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Paediatric palliative Objective: To analyze the psychometric properties of the qESNA scale and its usefulness to
care; assess the suffering of paediatric patients with life-limiting and/or life-threatening diseases
Suffering; (children with LLTC) in clinical practice.

Life-limiting Methods: Cross-sectional and longitudinal study in 58 patients in Spain (female, 32.8%; mean
condition; age, 15.6 [SD, 4.5]; age range, 8-23 years), with administration of the qESNA scale along with
Life-threatening other scales to assess anxiety, depression, emotion regulation and psychosocial functioning. We
condition; performed exploratory and confirmatory factor analyses and calculated goodness-of-fit indices
Psychological were calculated; we assessed reliability by means of the Cronbach alpha and temporal stability
assessment; and convergent validity through the intraclass correlation coefficient with scales used to assess
Psychometric psychological disorders and the specificity and sensitivity through ROC curves.

properties Results: The factor analysis identified a 14-item scale with 3 factors, a comparative fit index of

0.93, a Tucker-Lewis index of 0.91 and a root mean square error of approximation of 0.07. The
Cronbach alpha was 0.85 and the intraclass correlation coefficient was 0.66. The convergent
validity was high for the correlation to the risk of depression (—0.69) and of anxiety (—0.60)
and emotional changes (—0.59). The analysis of the ROC curves showed that a score of less than
81 would be indicative of suffering, with a sensitivity of 83.33% and a specificity of 93.48%.
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Evaluacion
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Propiedades
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Introduction

Conclusions: This study confirmed that the psychometric properties of the qESNA scale are
good and the scale’s usefulness as an instrument to detect emotional suffering in children with
life-limiting or life-threatening illnesses in clinical practice.

© 2024 Asociacion Espanola de Pediatria. Published by Elsevier Espafia, S.L.U. This is an open
access article under the CC BY-NC-ND license (http://creativecommons.org/licenses/by-nc-nd/
4.0/).

Sufrimiento infantojuvenil en cuidados paliativos pediatricos en Espafa: propiedades
psicométricas de la escala qESNA

Resumen

Objetivo: Analizar las propiedades psicométricas de la escala qESNA y su utilidad clinica para
evaluar el sufrimiento de pacientes infantojuveniles con enfermedades limitantes y/o ame-
nazantes para la vida (nifos con LLTC).

Métodos: 58 pacientes en poblacion espanola (mujeres = 32.8%; edad media = 15.6 4 4.5 [8-23
anos]), respondieron a la escala gESNA en un diseno transversal y longitudinal junto con otras
escalas que evaluaban ansiedad, depresion, alteraciones emocionales y funcionamiento psi-
cosocial. Se realizaron analisis factoriales exploratorios y confirmatorios, y calcularon indices
de bondad de ajuste; la fiabilidad se obtuvo a partir del alfa de Cronbach y de estabilidad tem-
poral; la validez convergente mediante coeficientes de correlacion intraclase con escalas sobre
alteraciones psicologicas; y el analisis de especificidad y sensibilidad a través de las curvas ROC.
Resultados: El analisis factorial identifico una escala de 14 items con 3 factores, con un indice
de ajuste comparativo de 0.93, indice de Tucker-Lewis de 0.91 y error cuadratico medio de
aproximacion de 0.07. El alfa de Cronbach fue de 0.85 y el coeficiente correlacion intraclases
de 0.66. La validez convergente fue alta en la correlacion con el riesgo de depresion (-0.69) y
ansiedad de (-0.60) y las alteraciones emocionales (-0.59). Los analisis de curvas ROC indican
que una puntuacion <81 seria tributaria de sufrimiento presentando una sensibilidad del 83.33%
y especificidad de 93.48%.

Conclusiones: Este estudio confirma las buenas propiedades psicométricas de la escala qESNA
y su utilidad clinica como instrumento para detectar el sufrimiento emocional en nifios con
enfermedades limitantes o amenazantes para la vida.

© 2024 Asociacion Espafiola de Pediatria. Publicado por Elsevier Espafa, S.L.U. Este es un
articulo Open Access bajo la CC BY-NC-ND licencia (http://creativecommons.org/licencias/by-
nc-nd/4.0/).

which the qESNA scale is derived. Table 1 presents the full
ESNA interview and the qESNA scale.

At the global level, there are approximately 21 mil-
lion children and adolescents aged 0-19 years (hereafter,
‘children’) with life-limiting or life-threatening conditions
(LLTCs)," and, in Spain, approximately 25 000 children
are considered to have palliative care needs.? The World
Health Organisation defines the goal of paediatric palliative
care (PPC) as the alleviation of suffering with a mul-
tidimensional physical, psychological, social and spiritual
approach.>*

Children with LLTCs are at risk of suffering,® for ins-
tance in the form of pain, irritability, adjustment disorders,
in addition to depression and anxiety.® The key element in
understanding the experience of suffering in children with
LLTCs is their perceived level of discomfort and threat to
themselves,”'® yet this is a rarely explored perspective.”'? In
the PPC setting in particular, there is a lack of instruments!
to assess this perception of suffering. In the Spanish lan-
guage, there is the interview for the Evaluation of Suffering
in Children and Adolescents with Palliative Needs (ESNA, for
Evaluacion del Sufrimiento de Nifios y Adolescentes),'? from

The aim of our study was to analyse the psychomet-
ric properties of the qESNA scale in a Spanish population
of children and adolescents in terms of construct validity,
reliability and convergent validity.

Methods

Participants

We invited 100 children managed by the department of
PPC of a tertiary care hospital between June 2021 and
August 2023 participate in the study, and 58 of them (58%)
responded. The flowchart of the assessed paediatric patients
(Appendix A of the supplemental material) presents the
reasons for not participating. The inclusion criteria were:
(1) age >8 years; (2) fluency in Spanish;(3) having under-
gone an initial multidisciplinary assessment; (4) approval
of participation by referring psychologist, and (5) informed
consent/assent signed by legal guardians and patient. We
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Table 1

Items of the ESNA interview and gESNA scale.

ESNA interview qESNA scale

Item content

Response format

1

2 1
3 2
4 3
5

6 4
7 5
8

9 6
10 7

Los médicos y las enfermeras me han explicado parte de lo que te ha
pasado con la enfermedad, pero ;me puedes decir ti como lo has
vivido desde el inicio hasta ahora? ;Qué te han ido explicando y como
te has sentido?

The doctors and nurses have told me some of what you have gone
through with the disease, but can you tell me how you have
experienced it from the beginning until now? What have they
explained to you and how have you felt?

;Como lo estas llevando estas 2 Gltimas semanas?

How have you been dealing with it these past 2 weeks?

¢;Podrias situarlo en esta linea entre llevarlo muy mal y muy bien?
Could you mark it in this line between really poorly and really well?

;Como te encuentras fisicamente?

How do you feel physically?

;Podrias situarlo en esta linea entre muy mal y muy bien?

Could you mark it in this line between really poorly and really well?

Hasta ahora, ;como crees que te estan explicando lo que te pasa?
;Quién te lo ha explicado?

Until now, how have you been feeling about what they’ve explained
to you about what is happening to you? Who has explained it to you?

;Podrias situarlo en esta linea entre muy mal y muy bien?

Could you mark it in this line between really poorly and really well?
¢Te gustaria saber mas sobre tu situacion?
Would you like to know more about your condition?
JEL qué?
What?
;Has explicado tu a alguien lo que te pasa?
Have you told anyone what you’re going through?
¢A quién? ;Por qué?
Whom? For what reason?

;Podrias situar en esta linea como te hace sentir hablar de lo que te
pasa entre muy mal y muy bien?

Could you mark how you it makes you feel to talk about what you’re
going through in this line from really poorly to really well?

¢Coémo crees que te va a ir tu enfermedad mas adelante?

How do you think you’re going to handle your disease moving
forward?

¢Podrias situarlo en esta linea entre muy mal y muy bien?

Could you mark it in this line between really poorly and really well?

;Como se te paso (hizo) el dia de ayer?

How did your day feel like yesterday?
;Por qué?
Why was it so?

En los Gltimos dias, ;qué es lo que mas te preocupa?

In the past few days, what has been your main worry?

;Podrias decir cuanto te preocupa entre nada y muchisimo?
Could you tell me how much it worries you between ‘not at all’ and
‘a lot’?

;Hay algo mas que te preocupe?
Do you have any other concerns?

;Como te has sentido al estar con tu familia con la que vives?

How have you felt spending time with the family members you live
with at home?

;Podrias situarlo en esta linea entre muy mal y muy bien?

Could you mark it in this line between really poorly and really well?
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Open

Open
Rating from 0—10
Open
Rating from 0—10

Open

Rating from 0—10
Yes/No/l don’t know
Open

Yes/No/l don’t know
Open

Rating from 0—10

Open

Rating from 0—10
Short/Long/Normal
Open

Open

Rating from 0—10

Open

Open

Rating from 0—10
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Table 1 (Continued)

ESNA interview gESNA scale Item content Response format
11 8 ¢Como te has sentido al estar/hablar con tu/tus mejor/es amigos/as? Open
How have you felt spending time/talking to your best friend(s)?
;Podrias situarlo en esta linea entre muy mal y muy bien? Rating from 0—10
Could you mark it in this line between really poorly and really well?
12 9 ;Como crees que tu familia con la que vives (padre/madre/hermanos) Open
esta llevando esta situacion?
How do you think your family at home (father/mother/siblings) is
feeling about this situation?
;Podrias situarlo en esta linea entre muy mal y muy bien? Rating from 0—10
Could you mark it in this line between really poorly and really well?
;Por qué piensas que se encuentran asi? Open
What makes you think they feel this way?
13 10 ;Podrias situar cuanta ALEGRIA has tenido entre nada y muchisimo? Rating from 0—10
Could you show me how JOY you have felt between ‘none’ and ‘a lot’?
;Qué es lo que te ha hecho sentir ALEGRIA estas 2 semanas? Open
What has made you feel JOY in the past 2 weeks?
14 11 ;Podrias situar cuanta RABIA has tenido entre nada y muchisimo? Rating from 0—10
Could you show me how much ANGER you have felt between ‘none’
and ‘a lot’?
;Qué es lo que te ha hecho sentir RABIA estas 2 semanas? Open
What has made you feel ANGER in the past 2 weeks?
15 12 ¢Podrias situar cuanto MIEDO has tenido entre nada y muchisimo? Rating from 0—10
Could you show me how much FEAR you have felt between ‘none’ and
‘a lot’?
;Qué es lo que te ha hecho sentir MIEDO estas 2 semanas? Open
What has made you feel FEAR in the past 2 weeks?
16 13 ¢;Podrias situar cuanta TRISTEZA has tenido entre nada y muchisimo? Rating from 0—10
Could you show me how much SADNESS you have felt between ‘none’
and ‘a lot’?
;Qué es lo que te ha hecho sentir TRISTEZA estas 2 semanas? Open
What has made you feel SADNESS in the past 2 weeks?
17 14 ;Qué es lo que mas te ayuda a estar bien o mejor? Open
What helps you feel OK or better the most?
¢Podrias situarlo en esta linea entre nada y muchisimo? Rating from 0—10
Could you mark it in this line between ‘not at all’ and ‘a lot’?
18 ¢Qué podemos nosotros hacer para que tu estés mejor? Open
What can we do you make you feel better?
19 15 ¢;Te gustaria que cambiase tu vida actual? Open
Would you like your life to change from what it is like now?
;Podrias situarlo en esta linea entre nada y muchisimo? Rating from 0—10
Could you mark it in this line between ‘not at all’ and ‘a lot’?
20 Si tuvieras una varita magica, jqué 3 deseos le pedirias? Open
If you had a magic wand, what 3 wishes would you ask for?
Y con un deseo, ;qué te gustaria que no cambiase en tu vida? Open
And, if you had a wish, what would want NOT to change in your life?
21 ;Hay alguna cosa importante para ti que quieras comentar y que no Open
hemos hablado?
Is there something that is important to you that we have not
discussed and you want to mention?
22 16 En general, ;como valorarias tu calidad de vida (bienestar) en el Rating from 0—10

momento actual?
In general, how would you rate your quality of life (wellbeing) at this
moment?
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excluded patients with moderate or severe neurological
impairment or at risk of imminent death.

Measures

a) Sociodemographic variables: we collected data on age,
sex and nationality from the health records.
b) Disease-related variables: including the diagnosis, treat-
ment withdrawal or withholding, clinical exacerbations,
congenital disease and time elapsed from diagnosis. We
collected this information from the health records and by
asking specific questions from health professionals, who
answered within a maximum of 3 days from the receipt of
the child’s response, thereby avoiding potential sources
of bias.
c) Psychological variables through the following instru-
ments:
none- Evaluation of Suffering in Children and Ado-
lescents with Palliative Needs scale (QESNA): it
comprises 16 items, all in visual analogue scale
format, which the children completed on an elec-
tronic device through a digital platform (Aimentia
Health), accompanied by the psychologist of the
research team during the interview. The total
score is obtained by adding the individual item
scores for a maximum possible score of 160 points
(range, 0-160). Five of the items are reverse-
scored to control for response bias.

none- Emotion regulation: we used the emotion reg-
ulation (mood repair) subscale of the Spanish
version of the Trait Meta-Mood Scale-24 (TMMS-
24)."3'4 |t consists of 8 self-report items and it
has been adapted and applied in children and
adolescents,’ with a Cronbach « of 0.82. Items
are rated on a 5-point Likert scale. In our study,
we found an omega coefficient of 0.85.

none- Cognitive strategies for emotion regulation: we
used a short version in Spanish of the Cognitive
Emotion Regulation Questionnaire-Kids (CERQ-
k).™>'® It comprises 18 items in 9 dimensions
(self-blame, acceptance, rumination, positive
refocusing, refocus on planning, positive reap-
praisal, catastrophizing, putting into perspective,
and other-blame), each with 2 items rated on
a 5-point Likert scale. Higher scores indicate
greater use of regulation strategies. This self-
report scale has been adapted for use in children
and adolescents,''” with a Cronbach « of 0.80. In
our study, we found an omega coefficient of 0.66.

none- Psychosocial functioning: the Strengths and Dif-
ficulties Questionnaire (SDQ)'® comprises a total
of 25 items in 5 scales: emotional symptoms,
conduct problems, hyperactivity problems, peer
problems and prosocial behaviour. In every scale
except for prosocial behaviour, higher scores indi-
cate more severe problems, and the questionnaire
achieved a Cronbach « of 0.73." In our study, we
found an omega coefficient of 0.62.

none- Depression and anxiety symptoms: we used two
questionnaires, each with 2 items, to screen for
depression (Patient Health Questionnaire-2 [PHQ-

2]) and for anxiety (Generalized Anxiety Disorder
2-item [GAD-2]),%° with answers given in a 4-point
Likert scale (0-3) and a cut-off point of 3 (positive
>3). The PHQ-2 (Cronbach a = 0.81) and GAD-2
(Cronbach « = 0.77) have been used previously in
the paediatric population.?’ In our study, we found
an omega coefficient of 0.82.

Protocol

Once the legal guardians and the patients had given
informed consent, the psychologists of the department
of PPC collected the data by interviewing the children,
reviewing the health records and asking questions from the
referring providers. We carried out a pilot study in 8 chil-
dren (aged 8-18 years), which confirmed the feasibility of
the use of these scales.

Statistical analysis

We used the software R, version 4.3.1, going through the
following steps: (a) basic description of the data; (b) con-
struct validity: exploratory factor analysis (EFA) with the
Pearson correlation matrix, Bartlett test of sphericity and
Kaiser-Meyer-Olkin (KMO) index, and confirmatory factor
analysis (CFA). The goodness of fit was assessed by means of
the x? test, comparative fit index (CFl), Tucker-Lewis index
(TLI), standardised root mean square residual (SRMR) and
root mean square error of approximation (RMSEA); (c) Reli-
ability: Cronbach o, omega correlation coefficient, average
variance extracted (AVE), composite reliability (CR) and
test-retest correlation coefficient; (d) convergent validity
with the Pearson correlation coefficient; and (e) analysis of
specificity and sensitivity to determine the optimal cut-off
point. We defined statistical significance as P < .05.

Ethical considerations

The study was approved by the ethics committee of the hos-
pital where it was conducted (file PIC-158-20 of 02/06/2020)
and adhered to the principles of the Declaration of Helsinki.
We informed parents and children about the study, the
voluntary nature of participation and confidentiality; and
participation in the study required signed informed consent.

Results

Descriptive analysis of the sample

The qESNA scale was completed by 58 children, 19 (32.8%)
female and 39 (67.2%) male, with a mean age of 15.6 years
(standard deviation [SD], 4.50; range, 8.57-23.96), and 40
(69.0%) had oncological/haematological disease. Table 2
presents additional information on the characteristics of the
sample.

Construct validity

Item 4 did not meet the criterion of a KMO greater than
0.5 (KMO = 0.47), and was consequently eliminated from
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Table 2 Characteristics of the sample (N = 58).

Characteristics n (%)
Sociodemographic characteristics
Age
Mean =+ SD 15.6 + 4.5
Age group
Age >14 31 (53.5%)
Age <14 27 (46.5%)
Sex
Male 39 (67.2%)
Female 19 (32.8%)
Nationality
Spanish 39 (67.2%)
Not Spanish 19 (32.8%)

Disease variables
Main Diagnosis

Oncological/haematological 40 (69.0%)
Dermatological 9 (15.5%)
Respiratory 3 (5.2%)
Other 6 (10.3%)
Withdrawal/withholding of treatment
Yes 39 (67.2%)
No 19 (32.8%)
Symptom exacerbation
No 46 (79.3%)
Yes 12 (20.7%)
Diagnosis at birth
Yes 10 (17.2%)
No 48 (82.8%)
Time from diagnosis (years, SD, R)
Not at birth 3.40 (SD: 3.19;
R: 0.06—10.03)
At birth 13.70 (SD: 3.68;
R: 07—19.05)

SD, standard deviation.

the scale. After analysing the factor loading matrices and
the corresponding graph, we found that item 11, with a fac-
tor loading of less than 0.3, was not associated with any
of the common factors, so it was also eliminated. With the
14 remaining items, we carried out the Bartlett test again
(Bartlett = 305.266; P < .001) and the KMO index, and found
that all values were greater than 0.5.

We performed the EFA and, using the parallel analysis
scree plots (Appendix A, Supplemental Material, Parallel
Analysis Scree Plots Figure), we found 3 eigenvalues above
the thresholds proposed by Horn,?? so we propose a structure
consisting of one eigenvector and 3 factors.

Fig. 1 presents the linear correlation matrix for the 11
items remaining in the new version of the qESNA scale.

Confirmatory factor analysis

One scale with 14 items and 3 factors (qESNA) exhib-
ited a good fit for the data (CFl = 0.93; TLI = 0.91 and

RMSEA = 0.07). Fig. 2 presents the standardised loadings for
the scale.

Together, these 3 factors explained 45% of the variance:
the first factor explained 10% of the variance, encompassed
items 9 and 13 and was labelled ‘‘Frustration and wish
for change’’; the second factor, labelled ‘‘Overall wellbe-
ing’’, explained 23% of the variance and encompassed items
1-4, 6, 8, 11 and 12; and the third one, labelled **Worry’’,
explained 12% of the variance and encompassed items 5, 7
and 10. The SS loadings for each factor were greater than
1 (factor 1: 1.49; factor 2: 1.86; factor 3: 3.38). Table 3
presents the factor loadings for the estimated model.

Reliability

We assessed internal consistency with the Cronbach « (0.85;
95% Cl, 0.80—-0.91), Guttman’s lambda-6 (0.90) and the
omega coefficient (0.89), which were indicative of a high
internal consistency. The Cronbach « values for individual
items ranged from 0.83 to 0.86. The AVE values were less
than 0.5 (0.126; 0.269; 0.479). The CR values (0.223; 0.741;
0.726) were greater than 0.7 for subscales 2 and 3. Fol-
lowing the criterion proposed by Fornell and Larcker,?* the
latter result indicates that the validity of the scale is still
acceptable, even if the explained variance is small.

We assessed temporal stability using data for 7 (12.1%)
of the 58 children, with an average of 39.6 days elapsed
between the two tests. The intraclass correlation coefficient
was 0.66, indicative of an adequate stability.

Convergent validity

The mean suffering score in the sample was 95.53 (SD, 19.96;
range, 50.00-134.00), with a median of 97.00. Very few
patients expressed discomfort (5.17%); 77.59% stated they
did not find the interview long, and 79.31% stated that they
believed it could help other children like them. Table 4
presents the results of the descriptive analysis of the psy-
chological variables under study.

Table 5 shows the significant Pearson correlation coeffi-
cients for the association between the total score and the
different factors of the gESNA with the other variables under
study. We found strong correlations (>0.60) between the
total score and the risk of anxiety (—0.60) and of depres-
sion (-0,69) and between factor 2—overall wellbeing—and
the risk of depression (—0.67).

Sensitivity and specificity using ROC curve analysis

Based on the existing literature,'”” we created a criterion
variable for the assessment of suffering that was a composite
of 3 criteria’: presence of emotional or peer problems based
on the SDQ scale?; risk of anxiety or depression based on
the PHQ-43; scoring above the mean in the use of the rumi-
nation and catastrophizing cognitive regulation strategies
(>12). Fig. 3 shows the ROC curve obtained in the analysis,
with an area under the curve of 0.914 (P < 0.001) and a 95%
Cl of 0.810—0.971. This proved the predictive/diagnostic
capacity of the qESNA, and we established a cut-off point
of 81, which was the value that offered the best possible
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Item9
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Item11
Item12
Item13
Item14

Linear correlation matrix for the qESNA scale.

Table 3  Factor loadings of the items.
Iltem F1 F2 F3

1 ;Como lo estas llevando estas 2 Gltimas semanas? 0.764

2 ;Como te encuentras fisicamente? 0.709

3 Hasta ahora, ;como crees que te estan explicando lo que te pasa? ;Quién te lo ha explicado? 0.387

4 ;Como crees que te va a ir tu enfermedad mas adelante? 0.608

5 En los Gltimos dias, ;qué es lo que mas te preocupa? 0.825

6 ;Como te has sentido al estar con tu familia con la que vives? 0.431

7 ;Como crees que tu familia con la que vives (padre/madre/hermanos) esta llevando esta 0.702
situacion?

8 ;Podrias situar cuanta ALEGRIA has tenido entre nada y muchisimo? 0.923

9 ;Podrias situar cuanta RABIA has tenido entre nada y muchisimo? 0.999

10  ;Podrias situar cuanto MIEDO has tenido entre nada y muchisimo? 0.803

11 ¢Podrias situar cuanta TRISTEZA has tenido entre nada y muchisimo? 0.602

12 ;Qué es lo que mas te ayuda a estar bien o mejor? 0.359

13 ;Te gustaria que cambiase tu vida actual? 0.462

14 En general, ;como valorarias tu calidad de vida (bienestar) en el momento actual? 0.844

P < 0.01.

combination of sensitivity (83.33%) and specificity (93,48%)
values. A score of less than 81 would be indicative of suffer-
ing in children with a significant impact on the emotional,
interpersonal and psychological domains. The total score
can range from 0 to 140. Based on the establish cutoff, 13
children (22.41%) had suffering.

Discussion

The aim of this study was to analyse the psychometric
properties of the gESNA scale in the context of the ESNA
interview.'? The results yielded a version of the qESNA com-
posed of 14 items with a global scale score and 3 dimensions

(‘frustration and wish for change’, ‘overall wellbeing’ and
‘worry’) that exhibited a high internal consistency, sen-
sitivity and specificity, in which a score of less than 81
differentiates children with greater suffering. It also showed
good convergent validity in relation to emotional symptoms
and global functioning assessed with the SDQ, emotion reg-
ulation assessed with the TMMS, the risk of anxiety and
depression assessed with the PHQ-4, and the use of the cog-
nitive strategies of rumination and catastrophizing assessed
with the CERQ-K.

The results of the EFA reduced the scale to 14 items,
revealing issues with 2 items. One explanation may be that
children found it difficult to identify their own emotions
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Table 4 Descriptive analysis of psychological variables.

Mean (SD)

gESNA-14 - Assessment of suffering

Suffering 95.53 (19.96)

SDQ - Psychosocial functioning

Prosocial behaviour 7.84 (1.42)
Hyperactivity 3.88 (2.02)
Emotional symptoms 3.40 (2.48)
Conduct problems 2.21 (1.85)
Peer problems 2.62 (1.92)
Total 12.10 (4.87)
PHQ-4 - Symptoms of anxiety and depression
PHQ-2 Risk of depression 1.76 (1.38)
GAD-2 Risk of anxiety 2.03 (1.53)
TMMS - Emotion regulation
Emotion regulation 27.91 (5.68)
CERQ-K - Cognitive strategies
Acceptance 6.53 (2.16)
Rumination 6.03 (1.96)
Reappraisal 7.47 (2.27)
Refocusing 5.72 (2.43)
Self-blame 4.21 (1.91)
Catastrophizing 5.66 (2.54)
Other-blame 3.28 (1.65)
Refocus on planning 6.90 (2.03)
Putting into perspective 6.74 (2.52)

SD, standard deviation.

in connection to their own actions with or involving other
individuals.?*

The CFA corroborated the 14-item, 3-factor model of the
gESNA scale, a multidimensional structure that was consis-
tent with the previous literature,?2¢ which demonstrates
that suffering is a multifactorial experience. The gESNA
includes items that address coping strategies, the impact
of symptoms, information management, parent/child rela-
tions, the impact on the family, the main concerns, the
emotional impact, peers relations and spiritual aspects such
as hope, meaning and sources of strength; in line with
the relevant aspects described in the literature.?* Although
there are validated scales’” used in the PPC setting to
assess quality of life, such as the PedsQL,?® the KIDSCREEN-
27,%° the KINDL* or the CPOS,%?¢ the proposed interview
format, including open- and closed-ended questions and
a scale such as the gESNA, allows a deeper exploration
of the children’s discourse and narrative, giving room for
their concerns and difficulties to be expressed, in addi-
tion to yielding scores that can aid the assessment of
suffering.

The convergent validity analysis found a strong corre-
lation with the risk of depression and anxiety, which was
consistent with other studies.® The cognitive strategies of
rumination and catastrophizing were also associated with
a greater degree of suffering, as evinced by other studies
that found an association with depressive symptoms.'” Emo-
tional problems and difficulty regulating emotion were also
associated with a greater degree of suffering in the qESNA
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Figure 2  Standardised loadings for the qESNA scale.

scale. Higher levels of emotion regulation are associated
with better mental health.?" Adolescents aged more than 14
years exhibited greater suffering based on the qESNA score,
results similar to those observed in adolescents and young
adults with palliative care needs who were found to have a
poorer quality of life compared to younger children.3? This
could reflect the greater cognitive capacity of adolescents
for logical and abstract thought, and a better understand-
ing of the disease,** as children aged 7-11 years tend to
use their reasoning skills more successfully with concrete
information rather than abstract concepts,** which can have
an impact on assessment results. Other important aspects
highlighted in the literature®® are the need to make inter-
views short and the preference for digital assessment tools
that are also developmentally appropriate, all conditions
met by the qESNA scale. Still, further research is needed
to determine what is appropriate based on the child’s stage
of development.®

The assessment detected suffering in 23% of the children,
which indicates the need to prioritise delivering their care
needs. We found adequate internal consistency values for
all 3 factors. Factor 1, ‘‘frustration and wish for change’’,
includes the emotion of anger and the wish to change, so
we considered it was associated with the change or loss of
what they consider normal, which has already been found
to be a source of considerable suffering.'?3¢ This was the
only factor that was positively correlated to symptom exac-
erbation, which led us to believe that this is the factor that
evinces the impact of symptoms most strongly, as corrobo-
rated in previous studies.3*3” Factor 2, ‘‘overall wellbeing’’,
offers a broader perspective of the sources of suffering. It
correlates to the severity of emotional symptoms, depres-
sion, anxiety, rumination and catastrophizing. Factor 3,
“‘worry’’, collects information on the chief concern, the
patient’s perception of parental wellbeing and the emotion

245



D. Toro-Pérez, J.T. Limonero, C. Bolancé et al.

Table 5 Significant correlations for the qESNA scale.
Global F1: Frustration F2: Overall F3: Worry
and wish for wellbeing
change
Correlation  Pvalue Correlation P value Correlation  Pvalue Correlation P value
Age >14 .001 .001 .048 .166
Symptom exacerbation .027 <.001 .310 317
Global assessment of functioning
Emotional symptoms  -0.59 <.001 -0.35 .007 -0.53 <.001 -0.46 <.001
Total difficulties -0.34 .009 -0.21 .107 -0.25 .064 -0.29 .028
Risk of anxiety and depression
Depression -0.69 <.001 -0.29 .029 -0.67 <.001 -0.53 <.001
Anxiety -.60 <.001 -0.31 .016 -0.45 <.001 -0.57 <.001
Cognitive regulation strategies
Rumination -0.44 .001 -0.27 .041 -0.49 <.001 -0.24 .070
Positive reappraisal 0.23 .083 -0.09 .480 0.19 .162 0.31 .018
Catastrophizing -0.57 <.001 -0.39 .002 -0.48 <.001 -0.49 <.001
Emotion regulation
Emotion regulation 0.45 <.001 0.45 <.001 0.46 <.001 0.34 .009
Z
Z
o AUC: 0.919 (0.823-0.973)
®
¥
o |
T T [ I I T T T
12 1.0 08 06 0.4 02 0.0 02
Specificity
Figure 3  ROC curve for the gESNA scale.

of fear. Children with severe disease describe their families
as their main source of support and are aware that their
suffering has an impact on the family’s suffering and vice
versa.>®

In conclusion, the gESNA scale has good psychometric
properties, is reliable, easy to administer and provides a
total suffering score, as well as scores for the factors that
contribute to it.

Limitations and strengths

There are some limitations in this study in relation to the
interpretation and generalisability of the results. One of
the main limitations of the study is that the sample size
was smaller than recommended for an adequate psychome-
tric analysis. The hypothesised factor pattern was confirmed
by the analysis of the errors of the model; however, these
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errors encompassed a substantial portion of the variance
that was not explained by the factors, and therefore the
reliability analysis of the subscales did not fulfil all the cri-
teria to corroborate the reliability of the 3 factors. Another
limitation is the wide age range of the sample under study, a
factor that may have affected participants’ ability to under-
stand and respond based on their stage of development. On
the other hand, the internal consistency of the used scales
was acceptable, with the exception of the scale assessing
strengths and skills. (SDQ). In any case, we consider the
study has also strengths, including achieving a large sample
from the population of interest and the fact that the scale
has good psychometric properties, is easy to administer and
has a multifactorial structure fitting the multidimensional
perspective of suffering. The research team believes it is an
advance in the field and a starting point for further research.
New studies in larger samples should be conducted to cor-
roborate these findings and making a more detailed analysis.

Conclusion

To be able to differentiate between an adaptive and a mal-
adaptive response and assess the degree of suffering to
prioritise and guide the psychological support required by
children with life-threatening or limiting diseases, simple,
reliable and feasible instruments need to be available in the
clinical care setting. Although further research is required to
confirm our results, our study demonstrates that the gESNA
is a simple and easy to use tool for the assessment of suf-
fering in children and adolescents with palliative care needs
and serves as an initial step to guide the planning and deliv-
ery of appropriate and personalised psychological and/or
multidisciplinary care, while also allowing longitudinal mon-
itoring of suffering in these children during the follow-up.
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