are available from 
the corresponding author, upon reasonable request.

ORCID
Antonio J. de la Piedra- Torres  https://orcid.
org/0000-0002-8554-8766 
Alicia E. López- Martínez  https://orcid.
org/0000-0003-4038-7863 
Carmen Ramírez- Maestre  https://orcid.
org/0000-0002-3245-7844 

R E FE R E N C E S
Alfaya- Góngora, M. M., Sánchez- Ojeda, M. A., Gallardo- Vigil, M. A., & 

Navarro- Prado, S. (2021). Preliminary study of the end- of- life pro-
cess through data triangulation in a regional hospital. Enfermería 
Global, 20(2), 440– 452.

Alsirafy, S. A., Abdel- Kareem, S. S., Ibrahim, N. Y., Abolkasem, M. A., & 
Farag, D. E. (2017). Cancer diagnosis disclosure preferences of fam-
ily caregivers of cancer patients in Egypt. Psychooncology, 26(11), 
1758– 1762. https://doi.org/10.1002/pon.4206

Austin, C. A., Mohottige, D., Sudore, R. L., Smith, A. K., & Hanson, L. C. 
(2015). Tools to promote shared decision making in serious illness: 

https://orcid.org/0000-0002-8554-8766
https://orcid.org/0000-0002-8554-8766
https://orcid.org/0000-0002-8554-8766
https://orcid.org/0000-0003-4038-7863
https://orcid.org/0000-0003-4038-7863
https://orcid.org/0000-0003-4038-7863
https://orcid.org/0000-0002-3245-7844
https://orcid.org/0000-0002-3245-7844
https://orcid.org/0000-0002-3245-7844
https://doi.org/10.1002/pon.4206


    |  e4511DE LA PIEDRA- TORRES et al.

A systematic review. JAMA Internal Medicine, 175(7), 1213– 1221. 
https://doi.org/10.1001/jamai ntern med.2015.1679

Bermejo, J. C., Villacieros, M., Carabias, R., Sánchez, E., & Díaz- Albo, B. 
(2013). Conspiración del silencio en familiares y pacientes al final 
de la vida ingresados en una unidad de cuidados paliativos: Nivel 
de información y actitudes observadas [Conspiracy of silence in 
families and patients at the end of life admitted to a palliative care 
unit: Level of information level and observed attitudes]. Medicina 
Paliativa, 54, 1– 11.

Cejudo, A., López, B., Duarte, M., Crespo, M. P., Coronado, C., & de la 
Fuente, C. (2015). El pacto de silencio desde la perspectiva de las 
personas cuidadoras de pacientes paliativos [Silence pact from the 
perspective of caretakers of palliative care patients]. Enfermería 
Clínica, 25(3), 124– 132.

Corradi- Perini, C., Beltrão, J. R., & Ribeiro, U. (2021). Circumstances re-
lated to moral distress in palliative care: An integrative review. The 
American Journal of Hospice & Palliative Care, 38(11), 1391– 1397. 
https://doi.org/10.1177/10499 09120 978826

Costa, J., Franciolli, H., Lago, E., Souza, R., Narriman, R., & Benemérita, 
A. (2019). The phenomenon of the conspiracy of silence in pa-
tients in palliative care: An integrative review. Revista Electrónica de 
Enfermería Actual de Costa Rica, 36, 92– 103.

Costa, J., Teixeira, H. F., Lago da Silva, E., Souza da Silva, R., Silva de 
Oliveira, R. N., & Alves, A. B. (2019). O fenômeno da conspiração 
do silêncio em pacientes em cuidados paliativos: Uma revisão inte-
grativa [The phenomenon of the conspiracy of silence in patients in 
palliative care: An integrative review]. Revista Electrónica Enfermería 
Actual en Costa Rica, 36, 92– 103. https://doi.org/10.15517/ revenf.
v0i36.34235

Cremonez, H., Dall'Oglio, L. M., Maltauro, I., DalPrá, P., & Rossi, E. 
(2020). Palliative care: Caregiver's reflective praxis. International 
Journal of Health Sciences, 8(4), 28– 38. https://doi.org/10.15640/ 
ijhs.v8n4a4

Díaz- Cordobés, J. L., Barcia, J. A., Gallego- Sánchez, J. M., & Barreto, P. 
(2012). Conspiración de silencio y malestar emocional en pacientes 
diagnosticados de gliobastoma multiforme [Conspiracy of silence 
and emotional distress in patients diagnosed with glioblastoma 
multiforme]. Psicooncología, 9(1), 151– 159.

Espinoza- Suárez, N. R., Zapata del Mar, C. M., & Mejía Pérez, L. A. 
(2017). Conspiración de silencio: Una barrera en la comunicación 
médico, paciente y familia [Conspiracy of silence: A barrier in 
the physician, patient and family communication]. Revista de 
Neuro- Psiquiatría, 80(2), 125– 136. https://doi.org/10.20453/ rnp.
v80i2.3105

Evers, A., Muñiz, J., & Hagemeister, C. (2013). Assessing the quality of 
tests: Revision of the EFPA review model. Psicothema, 25(3), 283– 
291. https://doi.org/10.7334/psico thema 2013.97

Font- Ritort, S., Martos- Gutiérrez, J. A., Montoro- Lorite, M., & Mundet- 
Pons, L. (2016). Quality of diagnosis information given to terminal 
cancer patients. Enfermería Clínica, 26(6), 344– 350.

Gil, E., Gercovich, D., Morgenfeld, E., Tognelli, F., Martín, G., López, 
P., Montiel, M., García, C., Rivarola, E., & Gercovich, F. G. (2014). 
Evaluación de las necesidades de los pacientes respecto a la in-
formación y los cuidados médicos tras el diagnóstico de cáncer 
[Assessment of patients' needs regarding medical informa-
tion and care after cancer diagnosis]. Psicooncología, 2– 3(11), 
389– 401.

Gysels, M., Evans, N., Meñaca, A., Andrew, E., Toscani, F., Finetti, S., 
Pasman, H. M., Higginson, I., Harding, R., & Pool, R. (2012). Culture 
and end of life care: A scoping exercise in seven European coun-
tries. PLoS One, 7(4), e34188.

Hancock, K., Clayton, J. M., Parker, S. M., Walder, S., Butow, P. N., Carrick, 
S., Currow, D., Ghersi, D., Glare, P., Hagerty, R., & Tattersall, M. H. 
(2007). Discrepant perceptions about end- of- life communication: A 
systematic review. Pain Symptom Manage, 34(2), 190– 200. https://
doi.org/10.1016/j.jpain symman.2006.11.009

Hu, L. T., & Bentler, P. M. (1999). Cutoff criteria for fi t indexes in co-
variance structure analysis: Conventional criteria versus new al-
ternatives. Structural Equation Modelling, 6(1), 1– 55. https://doi.
org/10.1080/10705 51990 9540118

Kemp, C., & Chang, B. (2002). Culture and the end of life: Chinese. Journal 
of Hospice & Palliative Nursing, 4(3), 173– 178.

Kitamura, C., Ng, D., Chung, A., Garraway, C., Bezjak, A., Mclean, M., 
Nyhof- Young, Y., & Wong, R. (2011). Development and evaluation 
of a combined story and fact based educational booklet for pa-
tients with multiple brain metastases and their caregivers. Palliative 
Medicine, 25(6), 642– 649.

Lee, M. K., Baek, S. K., Kim, S., Heo, D. S., Ho Yun, Y., Park, S. R., & Kim, J. 
S. (2011). Awareness of incurable cancer status and health- related 
quality of life among advanced cancer patients: A prospective co-
hort study. Palliative Medicine, 27(2), 144– 154.

Lemus- Riscanevo, P., Carreño- Moreno, S., & Arias- Rojas, M. (2019). 
Conspiracy of silence in palliative care: A concept analysis. Indian 
Journal Palliative Care, 25(1), 24– 29. https://doi.org/10.4103/IJPC.
IJPC_183_18

Lope, C., & Díaz, J. L. (2019). El pacto de silencio en el final de la vida. 
Un análisis cualitativo sobre la perspectiva de los implicados en 
el fenómeno [The pact of silence at the end of life. A qualitative 
analysis on the perspectives of those involved in the phenomenon]. 
Medicina Paliativa, 26(2), 127– 135.

Machado, J. C., Reis, H. F. T., Sena, E. L. S., Silva, R. S., Boery, R. N. S., & 
Vilela, A. B. (2019). O fenômeno da conspiração do silêncio em pa-
cientes em cuidados paliativos: Uma revisão integrativa [The phe-
nomenon of the conspiracy of silence in patients in palliative care: 
an integrative review]. Enfermería Actual de Costa Rica, 36, 92– 103. 
https://doi.org/10.15517/ revenf.v0i36.34235

Martín, M. R. (2011). Influencia de la comunicación del diagnóstico y el 
pronóstico en el sufrimiento del enfermo terminal [Influence of 
communicating the diagnosis and the prognosis on the suffering of 
the terminal patient]. Enfermería Clínica, 21(1), 52– 63.

Martín- Fortea, M. P., Fernando- Gros, T., & Longas- Gaspar, A. I. (2020). 
The conspiracy of silence in end- of- life healthcare. Journal of 
Healthcare Quality Research, 35(6), 405– 406.

Montoya, R., Schmidt, J., García, M. P., Guardia, P., Cabezas, J. L., & 
Cruz, F. (2010). Influencia en la comunicación del diagnóstico y el 
pronóstico en el sufrimiento del enfermo terminal [Influence of 
communicating the diagnosis and the prognosis on the suffering of 
the terminal patient]. Medicina Paliativa, 17(1), 24– 30.

Muñiz, J., & Fonseca- Pedrero, E. (2019). Ten steps for test develop-
ment. Psicothema, 31(1), 7– 16. https://doi.org/10.7334/psico thema 
2018.291

Nipp, R. D., El- Jawahri1, A., Fishbein, J. N., Eusebio, J., Stagl, J., Gallagher, 
E. R., Park, E. R., Jackson, V. A., Pirl, W. F., Greer, J. A., & Temel, 
J. S. (2016). The relationship between coping strategies, quality of 
life, and mood in patients with incurable cancer. Cancer, 122(13), 
2110– 2116.

Pinyopornpanish, K., Angkurawaranon, C., & Gomutbutra, P. (2017). 
Factors affecting family members' decisions to reveal cancer diag-
noses to patients: A qualitative study. Journal Medical Association of 
Thailand, 100(7), 808– 814.

Rio- Valle, J. S., Caro, M. P., Juarez, R. M., Pena, D. P., Vinuesa, A. M., 
Pappous, A., & Quintana, F. C. (2009). Bad News for the Patient 
and the Family? The worst part of being a health care professional. 
Journal of Palliative Care, 25(3), 191– 196.

Romero, Y., López, F., Martín, J., Martín, M. A., Romero, J., & Galvez, 
R. (2013). El manejo de la información en cuidados paliativos 
[Information management in palliative care]. Psicooncología, 
10(2– 3), 425– 432. https://doi.org/10.5209/rev_PSIC.2013.v10.
n2- 3.43460

Ruiz- Benítez, M.A. (2007). La conspiración del silencio en los familiares 
de los pacientes terminales [The silence conspiracy in the relatives 
of terminally ill patients] [Doctoral dissertation, Universidad de la 

https://doi.org/10.1001/jamainternmed.2015.1679
https://doi.org/10.1177/1049909120978826
https://doi.org/10.15517/revenf.v0i36.34235
https://doi.org/10.15517/revenf.v0i36.34235
https://doi.org/10.15640/ijhs.v8n4a4
https://doi.org/10.15640/ijhs.v8n4a4
https://doi.org/10.20453/rnp.v80i2.3105
https://doi.org/10.20453/rnp.v80i2.3105
https://doi.org/10.7334/psicothema2013.97
https://doi.org/10.1016/j.jpainsymman.2006.11.009
https://doi.org/10.1016/j.jpainsymman.2006.11.009
https://doi.org/10.1080/10705519909540118
https://doi.org/10.1080/10705519909540118
https://doi.org/10.4103/IJPC.IJPC_183_18
https://doi.org/10.4103/IJPC.IJPC_183_18
https://doi.org/10.15517/revenf.v0i36.34235
https://doi.org/10.7334/psicothema2018.291
https://doi.org/10.7334/psicothema2018.291
https://doi.org/10.5209/rev_PSIC.2013.v10.n2-3.43460
https://doi.org/10.5209/rev_PSIC.2013.v10.n2-3.43460


e4512  |    DE LA PIEDRA- TORRES et al.

Laguna]. Institutional Repository of the University of La Laguna. 
http://riull.ull.es/xmlui/ handl e/915/9608

Ruiz- Benítez, M. A., & Coca, M. C. (2008). El pacto de silencio en los 
familiares de los pacientes oncológicos terminales [The conspir-
acy of silence in families of the terminal oncological patients]. 
Psicooncología, 5(1), 53– 69.

Rumpold, T., Lütgendorf- Caucig, C., Jagsch, R., Dieckmann, K., Watzke, 
H., Pötter, R., & Kirchheiner, K. (2015). Information preferences 
regarding cure rates and prognosis of Austrian patients with ad-
vanced lung cancer. Strahlentherapie Onkologische, 191(7), 549– 556.

Sampaio, C., Rey, E. C., Cabral, E., Costa, D., Sales, T., & Da Cunha, P. 
(2019). Palliative care: Epidemiological profile with a biopsychoso-
cial look on oncological patients. Brazilian Journal of Pain, 2(1), 49– 
54. https://doi.org/10.5935/2595- 0118.20190010

Sutar, R., Chandra, P., Seshachar, P., Gowda, L., & Chaturvedi, S. (2019). 
A qualitative study to assess collusion and psychological distress 
in cancer patients. Indian Journal of Palliative Care, 25(2), 242– 249.

Tuca, A., Viladot, M., Barrera, C., Chicote, M., Casablancas, I., Cruz, C., 
Font, E., Marco- Hernández, J., Padrosa, J., Pascual, A., Codorniu, 
N., & Román, B. (2020). Prevalence of ethical dilemmas in advanced 

cancer patients (secondary analysis of the PALCOM study). 
Supportive Care in Cancer, 29(7), 3667– 3675.

World Health Organization (WHO). (2020). Palliative care. https://www.
who.int/new- room/fact- sheet s/detai l/palli ative - care

SUPPORTING INFORMATION
Additional supporting information may be found in the online 
version of the article at the publisher’s website.

How to cite this article: de la Piedra- Torres, A. J., López- 
Martínez, A. E., & Ramírez- Maestre, C. (2022). Information 
concealment in palliative patients: Development and pilot 
study of a new scale for caregivers. Health & Social Care in the 
Community, 30, e4504–e4512. https://doi.org/10.1111/
hsc.13854

http://riull.ull.es/xmlui/handle/915/9608
https://doi.org/10.5935/2595-0118.20190010
https://www.who.int/new-room/fact-sheets/detail/palliative-care
https://www.who.int/new-room/fact-sheets/detail/palliative-care
https://doi.org/10.1111/hsc.13854
https://doi.org/10.1111/hsc.13854

	Information concealment in palliative patients: Development and pilot study of a new scale for caregivers
	Abstract
	1|INTRODUCTION
	2|METHODS
	2.1|Participants
	2.2|Measures
	2.2.1|Sociodemographic and clinical characteristics
	2.2.2|The Information Concealment Scale for Caregivers
	2.2.3|Preferences and satisfaction with the information received
	2.2.4|Professional judgement
	2.2.5|Silence Conspiracy Scale

	2.3|Procedures
	2.4|Statistical analysis

	3|FINDINGS
	3.1|Description of the participants
	3.2|Parallel analysis
	3.3|Factorial structure
	3.4|Reliability
	3.5|Criterion Validity

	4|DISCUSSION
	5|CONCLUSION
	ACKNOWLEDGEMENTS
	FUNDING INFORMATION
	CONFLICT OF INTEREST
	AUTHOR CONTRIBUTIONS
	DATA AVAILABILITY STATEMENT

	REFERENCES


