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Abstract
Objective: To translate to Brazilian Portuguese and to evaluate the reliability of the Healthcare Satisfaction
(HS) Generic Module version 3.0 of the PedsQL inventory for the Brazilian culture.
Method: The methods recommended by the authors of the original version of the questionnaire were used:
1) translation by bilingual experts; 2) back translation into English and evaluation by the authors of the original
version; 3) a pilot study including 10 parents (cognitive interview); and 4) evaluation of the measurement properties
of the questionnaire. The questionnaire was administered to 60 parents of children and adolescents with chronic
diseases in key units of the Department of Pediatrics.
Results: Cronbach’s alpha ranged from 0.57 to 0.78 for all domains (information, family inclusion, communication,
technical skills, emotional needs and overall satisfaction), which confirmed good internal consistency. Test-retest
reproducibility was evaluated using 20% of the sample (Spearman correlation coefficient = 0.909). The satisfaction
score was good in all areas (> 4.3 points) except in the emotional needs domain.
Conclusion: The Brazilian version of the HS-PedsQL is a valid and reliable tool to measure the overall satisfaction
of parents and caregivers with the treatment of their children.
J Pediatr (Rio J). 2012;88(1):54-60: Chronic disease, inventory, health-related quality of life, family.

Introduction
The importance of ensuring patient satisfaction with

correlation between adherence to treatment, increased

the care received during health treatments, and issue

adherence and lower chances of changing doctors when

of great interest among medical researchers, has been

the patients are satisfied with the healthcare team. Good

discussed for a long time.1,2 Some studies1-5 have

relationships and communications between doctor, team

raised hypotheses about the main factors associated

and patient are signs of quality and may determine

with satisfaction or dissatisfaction. There is a significant

physical and mental health status.3,5-10
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The raison d’être for healthcare organizations is the

Step 4. In this phase, called field study, the

people for whom these services are provided, that is,

questionnaires, already translated and culturally adapted,

the patients. Therefore, several studies1,3-6,11 have been

were administered to a larger group of parents of children

conducted to find out and understand the wishes and

with chronic diseases. Participants were recruited during

needs of patients and their caregivers. In studies with

15 days using a convenience sampling technique. Parents

adults, lack of information has been the complaint most

were interviewed in the following hospital units: Pediatric

often associated with low satisfaction with care. However,

Rheumatology Outpatient Department, Pediatric Nephrology

few studies have been conducted to evaluate it in pediatric

Outpatient Department, Chronic Disease Ward in General

populations.3,10,12

Pediatrics, Hemodialysis Unit and Chemotherapy Unit of

Varni et al.7 developed a questionnaire to evaluate
parental satisfaction with the multidisciplinary care provided
to their children, the Healthcare Satisfaction (HS) Generic

the Pediatric Oncology Institute. The questionnaires were
coded using letters and numbers to ensure confidentiality
and participant anonymity.

Module (translated to Portuguese as Módulo de Satisfação

Participants were parents and caregivers of 2- to 18-

com o Serviço da Saúde) of the Pediatric Quality of Life

year-old children and adolescents with chronic diseases

Inventory version 3.0 (HS-PedsQL). A tool capable of

who had been followed up for at least 3 months in our

measuring treatment satisfaction should be available to

institution. Only the parents and caregivers of patients with

find out about family needs. Therefore, we translated,

a definitive diagnosis were included.

adapted culturally and evaluated the reliability of the
HS-PedsQL for use in Brazil.
Measurements
Standardized forms were used to collect demographic

Material and methods
This study was approved by the Ethics Committee of
the institution where it was conducted. All participants
signed an informed consent term before interviews and
data collection.
The guidelines for translation and validation recommended
by the authors13 of the original HS-PedsQL were followed
according to the steps described below:
Step 1. Independent translation of the original English
version of the HS-PedsQL into Brazilian Portuguese and
adaptation to the Brazilian culture by three healthcare
researchers, followed by a joint reconciliation discussion
to produce a combined version of the three translations.
At this step, the researchers made all efforts to produce a
linguistically and conceptually equivalent translation.
Step 2. The first version in Portuguese was back translated
into English by two bilingual translators and then sent to the
PedsQL project team, coordinated by Dr. James Varni, in San
Diego, CA. The suggestions and comments were accepted
and added to the Portuguese version by the researchers
during a consensus meeting.

and clinical data about the patients. To evaluate disease
severity, the attending physicians in each unit were
contacted and asked to define whether the disease was
mild, moderate or severe. The general health condition
of the child at the time of the study was assessed by
the physician and the caregiver using a visual analog
scale in which zero was excellent general condition and
10 was very poor general condition. Socioeconomic data
were collected using the criteria issued by the Associação
Brasileira de Empresas de Pesquisa (ABEP).14
The HS-PedsQL7 is a 24-item (question) inventory.
The items are grouped into six domains associated with
healthcare satisfaction: information (five items), family
inclusion (four items), communication (five items), technical
skills (three items), emotional needs (four items) and overall
satisfaction (three items). Parents chose a score from 1
to 5 after being asked whether they were satisfied with
each item, in which the scores corresponded to: 1 = never
satisfied; 2 = some times satisfied; 3 = often satisfied;
4 = almost always satisfied; and 5 = always satisfied;
or they chose “not applicable” (N/A), in which case the
item was not scored and not included in the final sum.

Step 3. Pilot study with cognitive interview was

In the case responses were not given to more than 50%

conducted, and the translated version was administered

of the items in the questionnaire, that questionnaire was

to 10 parents of 2- to 18-year-old children with a chronic

excluded from the study. We decided to administer the

disease and currently hospitalized. The responses to the

questionnaire rather than have participants self-administer

questions were evaluated to detect and correct errors and

it because of the educational level of our population. The

difficulties introduced along the translation process. The

interviewer had no previous contact with the patients or

questionnaires were administered in a quiet environment,

parents and was not part of the team responsible for

and the parents were encouraged to point out any difficulties

their treatment. For reliability, internal consistency was

in understanding, which were later discussed by the

evaluated using the Cronbach’s alpha coefficient for all the

research team.

domains, and interobserver reproducibility was tested by
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having two of the examiners administer the questionnaire

domains had low internal consistency, at 0.575 and 0.60.

to the same subgroup of participants.

All the domains showed good mean satisfaction with the
team, except emotional needs, in which the mean was 3.5

Statistical analysis
The HS-PedsQL reliability was determined according
to its internal consistency, for which Cronbach’s alpha
coefficients (≥ 0.70) were calculated for the different
domains of the module.
According to the Kolmogorov-Smirnov test, data were
nonnormally distributed, and the nonparametric KruskalWallis test was used to check the correlation between
satisfaction and disease severity. Satisfaction was also
correlated with socioeconomic status, and the level of
statistical significance was set at p < 0.05.
The Spearman test was used to analyze coherence
between data collected to check interobserver agreement,
and the level of statistical significance was set at p < 0.05.
Means and standard deviations were used for the other
analyses.
The Portuguese version of the Statistical Package for the
Social Sciences (SPSS) was used for statistical analyses.

points, and communication, with a mean of 3.9.
The analysis of severity revealed that the disease was
severe in 54% of the patients; moderate in 28%; and mild
in 18%. The results of the Kruskal-Wallis test showed that
there was a correlation between severity and satisfaction:
patients with a severe disease had a mean satisfaction
of 26.47; those with a moderate disease, 37.85%; and
those with a mild disease, 30.86% (p = 0.027).
There was no correlation between satisfaction and
socioeconomic status (Kruskal-Wallis test, p = 0.0567).
The mean score for general condition of the child at the
time of the survey according to the attending physician
was 4.6, and the standard deviation, 2.7; according to
the caregiver, 3.8 with a standard deviation of 3.1. These
findings demonstrated that the general condition of the
children was good.
The Spearman correlation coefficient for interobserver
reproducibility was almost perfect, at 0.909, for the overall
scores assigned to the questionnaires administered to 20%
of the sample.

Results
Steps 1, 2, and 3. The translation and cultural adaptation
of the HS-PedsQL were successful and a final consensus was
reached by the local team and the authors of the original
version, who authorized its use in this study.

Discussion
The main objective of this study was to translate
and validate a questionnaire that measures parents’
and caregivers’ satisfaction with the care provided by a

Mean time to administer the HS-PedsQL was 7 minutes.

multidisciplinary healthcare team to their children with

After the pilot study, changes were made that resulted in a

chronic diseases. Also, it evaluated the main difficulties

better understanding by the parents. One of the questions

faced by these parents in their relationship with the

was classified as difficult to understand by 89.7% of the

healthcare team. Healthcare professionals often do not

parents, even after changes: The amount of time spent in

self-evaluate their capacity of communication with the

helping you son/daughter in his/her return to school, which

families, which complicates treatment success.

belonged to the emotional needs domain. In general, parents
and caregivers did not understand how the healthcare team
might help in their return to school.

Several factors are associated with medical treatment
efficacy, and when the communication between healthcare
professionals and patients is good, there is greater

Step 4. The preliminary version was administered

adherence to and continuity of the treatment, as well as

to parents and caregivers of 60 children with chronic

lower chances of abandoning treatment and/or changing

diseases. Of these children, 28 were boys (46.7%). Mean

doctors or institutions.1,15 However, the practice of self-

age was 9.6 years (2), and age range was 2 to 18 years.

evaluation is not usual in most healthcare services,

Demographic data of patients and caregivers are shown in

particularly in relation to the degree of satisfaction with

Table 1. Of the parents and caregivers in the sample, 49

the care provided.5,6

(81.6%) were mothers, nine were fathers (15%) and two
were other caregivers (3.4%); 22 (36.7%) had not finished
elementary school, and 39 (65%) did not work out of the
home (Table 1). Patient distribution according to treatment
unit is shown in Table 2.

In the original HS-PedsQL,7 the authors evaluated
information, family inclusion, communication, technical
skills, emotional needs and overall satisfaction. To evaluate
the instrument’s reliability, the authors administered the
same questionnaire to the parents of 55 patients with

Cronbach’s alpha coefficients are shown in Table 3.

cancer in the Children’s Hospital of San Diego and found

Reliability and overall internal consistency was 0.786. The

a satisfactory Cronbach’s alpha for HS-PedsQL in general

calculation of Cronbach’s alpha coefficient for each domain

and a range of 0.502 to 0.819 for the various domains,

revealed that only the technical skills and family inclusion

which confirms the internal consistency of the module. In
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our study, we used the version that was translated and

times, and the Spearman correlation coefficient was 0.909,

adapted to Brazilian Portuguese in a group of parents or

which is almost perfect.

caregivers of children with chronic diseases of different
etiologies who were followed up in different units of the
Department of Pediatrics, responsible for the care provided
to a large number of patients with complex diseases in
the city of São Paulo, Brazil, as well as to patients that
come from other regions in the state and in the country. In
agreement with Varni,7 we found an acceptable Cronbach’s
coefficient for all domains (from 0.575 to 0.788) and for
the entire questionnaire (0.786).
In addition to internal consistency, we evaluated
another property of the same measurement, interobserver

In our study, we chose to administer the questionnaire
to parents and caregivers, and not to use it as a selfadministration instrument. Although the language and terms
used seem to be understood by most parents, we made
that decision because many parents had not completed
elementary school (36.6%) and the predominant social
class was low (class C – 63.4%) according to the ABEP
classification.14 In a study conducted in our service by
Terreri et al.17 to evaluate the socioeconomic impact of
rheumatic fever, they found that 17% of the parents did
not know how to read and write.

reproducibility. The HS-PedsQL was administered to 20% of

In general, the level of parental satisfaction was good,

the sample by two observers on the same day at different

with variations according to disease type and severity. More

Table 1 -

Qualitative and quantitative demographic data of the study sample (n = 60)

Qualitative variables

n

Mean

Patient sex			
Girls
32		
Boys
28		
Patient age (years)		

%

53.3
46.7

9.6

Health insurance			
No
40		
Yes
20		

66.7
33.3

Treatment unit			
Chemotherapy/Oncology
20		
Rheumatology Outpatient Department
17		
Pediatric Nursing Department
16		
Nephrology Outpatient Department
4		
Hemodialysis
3		

33.3
28.3
26.7
6.7
5.0

Parent/caregiver sex:			
Women
51		
Men
9		

85
15

Parent/caregiver age (years)		

35.4

Parent/caregiver schooling			
Incomplete elementary school
22		
Complete secondary school
16		
Complete elementary school
11		
Incomplete secondary school
5		
Complete college
3		
Incomplete college
2		
Illiterate
1		

36.7
26.7
18.3
8.3
5.0
3.3
1.7

Employed parent/caregiver			
No
39		
Yes
21		

65.0
35.0

Socioeconomic status (ABEP)			
Class C
38		
Class B
13		
Class D
8		
Class E
1		

63.4
21.6
13.3
1.7

General patient condition (from 0 to 10)			
Physician’s evaluation		
4.5
Parent/caregiver’s evaluation		
3.8
ABEP = Associação Brasileira de Empresas de Pesquisa (scale to evaluate socioeconomic status).
General patient condition: from 0 = excellent to 10 = very poor.
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Patient distribution according to treatment unit and diagnosis

Unit/clinical diagnosis

n = 60

%

Oncology
Osteosarcoma
Neuroblastoma
Acute lymphocytic leukemia
Medulloblastoma
Lymphoma
Malignant liver neoplasia
Retinoblastoma
Rhabdomyosarcoma

20
5
5
3
2
2
1
1
1

33.3
8.3
8.3
5.0
3.3
3.3
1.7
1.7
1.7

Rheumatology
Juvenile idiopathic arthritis
Dermatomyositis
Linear scleroderma
Fibromyalgia
Lupus
Systemic scleroderma
En coup de sabre scleroderma

17
8
2
2
2
1
1
1

28.3
13.3
3.3
3.3
3.3
1.7
1.7
1.7

General pediatrics
Chronic kidney failure
Sickle cell anemia
Hydrocephalus
Bronchogenic carcinoma
Ewing’s sarcoma
Aplastic anemia
Myelomeningocele/hydrocephalus
Stevens-Johnson syndrome
Crohn’s disease
Microcephaly

16
5
2
2
1
1
1
1
1
1
1

26.7
8.3
3.3
3.3
1.7
1.7
1.7
1.7
1.7
1.7
1.7

Nephrology
7
Dialysis 		
		 Chronic kidney failure
3

11.7

Conservative treatment		
		 Nephrotic syndrome
2
		 Chronic kidney failure
1
		 Bartter’s syndrome
1

5.0
3.3
1.7
1.7

severe diseases involve complex treatments, which may

The mean scores of the sample as a whole were lower

complicate communications with and understanding by

in the communication and emotional needs domains, at

the patients and their families.4,5,18 For example, the level

3.9 and 3.5. In the study conducted by Varni et al.7, the

of overall satisfaction was low among parents of children

domain with the lowest score was emotional needs. These

receiving hemodialysis despite the known efforts of the

important findings reflect several aspects of poor services and

healthcare team, whose work is a quality reference standard

dissatisfaction, and the lack of communication by healthcare

in our milieu when compared with other services.10

professionals is one of the most frequent complaints made

Some studies found that healthcare satisfaction is

by patients and their families.19 Questions and lack of

positively associated with overall health condition, that

information are the mains causes of lack of adherence

is, patients in good health are more satisfied with the

to treatment, and the poor communication between

care provided.2,4 In our study, we also found a correlation

healthcare professionals, patients and their families leads

between greater disease severity and lower satisfaction with

to dissatisfactions, insecurity, anxiety and stress.1,2,4,6,8,19

treatment. The HS-PedsQL scores were lower for patients

Some of the duties of healthcare professionals are to

with more severe diseases (53.3% of total) according

provide information about the disease and its treatment,

to the attending physician, and there was a statistically

to prepare patients and families before the performance

significant difference from patients with mild or moderate

of procedures, to adopt measures to relieve pain and

diseases (p = 0.027).

discomfort, to involve the family in the treatment process,
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Table 3 -

Mean satisfaction of parents and reliability and internal consistency according to Cronbach’s alpha coefficient (n = 60)
Mean

SD

Cronbach’s α

Information
The amount of information you received about our child’s diagnosis
The amount of information you received about the treatment and your child’s prognosis
The amount of information you received about the side effects of your child’s treatment
How fast you received information about your child’s test results
The frequency of updates on your child’s health

4.3
4.2
4.3
4.1
4.2
4.4

0.8
1.2
1.2
1.4
1.2
1.0

0.757

Family inclusion
The attention given to you and your family during your child’s treatment
The willingness to answer the questions made by you and your family
The effort to include you and your family in the discussions about your child’s care
The time spent to answer the questions that you might have about your
child’s health and treatment

4.3
4.3
4.5
4.3

0.8
1.3
1.1
1.4

0.600

4.4

1.2

Communication
The explanations given to your child about the disease and the treatment,
in a way that your child could understand
The time spent by the healthcare team to give explanations about
your child’s disease and treatment
The way the healthcare team listened to you and your concerns
Your preparation for what might occur during tests and procedures
Your child’s preparation for what might occur during tests and procedures

3.9

1.0

3.6

1.8

4.2
4.2
4.5
3.3

1.3
1.3
1.1
1.0

Technical skills
The healthcare team’s capacity in relation to your child’s needs
The efforts to make your child comfortable and free of pain as much as possible
The time spent by the team to improve the conditions before the return home

4.4
4.6
4.8
4.0

1.0
0.9
0.8
1.5

0.575

Emotional needs
The time assigned for your child to play and talk about feeling and concerns
The time spent for your child to return to school
The time spent dealing with your child’s feelings
The time spent dealing with your feelings

3.5
3.7
–
3.7
3.3

1.3
1.5
–
1.6
1.7

0.703

Overall satisfaction
The care that your child has received
Friendliness and warmth of the healthcare team
The way your child has been treated

4.6
4.6
4.5
4.6

0.7
0.9
0.9
0.9

0.788

Domain

0.711

SD = standard deviation.
Mean = from 0 (never satisfied) to 5 (always satisfied).

and to safeguard the right of the family to make decisions.8,20

level of family satisfaction and diagnose possible failures.

Parental understanding of the disease determines the way

These findings may be used to define precise interventions

the child will experience it and facilitates the work of the

in one or more aspects of healthcare services and to ensure

multidisciplinary team.

comfort and better assistance for our patients.

As demonstrated by Varni et al., the administration of the
HS-PedsQL was rapid and simple in our study, as it lasted
about 7 minutes. The calculation of the overall score was
very simple, and no specific handbook or software had to
be obligatorily used for that task.
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