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Informação Clínica e sua Relação com a Qualidade de Vida em Pacientes com Câncer de Cabeça e Pescoço
La Información Clínica y su Relación con la Calidad de Vida en Pacientes con Cáncer de Cabeza y Cuello
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ABSTRACT
Introduction: Head and neck cancer treatment have a profound impact on patients’ quality of life due to physical, psychological, aesthetic, 
social and emotional sequelae. The information provided by health professionals in the continuum of the clinical process of these patients 
is seen as a key factor of quality health care and with multiple benefits in their Quality of Life. Objective: To investigate the perception 
of patients with head and neck cancer in relation to the information provided and the existence of a correlation with their quality of life. 
Method: Cross-sectional study with a sample of 38 head and neck cancer patients, selected for convenience from a potential sample of 
347 patients. The EORTC QLQ-C30 questionnaire and the EORTC QLQ-INFO25 questionnaire were applied 2 to 4 months after the 
end of the treatments. All calculations were performed with SPSS, version 24, using descriptive statistics for sample characterization and 
nonparametric tests to evaluate the possible correlation between the variables under study. Results: Patients’ perception of the information 
provided, and their quality of life is satisfactory and there is a correlation between them. Conclusion: The data obtained concur with 
those reported in the literature being possible to conclude that the information provided by health professionals is important for patients’ 
Quality of Life. Knowing the necessity these patients have of information allows to adjust the strategies of health professionals for a better 
healthcare and, consequently, their quality of life.
Key words: head and neck neoplasms; delivery of health care; patient satisfaction; quality of life.

RESUMO
Introdução: O tratamento do câncer de cabeça e pescoço tem grande 
impacto na qualidade de vida dos pacientes pelas sequelas físicas, 
psicológicas, estéticas, sociais e emocionais. A informação prestada pelos 
profissionais de saúde no continuum do processo clínico desses pacientes 
é tida como um fator-chave dos cuidados de saúde de qualidade e com 
múltiplos benefícios na sua qualidade de vida. Objetivo: Averiguar a 
percepção dos pacientes com câncer de cabeça e pescoço relativamente à 
informação prestada e a existência de correlação com a sua qualidade de 
vida. Método: Estudo transversal com amostra de 38 pacientes com câncer 
de cabeça e pescoço, selecionados por conveniência de amostra potencial 
de 347 pacientes. Recorreram-se aos questionários EORTC QLQ-C30 e 
EORTC QLQ-INFO25, aplicados dois a quatro meses após o término 
das terapias oncológicas. Todos os cálculos foram efetuados com recurso 
ao SPSS, versão 24, utilizando-se a estatística descritiva para caracterização 
da amostra e testes não paramétricos para avaliar a possível correlação entre 
as variáveis em estudo. Resultados: A percepção dos pacientes, relativa 
à informação prestada e à sua qualidade de vida, é razoável, existindo 
correlação entre ambas. Conclusão: Os dados obtidos vão ao encontro dos 
referidos na literatura, podendo-se aferir que a informação prestada pelos 
profissionais de saúde é importante para a qualidade de vida dos pacientes. O 
conhecimento das necessidades informativas permite adequar as estratégias 
dos profissionais de saúde no sentido de uma melhor prestação de cuidados 
de saúde e, consequentemente, da qualidade de vida dos pacientes.
Palavras-chave: neoplasias de cabeça e pescoço; atenção à saúde; satisfação 
do paciente; qualidade de vida.

RESUMEN
Introducción: El tratamiento del cáncer de cabeza y cuello tiene un 
profundo impacto en la calidad de vida de los pacientes debido a las secuelas 
físicas, psicológicas, estéticas, sociales y emocionales. La información que 
brindan los profesionales de la salud en el continuo del proceso clínico de 
estos pacientes es vista como un factor clave en la atención de la calidad 
de la salud y con múltiples beneficios en su calidad de vida. Objetivo: 
Investigar la percepción de los pacientes con cáncer de cabeza y cuello en 
relación a la información brindada y la existencia de una correlación con 
su calidad de vida. Método: Estudio transversal con una muestra de 38 
pacientes con cáncer de cabeza y cuello, seleccionados por conveniencia 
de una muestra potencial de 347 pacientes. Se utilizó los cuestionarios 
EORTC QLQ-C30 y EORTC QLQ-INFO25, que se aplicaron de 2 a 
4 meses después de finalizar las terapias oncológicas. Todos los cálculos 
se realizaron en SPSS, versión 24, utilizando estadística descriptiva para 
caracterizar la muestra y pruebas no paramétricas para evaluar la posible 
correlación entre las variables en estudio. Resultados: La percepción de 
los pacientes sobre la información proporcionada y su calidad de vida es 
razonable, con correlación entre ambos. Conclusión: Los datos obtenidos 
están en línea con los reportados en la literatura, y se puede verificar que la 
información brindada por los profesionales de la salud es importante para 
la calidad de vida de los pacientes. El conocimiento de las necesidades de 
información permite ajustar las estrategias de los profesionales de la salud 
en el sentido de una mejor prestación asistencial y, en consecuencia, de la 
Calidad de Vida de los pacientes.
Palabras clave: neoplasias de cabeza y cuello; atención a la salud; satisfacción 
del paciente; calidad de vida.

This article is published in Open Access under the Creative Commons 
Attribution license, which allows use, distribution, and reproduction in any 
medium, without restrictions, as long as the original work is correctly cited.
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INTRODUCTION

Currently, the oncologic disease is a public health 
problem with clear impact on the families, economy and 
society1.

Medicine advances led to early phase diagnosis and 
less invasive treatment options, minimizing sequelae and 
increasing patients’ survivorship. However, because of the 
anatomic complexity and functional importance of the 
head and neck region, the patients with this pathology 
have to cope with multiple challenges at diagnosis, pre and 
post-treatment2 which determine their quality-of-life in 
addition to inherent problems of every oncologic disease. 
As such, its evaluation is imperative in order to optimize 
decision making and patient-centered2 care that match 
their individual needs, enabling them with the required 
tools for an autonomous life3.

Thus, the clinical information given to the patient in 
the continuum of its diagnosis and treatment should be 
seen as one of the pillars of quality health care, making 
it an active agent of its clinical process. Several authors4-6 
quote the importance of giving a correct and patient-
centered clinical information as enhancer of several 
benefits that foster a better quality of life of the patient.

The evaluation of the information provided ensures 
healthcare professionals and services to know the patient’s 
actual needs and check whether their practice meets these 
demands, potentially contributing for adjustments and 
definition of strategies to improve the health outcomes 
and eventually promoting equity and consistent access 
to healthcare.

In this perspective, this study aims to investigate the 
perceptions that patients with head and neck cancer 
(HNC) in follow up at “Instituto Português de Oncologia 
de Lisboa Francisco Gentil (IPOLFG)” have about the 
information provided to them in the course of its clinical 
process and a possible correlation with their quality-of-life. 

This investigation is important since the correct 
information the patient receives allows him, among other 
aspects, to have tools that make him an active agent of its 
clinical process and at the same time, improve the clinical 
practice; the patient should be the center of the care for 
continuous improvement of the practice. 

METHOD

A cross-sectional, observational study was developed, 
the data were collected from two to four months after the 
conclusion of the protocol of oncologic therapies. 

The approval by the European Organization for 
Research and Treatment of Cancer (EORTC) was required 
to utilize the EORTC QLQ-C30 questionnaires of 

quality-of-life and perception of the information EORTC 
QLQ-INFO25 further to the approval by the Institutional 
Review Board and by “Unidade de Investigação Clínica” 
of IPOLFG, study code UIC-1240. 

The population consisted of patients with HNC 
submitted to surgery and complementary therapies – 
radiotherapy (RT) or RT + chemotherapy (CT) ‒ at 
IPOLFG between September 2018 and August 2019. 

The sample was formed by convenience according 
to the inclusion criteria: main cancer diagnosis in any 
part of the head and neck and in any stage; patients with 
HNC >18 years of age; patients submitted for the first 
time to surgical procedure for this clinical condition 
with cervical lymphadenectomy and/or RT or RT + CT; 
and patients between two and four months after the 
end of the treatment and complementary therapies. The 
exclusion criteria were: patients submitted to conserving 
surgery, patients submitted to surgical intervention 
alone without cervical lymphadenectomy, patients with 
psychological and cognitive alterations and/or with 
language impairments hindering the comprehension of 
the study and filling forms and illiterate patients.

In all, a total of 347 patients were listed after 
consulting the services of Head and Neck Surgery, 
of Otorhinolaryngology and Physical Medicine and 
Rehabilitation of IPOLFG. Upon review of their clinical 
charts and applying the inclusion criteria, a potential 
sample of 54 individuals was reached. Of these, five died, 
three failed to attend the encounter with the investigator, 
one, the clinical condition has been aggravated which 
led to hospital admission, four were illiterate, two were 
foreigners and did not understand Portuguese and one 
had reduced visual acuity. Eventually, 38 patients with 
HNC were eligible (Figure 1).

The patients selected were contacted by telephone to 
schedule an encounter with the investigator when full 
information about the study were offered and an informed 
consent form was signed. Ethical issues were complied 
with throughout the study, patients’ anonymity and 
confidentiality of the data were secured.

The characterization variables were gender, age, marital 
status, education, occupation, clinical diagnosis, recurring 
clinical condition, remote metastases and options of 
oncologic treatment. A form was created to collect these 
variables based in the data reported by the patients and 
found in their chart.

The dependent variables were evaluated with the 
content of the questionnaire of quality-of-life EORTC 
QLQ-C30 (variable: global health status/quality of life ‒ 
GHS/QoL ‒ determined by scale with the same name) 
and of perception of information EORTC QLQ-INFO25 
(variables: information about the disease, medical tests, 
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Figure 1. Selection of the study sample

Captions: HNS = head and neck surgery; ORL = otorhinolaryngology; PMR = physical medicine and rehabilitation.

treatments and other services, how the information was 
given and satisfaction with it), both validated for the 
Portuguese population7-9.

The questionnaire QLQ-C30 developed by EORTC is 
a specific instrument for oncologic patients with domains 
common to different types of malignant neoplasms 
and their treatments10, ensuring the evaluation of the 
perception of its quality-of-life. According to Pimentel11, 
it is the most utilized questionnaire in Europe and 
widely adopted worldwide, a self-administered, clear, 
short, easily applicable questionnaire and simple to fill. 
The questionnaire of quality-of-life EORTC QLQ-C30 
as concluded by Arraras et al.4 and Bozec et al.6, is an 
instrument validated and translated in several countries, 
widely applied in interventions of clinical trials and 
individual monitoring11. The translation and validation 
for the Portuguese population was made by Ferreira8 and 
Pais-Ribeiro et al.9 and approved by EORTC, one of the 
most utilized questionnaires in studies of this area and in 
the Portuguese population.

EORTC QLQ-C30 is a modular approach 
questionnaire to assess the most relevant aspects for 
great part of oncologic diseases, however, because of the 
specificities of each cancer, specific modules must be 
utilized for more accurate evaluation11. For the Portuguese 
population, some modules were translated and validated, 
among them the questionnaire EORTC QLQ-INFO25, 
which evaluates the perception the oncologic patient has 
about the volume of information he receives in the course 
of the clinical process since the diagnosis until the end 
of the treatment.

According to Arraras et al.5, this instrument can be 
used in different situations and timing as in routine 
clinical practice, investigation, at the evaluation of the 
system of disclosing the information of a department/
oncologic service, both nationally and internationally. 
Arraras et al.4 validated the questionnaire internationally 
and Matos7 translated and validated the questionnaire for 
the Portuguese population in the version EORTC QLQ-
INFO26, which eventually resulted in the final version 
EORTC QLQ-INFO25.

The final version was validated, consented and 
approved by EORTC12,13. It is an easy-to-understand 
25-items short instrument, preferentially auto filled and 
applied together with EORTC QLQ-C307. 

The global score of this questionnaire ranges between 
0 and 100, the higher values correspond to large amount 
of information received, wish to receive more information 
and more satisfaction of the patient3.

Matos7 reinforces that, further to the global score, 
the questionnaire of perception of the information 
EORTC QLQ-INFO25 allows direct comparison among 
multi-items scales, higher scores mean higher level of 
information.

Data collection occurred between April 15 and July 
26, 2019.

Statistical Package for the Social Sciences (SPSS), 
version 24 was utilized for descriptive statistics to 
characterize the sample and analyze the data, and 
inferential statistics to investigate correlations. The tests 
of hypothesis were determined for level of significance of 
5% and confidence intervals of 95%.
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RESULTS

The sample consisted of 38 individuals (35 males and 
three females), with mean age of 60,658±9,979 years, 
mostly married (57.9% of the sample).

The majority of the study sample used tobacco 
(92.1%) and alcohol (78.9%) and the human papilloma 
virus (HPV) was detected in only 10.5%.

It was found that 31.6% of the sample have completed 
high-school; great part of the participants were retired 
(57.9%), 26.3% were active and the remaining in other 
jobs (Table 1). 

Based in the clinical data of the sample (Table 2), 
larynx tumor was the most frequent (60.5% of the 
sample). HNC was diagnosed as primary tumor in 
89.5% of the sample, with remote metastasis in 15.8% 
of the cases.

Surgery combined with complementary therapies was 
adopted in 94.8% of the sample.

Table 1. Variables of sociodemographic characterization of the study sample 

Variable Categories 
Absolute 
frequency

Relative 
frequency

Descriptive statistic (n=38)

Gender
Male
Female

35
3

92.1%
7.9%

Age Years

Median: 62,000
Mean: 60,658 years
Standard deviation: 9,979 
years
Min.-Max.: 38,000- 82,000

Marital Status

Single 6 15.8%

Married 22 57.9%

Divorced 3 7.9%

Widow/Widower 1 2.6%

Stable union 6 15.8%

Tobacco use 
No 3 7.9%

Yes 35 92.1%

Alcohol use
No 8 21.1%

Yes 30 78.9%

Human 
Papillomavirus 

No 34 89.5%

Yes 4 10.5%

Education

Elementary 11 28.9%

Pre-high school 9 23.7%

High school 12 31.6%

University 6 15.8%

Occupation

Active 10 26.3%

Retired 22 57.9%

Other 6 15.8%

Perception of the Quality of Life (EORTC QLQ-C30)
The median of the score GHS/QoL was 66.667% 

(Table 3), considered moderate.
The Cronbach’s Alpha internal reliability coefficient 

was 0.904. 

Perception of the Information Received (EORTC QLQ-
INFO25)

The internal consistency was measured for each one 
of the scales and Cronbach’s Alpha coefficient was >0.70 
for all of them.

The scores of the scales information about the disease; 
about medical tests; about the treatment; about self-care; 
satisfaction with the information; and utility of the 
information presented medians greater than 50%. In 
the scale information about different health care locations, 
the median of the scores was 33.333%, which indicates 
that the patients received insufficient information about 
this subject; the medians of the score of the scale written 
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Table 2. Variables of clinical characterization of the study sample  

Variable Categories 
Absolute 
frequency

Relative 
frequency

Descriptive 
statistic (n=38)

Clinical diagnosis

Larynx tumor 23 60.5%

Oropharynx tumor (base of 

the tongue, amygdala and 

adenoids)

5 13,2%

Hypopharynx tumor 3 7.9%

Tumor of the oral cavity and 

mobile tongue 
3 7.9%

Tumor of salivary glands 2 5.3%

Bone, maxillofacial and 

odontogenic tumor 
1 2.6%

Recurring clinical 
condition 

Tumor of the ear 1 2.6%

No 34 89.5%

Remote metastasis 
Yes 4 10.5%

No 32 84.2%

Treatment options

Yes 6 15.8%

Surgery 2 5.3%

Surgery + RT 16 42.1%

Surgery + RT + CT 18 47.4%

RT+ CT + surgery 2 5.3%

Captions: RT = radiotherapy; CT = chemotherapy.

information was 100%, 0.000% for the scale information 
in CD/cassette/video, and for the scale wish to receive more 
information, respectively and 100% for the score of the 
scale wish to receive less information. Based in this, it was 
found that the patients received written information, 
but it wasn’t offered to them the option of receiving in 
digital format. For the amount of information, it has been 
revealed that most of the patients did not wish to have 
received less information about their clinical process and 
they expressed the wish of receiving more clarification 
(Table 3).

The median of the global score of the questionnaire 
was 55.324%, although positive was close to upper limit 
of positivity of 50%, suggesting that the information 
provided to the patient in the course of its clinical process 
is correct, however, can be improved in regard to the 
amount and how it is provided.

Correlation of the scales of EORTC QLQ-INFO25 with the 
score GHS/QoL of EORTC QLQ-C30

With Spearman’s correlation (Table 4), it was 
concluded that there was statistically significant correlation 

between the score GHS/QoL and the information about 
medical tests (R=0.323, p<0.05) and the satisfaction with 
the information (R=0.456, p<0.01). These results indicate 
that who has more information about medical exams and 
who is satisfied with the information received have better 
quality-of-life.

The value of p>0.05 in the threshold of significance 
(R=0.311, p<0.10) suggests a possible correlation between 
the score of GHS/QoL and the global score of the 
questionnaire of perception of information that may be 
considered moderate according to Spearman’s coefficient. 
In global terms, who received more information appears 
to have better quality-of-life. 

DISCUSSION 

Although the numbers reached by the present study are 
slightly greater than the literature, this is a pathology most 
common in males and in the sixth decade of life. Bozec et 
al.6 found that it was more frequent in males (75% of the 
sample) younger than 65 years old. In Portugal14, most of 
the individuals were males with mean age of 58.1 years.
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Table 3. Descriptive statistic and internal consistency of the score GHS/QoL of the questionnaire of quality-of-life EORTC QLQ-C30 and of 
the questionnaire of perception of information EORTC QLQ-INFO25 (different scales and global score), in the period of 2-4 months after 
the end of the treatment 

Score Descriptive statistics Cronbach’s Alpha

GHS/QoL

Median: 66.667
Mean: 66.008
Standard deviation: 22.123
Min.-Max.: 16.67- 100.0

0.904

Information about the disease

Median: 62.500
Mean: 60.746
Standard deviation: 26.770
Min.-Max.: 8.33 - 100.00

0.873

Information about medical tests 

Median: 66.667
Mean: 64.912
Standard deviation: 26.157
Min.-Max.: 0.00 - 100.00

0.875

Information about the treatment Median: 58.333
Mean: 58.187
Standard deviation: 25.792
Min.- Max.: 11.11- 100.00

0.895

Information about other services

Median: 45.8333
Mean: 46.272
Standard deviation: 25.090
Min.- Max.: 0.00- 100.00

0.716

Information about different care clinics 

Median: 33.333
Mean: 42.983
Standard deviation: 35.436
Min.- Max.: 0.00- 100.0

*

Information about self-care 

Median: 66.667
Mean: 60.526
Standard deviation: 31.817
Min.- Max.: 0.00- 100.00

*

Written information 

Median: 100.000
Mean: 57.895
Standard deviation: 50.036
Min.- Max.: 0.00 e 100.00

*

Information in CD/Cassette/Video

Median: 0.000
Mean: 7.895
Standard deviation: 27.328
Min.- Max.: 0.00 e 100.00

*

Satisfaction with the information

Median: 66.667
Mean: 67.544
Standard deviation: 28.461
Min.- Max.: 0.00- 100.00

*

Wish to receive more information 

Median: 0.000
Mean: 28.947
Standard deviation: 45.961
Min.- Max.: 0.00 e 100.00

*

Wish to receive less information 

Median: 100.000
Mean: 94.737
Standard deviation: 22.629
Min.- Max.: 0.00 e 100.00

*

continues
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Score Descriptive statistics Cronbach’s Alpha

Utility of the information

Median: 66.667

Mean: 74.561

Standard deviation: 26.206

Min.- Max.: 33.33- 100.00

*

Global 
EORTC QLQ-INFO25

Median: 55.324

Mean: 55.434

Standard deviation: 16.162

Min.- Max.: 22.69- 91.67

0.733

Captions: GHS/QoL = Global Health Status/Quality of Life; EORTC = European Organization for Research and Treatment of Cancer; QLQ = questionnaires of 
quality of life; Min. = minimum; Max = maximum. 
(*) Cronbach’s Alpha was not calculated.  

Note: 0.00% ‒ Poor; 100.00% ‒ Very good. Except in the scales of written information and the information in CD/Video/Cassette, when 0% did not receive the 
information and 100% did and in those for wish to receive more and less information where 0% is yes and 100%, no.

Table 3. continuation

To a great extent, the study sample consisted of 
married individuals (57.9%), similar to what was found 
in the study of Estêvão et al.14, where it was confirmed 
that married individuals were a great portion of the sample 
(62.2%). Family structure, although barely referred in 
the literature when associated with this type of tumor14, 
is an important aspect because strong family support 
can impact the adherence to the treatments, respect 
medications schedule and control of other comorbidities14. 
This concept was corroborated along the study because the 
patients without family support had worse survivorship 
rates14.

Education level of the patients of the study sample is 
higher than referred in the literature6,14, which indicates 
that this type of cancer is not associated with poor 
education and low socioeconomic conditions. Several 
authors14-16 indicated that low education level should be 
considered most of all when associated with tobacco and 
alcohol use, leading to a twofold higher risk of developing 
HNC16. Despite some variation among countries, large 
portion of the patients in Portugal (82.5%) completed 
the elementary school and illiteracy is 6.7%14. The present 
study found that 31.6% of the sample had completed high 
school, 15.8%, completed university, of which some of 
them attended graduate courses. 

This group of patients can also be defined by their 
professional activity because apparently the exposure at the 
job may account for the appearance and development of 
this pathology. Only the work status classified as actives, 
retired and other (unemployed or temporary off-job) 
was investigated in this study. Active employed patients 
represented 26.3% of the sample, slightly below the range 
from 30.8%14 to 39.0%6 found in the literature. Great 
part of the study sample consisted of retired (57.9%), 
above the level found by Estêvão et al.14 (33.1%). These 
authors14 have also concluded that 36.12% of the patients 

Table 4. Spearman’s Correlation between the questionnaire of 
perception of information EORTC QLQ-INFO25 and the score GHS/
QoL of the questionnaire of quality-of -life EORTC QLQ-C30

Score Score GHS/QoL

Information about the 
disease 

0.175
Value of p=0.295

Information about medical 
tests 

0.323**
Value of p=0.048

Information about the 
treatments 

0.209
Value of p=0.209

Information about other 
services 

0.189
Value of p=0.256

Information about different 
locations where care was 
provided 

0.265
Value of p=0.108

Information about self-care
0.098
Value of p=0.559

Written information 
0.161
Value of p=0.334

Information in CD/Cassette/
Video

 -0.036
Value of p=0.829

Satisfaction with the 
information

0.456*
Value of p=0.004

Receive more infornation
0.121
Value of p=0.468

Receive less infornation
-0.263
Value of p=0.111

Utility of the information
0.214
Value of p=0.196

Global 
EORTC QLQ- INFO25

0.311***
Value of p=0.058

Captions: GHS/QoL = Global Health Status/Quality of Life; EORTC 
= European Organisation for Research and Treatment of Cancer; QLQ = 
questionnaires of quality of life.
(*) The correlation is statistically significant for p<0.01.
(**) The correlation is statistically significant for p<0.05.
(***) The correlation is statistically significant for p<0.10.
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were recipients of disease/impairment or unemployment 
benefits in contrast with the present study which found 
only 15.8% of the patients sharing this same condition.

It appears to be a consensus that tobacco and alcohol 
use are the major risk factors of HNC. The study sample 
was mostly formed by smokers (92.1%) and alcohol users 
(78.9%), similar to the existing literature where 91.2% of 
the individuals used alcohol and 81.00%, tobacco (70% 
are current smokers and 11.0% ex-smokers)14.

HPV is another pathogenesis factor for HNC to be 
considered. Comparatively with the current literature, the 
virus-related infection, as found in the present study, was 
detected in 10.5% of the sample, lower than reported, 
although an important signal. This infection accounts 
for 17-56% of the cancers of oropharynx in developed 
countries and for 13% in the less developed17. Other 
studies18,19 report that in the United States of America, 
this association refers to 40%-80% of oropharynx cancers.

Great number of the cases were larynx tumors 
(60.5% of the sample) followed by oropharynx (13.2%), 
hypopharynx (7.9%) and oral cavity and tongue (7.9%) 
while analyzing the clinical characteristics. These results 
concur with the expected and quite similar to a study 
carried out in Portugal14, where the incidence showed the 
same numbers but in different percentages. Data available 
at the “Registro Oncológico Nacional (RON)”20, for 2009 
showed this same finding, where larynx tumor is the most 
incident in Portugal for both men and women. In contrast, 
the International Agency for Research on Cancer (IARC)21 
concluded that in Portugal in 2018, the most frequent 
HNC was in the lip/oral cavity and larynx ranked second.

Patients with HNC have high level of new primary 
tumors, relapses and synchronous tumor or metastases 
of the upper aerodigestive tract strongly related to the 
tobacco and alcohol-induced carcinogenetic molecular 
mechanisms15. The scenario expected for this study did 
not materialize as most of the patients did not relapse or 
presented remote metastasis, which can be justified by 
better awareness of the population with early diagnosis and 
possible timely referral for specialized hospitals. Estêvão 
et al.14 affirm that the motives for more advanced stages 
of the disease found in their study sample are the delay in 
seeking medical care and prompt referral. Nearly 50% of 
the individuals with advanced stages of the disease will likely 
relapse within two years after the treatment as the literature 
refers and that 2%-10% of the patients will be diagnosed 
with synchronous tumors in the head and neck15. The risk 
of the second tumor in the digestive tract is four-fold higher 
in smokers than in non-smokers or ex-smokers, with low 
relapse of HNC associated with positive HPV15. 

Treatment options are based in the clinical evaluation, 
tumor staging, comorbidities and overall condition of the 

patient22 and experience of the physician23. In the study 
sample, 94.8% of the patients were submitted to surgery 
with RT and/or CT, however, the discussion of these 
data is difficult because it has nuances associated with the 
clinical characteristics of the sample. However, in despite 
of medical advances in investigating other modalities, 
surgery, RT and CT are primordial in these clinical cases, 
it is known that 50%-70% of the patients receive RT alone 
or in combination with surgery and/or CT24. 

According to EORTC QLQ-INFO25, one of the 
forms of interpretation of the values obtained is to 
compare with reference numbers of the questionnaire 
of quality-of-life EORTC QLQ-C30 determined by 
the organization. However, the reference values utilized 
patients in the pre-treatment period as baseline who were 
not submitted to any surgical or therapeutic approach25. 

In relation to the scale GHS/QoL for patients with 
HNC of both genders and for all age ranges, EORTC 
indicates mean score of 64.1 and median of 66.726. 
Comparing the numbers calculated with the reference, 
the median were similar, with a slight increase of the 
mean score of the present study. In other studies with 
patients with HNC, it was revealed that after the oncologic 
treatments, the score of the scale global health status/
quality-of-life had a mean value of 57.927 and 61.06, both 
below this study. They evaluated the quality-of-life of 
patients in the pre-treatment period, which allowed to 
verify that there were no relevant changes in the perception 
of the quality-of-life between the two periods, similar 
to what other authors have concluded28,29. Comparing 
the numbers of the present study with the studies 
aforementioned, the patients have a better perception of 
their GHS/QoL, but as it was not evaluated in the period 
before the treatments, it is not possible to evaluate whether 
there was deterioration. In view of the conclusions of other 
studies, it is believed that the perception remains quite 
identical in the two periods, which eventually concurs 
with EORTC reference values. 

The analysis of the internal consistency concurs with 
other studies which utilized this measurement instrument 
for patients with HNC6,27, whose values are 0.88-0.95.

The evaluation of the internal consistency of the scales 
and the global score of the questionnaire of perception 
of the information EORTC QLQ-INFO25 showed a 
Cronbach’s alpha coefficient of >0.70, considered a good 
internal consistency6. Similar data were encountered 
in studies which enrolled only patients with HNC6,27 
and in studies which included different oncologic 
pathologies4,30-32.

While analyzing the patients’ perception of the 
information within two-to-four months after the end 
of the treatment, it was reached a global score of the 
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questionnaire of perception of information EORTC 
QLQ-INFO25 of 55.324 (median), with mean of 
55.434±16.162, which can be considered a reasonable 
result. Lower results were encountered in studies with 
patients with HNC whose global scores in the range 
from 37.2 and 42.56,27, as well as in studies with different 
oncologic pathologies whose global score was within 43.84 
and 45.910. 

The studies about information in patients with 
HNC6,27 always address, at least, two moments of 
evaluation (before and after the treatment) appraising 
the difference of their perception of information. For 
comparison with the current study, only data of post-
treatment of these studies were obtained, collected in 
different moments than the present study.

It has been confirmed that they have much information 
about the disease, medical tests, treatments, mechanisms of 
self-care and that they were satisfied with the information 
they received, being quite useful in their perspective. In 
contrast, the patients affirmed they have received some 
information about other services and different health 
care clinics, contrary to the data obtained in another 
study6. The written information was handed over to more 
than half of the sample, most of them reported they did 
not receive in digital format. Regardless of the scores 
indicating a quite fair perception of the information, 
in fact, the patients reported they wished to have more 
information, and as expected, they did not wish to receive 
less information.

Comparing the mean scores of the scales of the 
questionnaire of perception of information EORTC 
QLQ-INFO25 with the referenced studies6,27, it was 
found that the present sample had higher scores for all 
the parameters evaluated. Although improvements in 
providing the information still need to be made, the health 
care givers following up the patients with this pathology 
have considered their necessity for information.

It was possible to find that only some correlation 
exist among the score of GHS/QoL and the scales and 
global score of the questionnaire of perception of the 
information EORTC QLQ-INFO25, similar to what 
was reported by Bozec et al.6 and Arraras et al.4, who 
concluded that it was probable, because each one of these 
instruments evaluates different concepts. It was found 
that there is correlation among the information about 
medical exams and the perception of quality-of-life and 
among the latter and satisfaction with the information 
received. It was also detected a suggestive possible 
correlation among the amount of information received 
and the perception the patient has about quality-of-life. 
This happens because the patients well informed about 
the medical exams to be performed and the results are 

more able to better handle and control their clinical status 
and manage the disease choosing the better strategies to 
cope, minimizing the discomfort and promoting the 
well-being, which necessarily contributes for a better 
perception of the quality-of-life33. Therefore, satisfaction 
with the information received may indicate that health 
professionals succeeded in meeting the patients’ needs of 
information, helping them to understand the nature, the 
extent and prognosis of the disease, potential outcome 
of the treatment and how to deal with the changes the 
clinical condition brought into their lives and of those 
who live with them. 

The small size of the sample is a limitation of the 
study, it is the result of meeting the schedules (a scholar 
study) and the long time taken by the “Unidade de 
Investigação Clínica” and the Institutional Review 
Board of IPOLFG to approve the study. Even with a 
small sample by convenience, the results are innovative 
and important for the Portuguese clinical practice, in 
concurrence with the international literature. Another 
limitation is its cross-sectional approach which impedes 
the comparison of the results with the results of other steps 
of the patients’ clinical process. Lastly, the memory bias, 
given that the questionnaire of perception of information 
EORTC QLQ-INFO25 evaluates the perception of the 
information the patient has at a certain moment of its 
clinical process.

CONCLUSION

In addition to the current population profile of this 
disease, it was possible to find that these patients have a 
reasonable perception of the quantity of the information 
given to them. However, improvements need to be made 
in diagnosis and medical tests, treatments, other services 
and mechanisms of self-care. Still, the information 
provided and the satisfaction with it is associated with 
the quality-of-life of these patients.

These data are important for clinical practice because 
they allow health caregivers to develop strategies of 
surveillance, awareness campaigns and/or screening of a 
specific population, promoting better health outcomes. 
In addition, while disclosing information about different 
areas, the perception and satisfaction of these professionals 
are encouraged, giving them opportunities to develop 
strategies that meet the needs and interests of the patients 
ensuring that they have the correct information. The 
changes in clinical practice that potentially may result 
from this knowledge ensure equity and improved access 
to healthcare and quality in health. 

This understanding can be beneficial for health 
services since well-informed patients will possibly require 
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less medical care, reducing the number of consultations 
and avoidable hospitalizations, which will eventually cut 
health costs.

CONTRIBUTIONS

All the authors contributed to the study design/
conception, acquisition, analysis and interpretation of 
the data, wording and critical review. They approved the 
final version to be published.

DECLARATION OF CONFLICT OF INTERESTS

There is no conflict of interests to declare.

FUNDING SOURCES

None.

REFERENCES

1.	 Khoshnood Z, Dehghan M, Iranmanesh S, et al. 
Informational needs of patients with cancer: a qualitative 
content analysis. Asian Pac J Cancer Prev. 2019;20(2):557-
62. doi: https://doi.org/10.31557/APJCP.2019.20.2.557

2.	 Majid A, Sayeed BZ, Khan M, et al. Assessment 
and improvement of quality of life in patients 
undergoing treatment for head and neck cancer. 
Cureus. 2017;9(5):e1215. doi: https://doi.org/10.7759/
cureus.1215

3.	 Lamprecht J, Thyrolf A, Mau W. Health-related quality 
of life in rehabilitants with different cancer entities. Eur 
J Cancer Care (Engl). 2017;26(5):e12554. doi: https://
doi.org/10.1111/ecc.12554

4.	 Arraras JI, Greimel E, Sezer O, et al. An international 
validation study of the EORTC QLQ-INFO25 
questionnaire: an instrument to assess the information 
given to cancer patients. Eur J Cancer. 2010;46(15):2726-
38. doi: https://doi.org/10.1016/j.ejca.2010.06.118

5.	 Arraras JI, Greimel E, Chie WC, et al. Information 
disclosure to cancer patients: EORTC QLQ-INFO25 
questionnaire. Expert Rev Pharmacoecon Outcomes 
Res. 2011;11(3):281-6. doi: https://doi.org/10.1586/
erp.11.29

6.	 Bozec A, Schultz P, Gal J, et al. Evaluation of the 
information given to patients undergoing head and 
neck cancer surgery using the EORTC QLQ-INFO25 
questionnaire: a prospective multicentric study. Eur J 
Cancer. 2016;67:73-82. doi: https://doi.org/10.1016/j.
ejca.2016.08.005

7.	 Matos MAF. Informação ao doente oncológico: 
validação da versão portuguesa do questionário EORTC 
QLQ-INFO26 [dissertação na Internet]. Lisboa (PT): 
Faculdade de Medicina de Lisboa, Universidade de 

Lisboa; 2010 [acesso 2019 ago 20]. Disponível em: 
https://hdl.handle.net/10451/2700

8.	 Ferreira PL. The Portuguese version of the EORTC 
QLQ-C30. In: 10th International Meeting of European 
Society of Gynaecological Oncology [Internet]; 1997 Apr 
26-May 2; Coimbra, Portugal. Bologna, Itália: Monduzzi 
editore; 1997 [cited 2019 ago 20]. p. 527-32. Available 
from: https://hdl.handle.net/10316/9948

9.	 Pais-Ribeiro J, Pinto C, Santos C. Validation study of 
the Portuguese version of the QLC-C30-V.3. Psicol 
Saúde Doenças [Internet]. 2008 [cited 2019 ago 
20];9(1):89-102. Available from: https://hdl.handle.
net/10400.12/1077

10.	Arraras JI, Manterola A, Hernández B, et al. The EORTC 
information questionnaire, EORTC QLQ-INFO25. 
Validation study for Spanish patients. Clin Transl Oncol. 
2011;13(6):401-10. doi: https://doi.org/10.1007/
s12094-011-0674-1

11.	Pimentel FL. Qualidade de vida e oncologia. Coimbra: 
Edições Almedina; 2006.

12.	EORTC Quality of Life Unit [Internet]. Brussels (BE): 
EORTC; [date unknown]. List of Questionnaires; [cited 
2018 Sept 23]. Available from: https://qol.eortc.org/
questionnaires

13.	European Organisation for Research and Treatment 
of Cancer [Internet]. Brussels (BE): EORTC; [date 
unknown]. List of Questionnaires; [cited 2018 
Sept 23]. Available from: https://qol.eortc.org/
questionnaires/

14.	Estêvão R, Santos T, Ferreira A, et al. Características 
epidemiológicas e demográficas dos doentes portadores de 
tumores da cabeça e pescoço no norte de Portugal: impacto 
na sobrevivência. Acta Med Port. 2016;29(10):597-604. 
doi: https://doi.org/10.20344/amp.7003

15.	Rettig EM, D’Souza G. Epidemiology of head and neck 
cancer. Surg Oncol Clin N Am. 2015;24(3):379-96. doi: 
https://doi.org/10.1016/j.soc.2015.03.001

16.	Conway DI, Brenner DR, McMahon AD, et al. 
Estimating and explaining the effect of education and 
income on head and neck cancer risk: INHANCE 
consortium pooled analysis of 31 case-control studies 
from 27 countries. Int J Cancer. 2015;136(5):1125-39. 
doi: https://doi.org/10.1002/ijc.29063

17.	Shield KD, Ferlay J, Jemal A, et al. The global incidence 
of lip, oral cavity, and pharyngeal cancers by subsite in 
2012. CA Cancer J Clin. 2017;67(1):51-64. doi: https://
doi.org/10.3322/caac.21384

18.	Mourad M, Jetmore T, Jategaonkar AA, et al. 
Epidemiological trends of head and neck cancer in 
the United States: a SEER population study. J Oral 
Maxillofac Surg. 2017;75(12):2562-72. doi: https://doi.
org/10.1016/j.joms.2017.05.008

19.	Marur S, D’Souza G, Westra WH, et al. HPV-associated 
head and neck cancer: a virus-related cancer epidemic. 

https://doi.org/10.31557/APJCP.2019.20.2.557
https://doi.org/10.7759/cureus.1215
https://doi.org/10.7759/cureus.1215
https://doi.org/10.1111/ecc.12554
https://doi.org/10.1111/ecc.12554
https://doi.org/10.1016/j.ejca.2010.06.118
https://doi.org/10.1586/erp.11.29
https://doi.org/10.1586/erp.11.29
https://doi.org/10.1016/j.ejca.2016.08.005
https://doi.org/10.1016/j.ejca.2016.08.005
https://hdl.handle.net/10451/2700
https://hdl.handle.net/10316/9948
https://hdl.handle.net/10400.12/1077
https://hdl.handle.net/10400.12/1077
https://doi.org/10.1007/s12094-011-0674-1
https://doi.org/10.1007/s12094-011-0674-1
https://qol.eortc.org/questionnaires
https://qol.eortc.org/questionnaires
https://qol.eortc.org/questionnaires/
https://qol.eortc.org/questionnaires/
https://doi.org/10.20344/amp.7003
https://doi.org/10.1016/j.soc.2015.03.001
https://doi.org/10.1002/ijc.29063
https://doi.org/10.3322/caac.21384
https://doi.org/10.3322/caac.21384
https://doi.org/10.1016/j.joms.2017.05.008
https://doi.org/10.1016/j.joms.2017.05.008


Clinical Information and Quality of Life of Patients with HNC

Revista Brasileira de Cancerologia 2022; 68(2): e-111936	 11

Lancet Oncol. 2010;11(8):781-9. doi: https://doi.
org/10.1016/S1470-2045(10)70017-6

20.	Registo Oncológico Nacional de todos os tumores 
malignos na população residente em Portugal, em 2009 
[Internet]. Lisboa: Instituto Português de Oncologia de 
Lisboa de Francisco Gentil; 2015 [acesso 2019 jun 3]. 
Disponível em: https://ron.min-saude.pt/media/2102/
ron-2009.pdf

21.	International Agency for Research on Cancer. Lip, oral 
cavity: Globocan 2020 [Internet]. Lyon, France: IARC, 
WHO; 2020 Dec [cited 2019 May 17]. Available from: 
https://gco.iarc.fr/today/data/factsheets/cancers/1-Lip-
oral-cavity-fact-sheet.pdf

22.	Ministério da Saúde (PT), Direção-Geral da Saúde. 
Norma no 016/2015, de 21 de agosto de 2015. 
Tratamento dos tumores malignos da laringe e da 
hipofaringe [Internet]. Lisboa: Direção-Geral da Saúde; 
2015 [acesso 2019 ago 16]. Disponível em: https://
www.dgs.pt/directrizes-da-dgs/normas-e-circulares-
normativas/norma-n-0162015-de-21082015.aspx

23.	Lo Nigro C, Denaro N, Merlotti A, et al. Head and neck 
cancer: improving outcomes with a multidisciplinary 
approach. Cancer Manag Res. 2017;9:363-71. doi: 
https://doi.org/10.2147/CMAR.S115761

24.	Alicikus ZA, Akman F, Ataman OU, et al. Importance 
of patient, tumour and treatment related factors on 
quality of life in head and neck cancer patients after 
definitive treatment. Eur Arch Otorhinolaryngol. 
2009;266(9):1461-8. doi: https://doi.org/10.1007/
s00405-008-0889-0

25.	Fayers PM, Aaronson NK, Bjordal K, et al. The EORTC 
QLQ-C30 scoring manual [Internet]. 3rd ed. Brussels 
(BE): European Organisation for Research and Treatment 
of Cancer; c2001 [cited 2019 ago 20]. Available from: 
https://www.eortc.org/app/uploads/sites/2/2018/02/
SCmanual.pdf

26.	Scott N, Fayers PM, Aaronson NK, et al. EORTC 
QLQ-C30: reference values [Internet]. Brussels (BE): 
European Organisation for Research and Treatment of 
Cancer; 2008 July [cited 2019 ago 20]. Available from: 
https://www.eortc.org/app/uploads/sites/2/2018/02/
reference_values_manual2008.pdf

27.	Bozec A, Schultz P, Gal J, et al. Evaluation of the 
information given to patients undergoing total 
pharyngolaryngectomy and quality of life: a prospective 
multicentric study. Eur Arch Otorhinolaryngol. 
2019;276(9):2531-9. doi: https://doi.org/10.1007/
s00405-019-05513-6

Associate-Editor: Daniel Cohen. Orcid iD: https://orcid.org/0000-0002-0089-1910
Scientific-Editor: Anke Bergmann. Orcid iD: https://orcid.org/0000-0002-1972-8777

28.	Bozec A, Poissonnet G, Chamorey E, et al. Quality of 
life after oral and oropharyngeal reconstruction with a 
radial forearm free flap: prospective study. J Otolaryngol 
Head Neck Surg. 2009;38(3):401-8. Cited in: PubMed; 
PMID 19476775.

29.	Infante-Cossio P, Torres-Carranza E, Cayuela A, et al. 
Quality of life in patients with oral and oropharyngeal 
cancer. Int J Oral Maxillofac Surg. 2009;38(3):250-5. 
doi: https://doi.org/10.1016/j.ijom.2008.12.001

30.	Asadi-Lari M, Ahmadi Pishkuhi MA, Almasi-Hashiani 
A, et al. Validation study of the EORTC information 
questionnaire (EORTC QLQ-INFO25) in Iranian 
cancer patients. Support Care Cancer. 2015;23(7):1875-
82. doi: https://doi.org/10.1007/s00520-014-2510-y

31.	Tabchi S, El Rassy E, Khazaka A, et al. Validation of 
the EORTC QLQ-INFO 25 questionnaire in Lebanese 
cancer patients: is ignorance a Bliss? Qual Life Res. 
2016;25(6):1597-604. doi: https://doi.org/10.1007/
s11136-015-1201-6

32.	Püsküllüoğlu M, Tomaszewski KA, Zygulska AL, 
et al. Pilot testing and preliminary psychometric 
validation of the Polish translation of the EORTC 
INFO25 questionnaire: validation of the Polish 
version of INFO25-pilot study. Appl Res Qual Life. 
2014;9(3):525-35. doi: https://doi.org/10.1007/
s11482-013-9250-x

33.	McCaughan E, McKenna H. Information-seeking 
behaviour of men newly diagnosed with cancer: a 
qualitative study. J Clin Nurs. 2007;16(11):2105-13. 
doi: https://doi.org/10.1111/j.1365-2702.2006.01785.x

Recebido em 5/5/2021
Aprovado em 26/7/2021

https://doi.org/10.1016/S1470-2045(10)70017-6
https://doi.org/10.1016/S1470-2045(10)70017-6
https://ron.min-saude.pt/media/2102/ron-2009.pdf
https://ron.min-saude.pt/media/2102/ron-2009.pdf
https://gco.iarc.fr/today/data/factsheets/cancers/1-Lip-oral-cavity-fact-sheet.pdf
https://gco.iarc.fr/today/data/factsheets/cancers/1-Lip-oral-cavity-fact-sheet.pdf
https://www.dgs.pt/directrizes-da-dgs/normas-e-circulares-normativas/norma-n-0162015-de-21082015.aspx
https://www.dgs.pt/directrizes-da-dgs/normas-e-circulares-normativas/norma-n-0162015-de-21082015.aspx
https://www.dgs.pt/directrizes-da-dgs/normas-e-circulares-normativas/norma-n-0162015-de-21082015.aspx
https://doi.org/10.2147/CMAR.S115761
https://doi.org/10.1007/s00405-008-0889-0
https://doi.org/10.1007/s00405-008-0889-0
https://www.eortc.org/app/uploads/sites/2/2018/02/SCmanual.pdf
https://www.eortc.org/app/uploads/sites/2/2018/02/SCmanual.pdf
https://www.eortc.org/app/uploads/sites/2/2018/02/reference_values_manual2008.pdf
https://www.eortc.org/app/uploads/sites/2/2018/02/reference_values_manual2008.pdf
https://doi.org/10.1007/s00405-019-05513-6
https://doi.org/10.1007/s00405-019-05513-6
https://doi.org/10.1016/j.ijom.2008.12.001
https://doi.org/10.1007/s00520-014-2510-y
https://doi.org/10.1007/s11136-015-1201-6
https://doi.org/10.1007/s11136-015-1201-6
https://doi.org/10.1007/s11482-013-9250-x
https://doi.org/10.1007/s11482-013-9250-x
https://doi.org/10.1111/j.1365-2702.2006.01785.x

	_GoBack
	_GoBack
	_Hlk100223016
	_GoBack
	_Hlk101795145
	_Hlk67344244
	_Hlk67344130
	_Hlk67344177
	_Hlk67344523
	_Hlk64580431
	_GoBack
	_Hlk66054512
	_Hlk64234877
	_Hlk101882385
	_GoBack
	_ENREF_52
	_Hlk100237229
	_Hlk100234486
	_heading=h.30j0zll
	_heading=h.1fob9te
	_Hlk103082448
	_GoBack
	_Hlk103613632
	_GoBack
	_Hlk103866092
	_GoBack
	_Hlk103691931
	_Hlk103677514
	_Hlk103853113
	_GoBack
	_Hlk103614367
	_heading=h.cnp2uqyh3om6
	_heading=h.uta8u43v4ow2
	_heading=h.5uhjqpx1k1zw
	_heading=h.265k3u3xit3y
	_heading=h.p5nf063gnt5i
	_heading=h.30j0zll
	_heading=h.gjdgxs
	_Hlk104383419
	_GoBack
	_heading=h.3znysh7
	_Hlk103343088
	_Hlk103344746
	m_4231784743509473919__Hlk103600831
	_Hlk103600831
	_Hlk103598563
	_Hlk104383138
	OLE_LINK1
	OLE_LINK2
	_Hlk103171807
	_GoBack
	_Hlk103093945
	_heading=h.3dy6vkm
	_Hlk104462901
	_Hlk103853804
	_GoBack
	_Hlk103781258
	_Hlk61267896
	_Hlk74651901
	_30j0zll
	_Hlk84450519
	_Hlk84430571
	_Hlk84450590
	_3znysh7
	_Hlk84451858
	_Hlk84432513
	_Hlk84452410
	_Hlk84452124
	_Hlk71721803
	_GoBack
	move104892484
	move104895122
	move1048951221
	_Hlk103161165
	_Hlk105069123
	_GoBack
	_Hlk44336967
	_Hlk104390889
	_Hlk105409710
	_Hlk104901306
	_Hlk105502509
	_Hlk104452172
	_Hlk104813221
	_GoBack
	_Hlk104993553
	_Hlk104994397
	affiliations
	_Hlk104814051
	_Hlk70672559
	_Hlk70672924
	_Hlk103173090
	_Hlk106011570
	_GoBack
	_Hlk105077559
	_Hlk70673310
	_Hlk103173090
	_Hlk105671342
	_GoBack
	_Hlk103173090
	_GoBack
	_Hlk106095653
	_Hlk86142130
	_Hlk85561773
	_z337ya
	_3j2qqm3
	_Hlk82336646
	_ihv636
	_2grqrue
	_vx1227
	_Hlk103173090
	_GoBack
	_Hlk106021791
	_Hlk105604072
	_Hlk103173090
	_Hlk106108131
	_GoBack
	_Hlk106098617
	_Hlk106098819
	_Hlk106196989
	_Hlk106195577
	_GoBack
	_Hlk76227845
	_heading=h.gjdgxs
	_Hlk100067641
	_GoBack
	_Hlk100749513
	_Hlk79581114
	_Hlk79580577
	_Hlk79580676
	_Hlk79581878
	_Hlk79582068
	_Hlk79582445
	_GoBack

