ISSN 2526-8910

ERAPIA

TS0 SO0

;

Original Article

About My Child questionnaire: translation and
psychometric properties of the Brazilian version

Questiondrio About My Child: tradugdo e propriedades psicométricas
da versdo brasileira

Beatriz Helena Brugnaro®® @, Isabelle Gansella Rocha da Costa* @, Camila Aratdjo Santos Santana* @,
Ana Carolina de Campos® @, Luzia ara Pfeifer @, Nelci Adriana Cicuto Ferreira Rocha®

“Laboratério de Andlise do Desenvolvimento Infantil — LADI, Departamento de Fisioterapia, Universidade Federal de Sao Carlos — UFSCar,
Sao Carlos, SB, Brasil

*CanChild Centre for Childhood-Onset Disability Research, McMaster University, Hamilton, ON, Canada

‘Departamento de Terapia Ocupacional, Universidade Federal de Sio Carlos — UFSCar, Sao Carlos, SP, Brasil

How to cite: Brugnaro, B. H., Costa, I. G. R,, Santana, C. A. S., Campos, A. C., Pfeifer, L. I., & Rocha, N. A. C. E (2026).
About My Child questionnaire: translation and psychometric properties of the Brazilian version. Cadernos Brasileiros de

Terapia Ocupacional, 34, e4178. https://doi.org/10.1590/2526-8910.cto422841782

Abstract

Objective: This study aimed to translate the About My Child questionnaire
into Brazilian Portuguese and evaluate its psychometric properties. Standardized
instruments that assess health and everyday life impacts in children with
neurological or developmental disabilities are essential for clinical and research
settings. Method: The translation process followed the stages of translation,
back-translation, semantic analysis, and content analysis. A pre-test was conducted
with calculation of the content validity index, resulting in the final version. The
psychometric properties were analyzed using the agreement index for semantic and
content analyses (>80% agreement). Internal consistency and test-retest reliability
were examined for the “concerns” and “perceived impact” domains. Results: After
adjustments to specific expressions, all items reached the expected agreement level
(100%). The Abour My Child questionnaire showed satisfactory internal consistency
for both domains (“concerns™: o = 0.888; “perceived impact”: o = 0.913). Test-retest
reliability showed Cohen’s kappa coefficients for the “concerns” domain ranging
from 0.19 to 0.4750, with agreement between 24.44% and 76.12%. Conclusion:
Further studies with more diverse samples and additional validation procedures are
recommended to strengthen the understanding of the instruments psychometric
properties. Nevertheless, the findings indicate that the Brazilian version of the
About My Child has adequate internal consistency and preliminary evidence of
test—retest reliability. These results support the feasibility of using the Brazilian
version of the About My Child in clinical and research settings in Brazil.
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Abour My Child questionnaire: translation and psychometric properties of the Brazilian version

Resumo

Objetivo: Este estudo teve como objetivo traduzir o questiondrio Abour My Child
para o portugués do Brasil e avaliar suas propriedades psicométricas. Instrumentos
padronizados que avaliam os impactos na sadde e no cotidiano de criangas com
deficiéncias neurolégicas ou do desenvolvimento sdo essenciais para contextos clinicos
e de pesquisa. Método: O processo de tradugio seguiu as etapas de tradu¢io direta,
retrotradugio, andlise semAntica e andlise de contetido. Foi realizado um pré-teste com
célculo do indice de validade de contetido, resultando na versdo final. As propriedades
psicométricas foram analisadas por meio do indice de concordancia para as andlises
semintica e de conteddo (> 80% de concordincia). A consisténcia interna e a
confiabilidade teste-reteste foram examinadas nos dominios “preocupagées” e “impacto
percebido”. Resultados: Apés ajustes nas expressoes especificas, todos os itens alcangaram
o nivel de concordancia esperado (100%) . O questiondrio Abour My Child apresentou
consisténcia interna satisfatéria em ambos os dominios (“preocupacoes™: o = 0,888;
“impacto percebido™: o = 0,913). A confiabilidade teste-reteste apresentou coeficientes
kappa de Cohen para “preocupagoes” variando de 0,19 a 0,4750, com concordincia
entre 24,44% e 76,12%. Conclusao: Recomenda-se a realizacio de estudos adicionais
com amostras mais diversificadas e procedimentos complementares de validacao para
fortalecer a compreensio das propriedades psicométricas do instrumento. Ainda assim,
os achados indicam que a versio brasileira do Abour My Child apresenta consisténcia
interna adequada e evidéncias preliminares de confiabilidade teste-reteste aceitdvel.
Esses resultados sustentam a viabilidade de uso da versdo brasileira do Abour My Child
em contextos clinicos e de pesquisa no Brasil.

Palavras-chave: Classificagio Internacional de Funcionalidade, Incapacidade e Satde,
Traducio, Estudo de Valida¢ao, Criangas, Familia.

Introduction

Health-related problems impact the quality of life of children and adolescents with
disabilities (i.e., neurological or developmental) and of their parents (Law & Jaffer, 2007).
According to Brehaut et al. (2009), parents of children and adolescents with disabilities have
high levels of worry and stress compared with parents of children and adolescents without
disabilities. Health involves the absence of diseases and the combination of physical, mental,
and social well-being (Fleck, 2000). Based on this perspective, the World Health Organization
(WHO) published the International Classification of Functioning, Disability, and Health
(ICF)in2001 (Dornelas etal., 2014; World Health Organization, 2001). This biopsychosocial
approach highlights the importance of assessing the individual complexity to integrate all
its components and prioritize functioning. Although the family is the main environmental
influence on childhood and child development (Barnett et al., 2019; Ketelaar et al., 2017;
Sania et al., 2019), evidence on the factors that influence the health condition of children,
based on the perception of parents, is limited (Rosenbaum & Gorter, 2012).

Family-centered care (FCC) involves the family in the child’s health care decisions,
considering what is important for them in health care decision-making (Franck &
Callery, 2004). The FCC approach reveals the need for instruments that assess the
perspectives of the family and factors that may impact participation levels. However,
instruments addressing these constructs and culturally adapted to Brazilian Portuguese
(based on rigorous methodology) are scarce.
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Questionnaires that assess the everyday lives children based on the perception of
parents were translated and adapted for the Brazilian population, e.g., Assessment of
Life Habits — LIFE-H (Silva et al., 2020), Pediatric Evaluation of Disability Inventory —
PEDI (Mancini, 2005), and The Participation and Environment Measure for Children
and Youth — PEM-CY (Galvao et al., 2018). These instruments primarily assess the
performance and participation of children in activities of daily living (ADL), but do not
consider the concerns of parents about the impact of the disability.

To fill this gap, the About My Child (AMC) questionnaire was developed by the
CanChild Centre for Childhood Disability Research in Canada. The instrument assesses
aspects of children’s daily lives that may concern caregivers of children and adolescents
with neurological or developmental disabilities, e.g., the ability to use their hands and
arms, feed/eat, perform toileting, and others (Ritzema et al., 2016). The AMC aims
to understand what concerns parents or caregivers and how much they believe these
issues impact the participation of children and adolescents in activities of daily living
(Williams et al., 2018). Therefore, the AMC assesses complexity, which comprises the
biological, psychological, social, and environmental factors that affect the health and
care of children and their families (Brehaut et al., 2009).

Considering the importance of the AMC, and that there is still no translation and
validation into Brazilian Portuguese, this study aimed to translate it into Brazilian
Portuguese and assess its psychometric properties. Therefore, this study aimed to provide
a validated measure in Brazilian Portuguese, expanding the standardized instruments
available for assessing children and adolescents with neurological or developmental
disabilities in Brazil. The results of this study will provide a holistic view based on the
concepts of the ICE specifically on aspects involving the concerns of parents and the
factors that impact participation in ADL.

Method

Study design

This study was conducted at the Federal University of Sdo Carlos (UFSCar), Brazil, from
2019 to 2023. The study was approved by the Research Ethics Committee under protocol no.
54845421.1.0000.5504, and all participants signed an Informed Consent Form. This study
followed the Consensus-based Standards for Selection of Health Measurement Instruments
(Mokkink et al., 2010) and the recommendations of Guillemin et al. (1993) and Beaton et al.
(2000). The original authors gave formal authorization for the translation process.

The study was disseminated among several associations and centers that care for
children with disabilities. Because of partnerships previously established by the authors
in institutions that care for children with Down syndrome, this group constituted the
majority population of the study.

About My Child (AMC) questionnaire

The AMC comprises 20 items with a similar structure, divided into two parts:
the “concerns” and “perceived impact” components in each aspect. Concern refers to
parents’ perception about issues that affect the functioning of the children (i.e., whether
they are concerned about the aspect). If the answer is “yes”, the parent proceeds to the
second part, which asks “If yes, does this impact their ability to participate in ADL?”;
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the scale ranges from low to high impact. If the answer is “no”, the parent skips to the next
question about “concerns”. The AMC can be used with children and adolescents aged
0 to 18 years, with any health condition characterized by neurological or developmental
disabilities, including physical or intellectual disabilities.

The instrument has eight pages. The first describes general questions about
aspects of children’s lives. The following pages present instructions for completing
the questionnaire. Next, 20 questions address several aspects, such as “ability to move
around at home, school and community” (if the child can move around the house),
“ability to perform functions such as feeding/eating” (if feeding or being fed), and
“ability to perform toileting” (if the child can use the bathroom alone). It also involves
aspects related to sleep, mood, behavior, and pain. Moreover, parents can describe other
aspects that were not included in the questionnaire.

The AMC score encompasses two components. The first component (i.e., concerns)
refers to the number of situations that concern parents about the child or adolescent.
Response options are dichotomous (yes or no); only “yes” responses are counted. The first
score can range from 0 to 20 points; higher scores indicate a greater number of concerns.
The second component (i.e., perceived impact) is based on concerns answered “yes”.
The score ranges from 1 (notatall) to 4 (alot). The perceived impact score is not counted when
the concern is answered with “no”. If the concern is answered “yes”, its value is multiplied
by the score in perceived impact. Thus, the total score can range from 0 to 80 points, with
higher scores indicating greater perceived impacts by parents or caregivers.

The AMC can be fully completed in about five minutes. All items are based on
the “body functions and activity and participation” domain of the International
Classification of Functioning, Disability and Health (ICF). The psychometric properties
(internal consistency and test-retest reliability) of the original version are considered
satisfactory (Williams et al., 2018). The instrument can be purchased at McMaster
University (2025) website.

This study was primarily based on the initial version of the AMC with 19 items.
After data collection, this version was updated by the original authors to 20 items. The
change concerned the last item (participation at school and in the community), which
was divided into two, one for school and the other for community. The authors were
consulted about using the data collected with the 19-item questionnaire to support
and make the updated 20-item version available for use in Brazil, and this request was
approved because the conception of the item is the same in both versions.

Translation procedures

Authorization for the translation process was requested from CanChild Dr. Peter
Rosenbaum, one of the authors of the instrument, and Ms. Rachel Teplicky, responsible for
the institution’s material translation procedures, which approved the process and checked
the results of the back-transition described below. The procedures followed six steps.

Translation and back-translation

Two physical therapists, one with doctorate and the other with a master’s degree
in progress in the neuropediatric area, translated the AMC. They were Brazilian
and fluent in English. One was involved in research related to the constructs of the
instrument (participation, environmental factors, and ICF), and the other was involved
in another area of research (body function and education and assessment of activities).
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They independently created two initial translated versions in Brazilian Portuguese
(V1 and V2) (Step 1). After this process, the translators compared the two versions,
resulting in a third version (V3) based on V1 and V2 (Step 2). This stage was important
to assess the difficulty of understanding the translation or any failure to describe the
content correctly.

The V3 was back-translated into English by a health professional fluent in English
and Portuguese with no previous contact with the instrument (Beaton et al., 2000).
The V3 and the back-translation were sent to CanChild to analyze the consistency of
the content with the original version. The original authors suggested some changes
in the back-translated version. Based on these suggestions, the V3 was revised, resent
for back-translation, and sent to CanChild for another verification. A new stage of
readjustments was conducted, leading to the approval of a final version (Step 3).

The final version (V3 revised) was analyzed for semantic and content adequacy as
described below (Step 4). In this stage, participants were invited via an invitation letter
and received the Informed Consent Form explaining the study procedures. Those who
agreed to participate received the AMC evaluation forms by e-mail or WhatsApp'.
The following procedures were performed.

Semantic and content analysis

An evaluation form addressed the semantic analysis to verify the clarity of the terms
(Menegasso, 2005; Silva et al., 2020). Participants were asked whether the translation was
clear, coherent, well written, and whether the content was understandable and applicable
to the Brazilian population. For semantic analysis, an evaluation form was prepared
to verify the clarity of the terms used. The table asked, for each item, whether it was
understandable or not and, if not, why. A content analysis form was created to verify
whether the instrument items addressed what they proposed to address, with the options
for each item: relevant, not relevant, and justification (Menegasso, 2005; Silva et al., 2020).

This analysis was performed by at least five participants from a low stratum and at
least five participants from a high stratum (Hiratuka, 2009). The low stratum represented
the potential users less familiar with applying or responding to the instrument:
undergraduate research assistants, physical therapy interns, pediatric rehabilitation
professionals without contact with the academic environment, and parents or caregivers
of children and adolescents with disabilities. The high stratum included those with the
highest ability to use the instrument (e.g., principal investigators, PhD students, and
postdoc researchers in the pediatric neurorehabilitation field).

After the analysis, the following formula for the concordance index was applied:
(concordant items/total number of items) * 100, with a minimum desired value of 80%.
The terms or examples suggested by most participants were considered the most appropriate,
i.e., 50% plus one of the participants should have agreed with the suggested term.

A form enabled the content analysis, verifying whether the items referred to their purpose
(Menegasso, 2005; Silva et al., 2020). The same participants from both strata conducted the
content and semantic analyses, receiving the form by e-mail or WhatsApp'. This analysis
aimed to verify the relationship between the items and the aspects assessed by the AMC.

After the analysis, an agreement index was applied, expecting a minimum of
80% agreement for each item to be considered relevant. If this agreement index was
not achieved, the terms were changed until the expected agreement was obtained.
A new AMC version (V4) was available after the semantic and content analyses. The V4
was pre-tested by five professionals instructed on the use of the instrument in clinical practice.
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The professionals were asked to report difficulties and whether they considered the
instrument relevant to the Brazilian cultural context.

Cross-cultural adaptation

Cross-cultural adaptation is a process used to culturally adapt questionnaires to
make them applicable and understandable to the specific context through the necessary
changes. Therefore, it is a process that follows the literal translation of words, with the
aim of verifying whether there is a need to adapt any content to the Brazilian context.

Psychometric properties

Regarding reliability, Cronbach’s o determined internal consistency. Test-retest
reliability (15 days between the assessments) was estimated using intraclass correlation
coeflicients. The test-retest interval was based on the original AMC publication
(Williams et al., 2018). Participants in the translation phase were randomly invited
to participate in the second evaluation (retest) until reaching at least 34 participants
(a priori calculation considering the parameters effect size = 0.4; alpha = 0.05; power 0.8)
(Step 5). The final version was sent to the original authors for approval (Step 6).

Figure 1 illustrates the methodological summary.

Translation, cross-cultural adaptation, and psychometric properties of the
About My Child questionnaire

Original version of the

AMC (Canadian English)
(1) Initial
translation by (2) Synthesis of 3) Ba.d(- (4) Semantic !5' ) (6) Or:gmlal
two the o translation of and content Y
independent vepions v3 analysis properties approval
\
internal
Versions Verslon Bk L Version o:'r’ls:::s’:y Final version
V1and V2 v3 translated V3 va
retest
reliability

Figure 1. Methodological summary of the translation process, cross-cultural adaptation,
and psychometric properties of the Abour My Child questionnaire.

Statistical analysis

Text-editing software (Word — Microsoft), spreadsheet creation software (Excel —
Microsoft), and SPSS (version 24.0) were used for data storage and analysis. The sample
had more than 100 participants, which is considered very good, and 40 participants
completed the test-retest analysis, which is considered adequate (Guillemin et al., 1993).
An agreement index was applied for semantic and content analysis, corresponding to the
proportion of agreements found in relation to the total number of possible agreements.
The reliability (i.e., internal consistency) was verified using Cronbach’s a, with values >0.70
considered acceptable (Cronbach, 1951). Test-retest reliability was assessed using the Kappa
coefficient, with values 20.20 considered acceptable (Cohen, 1960). Bland—Altman’s
graphical approach was used to evaluate the agreement between test-retest results.
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Results

Participants

A total of 135 parents or caregivers (mean age 42.93 £8.57) of children and

adolescents with disabilities (mean age 8.50 +4.89) participated. Table 1 shows the
sample characteristics.

Table 1. Sample characteristics.

Child’s sex 7 (%)
Male 62 (45.9%)
Female 73 (54.1%)
Child’s age (years)
Mean 8.50
Standard deviation 4.89
Child’s disability n (%)
Down syndrome 112 (82.9%)
Cerebral palsy 17 (12.6%)
Autism spectrum disorder 2 (1.5%)
Attention deficit/hyperactivity disorder 1 (0.75%)
Intellectual disability 1 (0.75%)
Hydrocephalus 1 (0.75%)
Noonan syndrome 1 (0.75%)
Age of the parents or caregivers (years)
Mean 42.93
Standard deviation 8.57
Age range 19-63
Relationship of the caregiver with the child or adolescent 7 (%)
Father 6 (4.45%)
Mother 123 (91.1%)
Other 6 (4.45%)
Number of siblings 7 (%)
0 36 (26.7%)
1 52 (38.5%)
2 27 (20%)
3 9 (6.6%)
4 0
5+ 5 (3.7%)
Not reported 6 (4.5%)
Socioeconomic classification (Brazilian Criteria for Economic Classification — ABEP) 7 (%)
D-E 16 (11.7%)
C2 24 (17.6%)
C1 28 (20.6%)
B2 34 (25.1%)
B1 13 (9.6%)
A 11 (8%)
Not reported 10 (7.4%)

7 = number of participants. Brazilian Criteria for Economic Classification (ABEP): Class A represents better financial situations;
B and C, middle economic status; and D and E, low economic status (Associacio Brasileira de Empresas de Pesquisa, 2019).
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Translation

Two translated versions (V1 and V2) were created, compared, analyzed, and merged,
resulting in V3. The differences between V1 and V2 comprised grammatical aspects, the
initial description of the instrument, the grading options for the answers, and some of
the questions. In a face-to-face meeting, the translators discussed which terms should be
used to make the instrument as clear, concise, and accurate as possible for the Brazilian
users. After the meeting, all translators agreed with V3.

Semantic and content analysis

Ten potential participants were initially invited based on the established criteria
(five from the high stratum and five from the low stratum). Due to the delay in responding
to the invitation, another five were invited, totaling 15 (eight from the high stratum and
seven from the low stratum). Of these, 13 agreed to participate in the study (seven from
the high stratum and six from the low stratum).

Among the 13 participants, 12 (six from each stratum) returned the completed form. In the
low stratum, two were mothers of children with disabilities, and four were undergraduate
research assistants. The high stratum comprised one master’s student, one PhD student, one
postdoc researcher, and three professors specialized in pediatric physical therapy.

Regarding the first semantic analysis, the low stratum showed 100% agreement
regarding understanding all items. The high stratum obtained agreement below 80%
in three items. This fact may have occurred because the original instrument uses short,
nonspecific sentences. Also, the questionnaire lacks examples to facilitate respondent
understanding. In the content analysis, items obtained 100% agreement.

After applying the raw concordance index, all items obtained concordance >80% in
both groups (high and low strata). The participants made some suggestions; most were
related to adding examples to the questions. The original authors were asked for permission
to add examples and whether they would like to guide the group in this request.

The addition of examples was authorized; however, the original authors suggested
that the examples needed another semantic analysis. Therefore, the researchers prepared
and sent suggestions to the participants to verify their understanding of the examples;
the participants were encouraged to suggest other examples.

The participants requested the addition of the word “well” in some items (e.g.,
Ability to hear well). However, the original authors did not approve because the AMC
is focused on whether that aspect concerns the caregiver instead of the quality or ability
to do the things asked about. Thus, the word was removed.

The suggestions enabled modifications and additions, generating the new version
(V3’). This version was back-translated and sent to the original authors for approval.
Although the authors authorized the addition of examples, they disagreed with V3’.
Therefore, all examples were removed, returning to V3 (revised), which was approved
by the authors as the final version (V4).

Cross-cultural adaptation

After analyzing the translation, considering (i) the questions and subjects they
approach, (ii) the discussions with the participants, (iii) the judgment of the researchers
who conducted the present study, and (iv) the original authors’ recommendation,
everyone agreed with the current final version, with no need for cross-cultural adaptation.
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This decision was made because all the questions and expressions used were
understandable or applicable in Brazilian culture. In particular, the instrument
uses simple, neutral, and universally applicable language, including terms related
to everyday activities, caregiver concerns, and perceived impact, which are broadly
understood across cultural contexts. Therefore, cross-cultural adaptation of the AMC
was not needed, since it contained items related to nonspecific situations, without any
relevant differences between Canadian and Brazilian cultures.

Additionally, the results from the semantic and content analyses demonstrated
high levels of agreement among experts and participants, with no indication of
misunderstanding or need for culturally specific modifications. The analysis of the
psychometric properties was satisfactory, reinforcing that the instrument translated
into Brazilian Portuguese is adequate for use in Brazil. Thus, the process of
translation and cross-cultural adaptation was concluded with no need for changes
in cultural aspects.

Psychometric properties

Internal consistency for both AMC “concerns” and “perceived impact” aspects
presented satisfactory Cronbachs a (“concerns™ a = 0.888; “perceived impact™
a = 0.913) for the 135 participants. For the “concerns” aspect, the mean score was
9.81, with a variance of 28.32 and standard deviation of 5.32. For the “perceived
impact” aspect, the mean was 30.86, with a variance of 389.97 and standard deviation
of 19.74.

Moreover, 40 of the 135 participants completed the retest after 15 days (mean (SD)
for “concerns” = 8.33 (5.89) and for “perceived impact” = 24.63 (21.4). The Kappa
coefficient values ranged from 0.19 to 0.475, indicating slight to moderate agreement
between assessments depending on the item assessed. According to the commonly used
Landis and Koch classification, values below 0.20 are considered slight, while values
between 0.21 and 0.40 indicate fair agreement, and values from 0.41 to 0.60 reflect
moderate agreement. The percentage agreement ranged from 24.44% to 76.12%,
showing variability in how consistently responses were classified between assessments.
Although percentage agreement may appear high in some cases, the Kappa statistic
adjusts for agreement occurring by chance and provides a more conservative estimate of
test-retest reliability.

The Bland-Altman plots for “concerns” and “perceived impact” are shown in
Figures 2a and 2b. Bland-Altman plots were used to assess the agreement between test
and retest measurements for the constructs “concerns” and “perceived impact”. For
“concerns’, the plot revealed a low mean bias, and most values fell within the limits of
agreement, suggesting acceptable consistency between the assessments and no evident
proportional bias. Only a few outliers were observed, indicating isolated discrepancies.
For “perceived impact”, the plot showed a modest negative bias, with the majority
of points falling within the limits of agreement. Although a few differences extended
beyond the lower limit, the overall distribution suggests a generally consistent pattern.
There was a slight indication of proportional bias at higher average values, which may
warrant further investigation, but the agreement between assessments can still be
considered reasonable within the context of the data.
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Figure 2. Bland-Altman plots of the agreement for Concerns (a) and Perceived Impact

(b) in the test-retest results.
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Discussion

This study described the translation process of the AMC questionnaire from English
to Brazilian Portuguese and the psychometric properties of the translated version. The
participants considered the items relevant, evidencing the utility of the AMC for the
Brazilian population. This fact was expected because the AMC items describe activities
and situations present in the everyday lives of families.

Cross-cultural translationsand adaptations are relevantas they provide new toolsin other
languages more easily than creating new tools (Silva-Filho et al., 2020). In addition, they
allow comparison between different samples using the same tool (Arthur et al., 2018), as
long as they follow all the theoretical steps of the established procedures (Coster etal., 2011).
The decision not to undertake a full cross-cultural adaptation process should be considered
in light of the characteristics of the original instrument. In the case of the AMC translation,
the items are formulated using simple, neutral, and universally applicable language,
focusing on general aspects of child functioning and caregiver perceptions rather than
culturally specific practices or context-dependent expressions. For example, terms referring
to everyday activities, emotional concerns, and perceived impact are broadly understood
across different cultural settings and do not require contextual modification during the
translation process. Furthermore, no items from the AMC included idiomatic expressions,
culturally bound references, or health system—specific terminology that would necessitate
deeper cultural adaptation. This is supported by the results of the semantic and content
analyses, which demonstrated high levels of agreement among experts and participants,
suggesting adequate comprehension within the target population. Therefore, the adopted
translation approach was considered sufficient for this context, although future studies
may further explore cross-cultural applicability in more diverse settings.

During the procedures, no difficulties occurred, and all steps were followed in a
rigorous methodological manner. Even though this study was conducted with the
19-item version, the results extend to the current 20-item version because the only
change was the division of the last item into two separate questions.

The results of the psychometric analyses (Cohen’s kappa) indicate that the items
of the Brazilian Portuguese version of the AMC demonstrate acceptable agreement
between assessments, reflecting reliability and consistency in categorical classifications.
This result supports the quality of the assessment using the scale in Brazilian Portuguese.
Furthermore, the values found indicate that the data are reliable and consistent over
repeated measurements. An important aspect to consider when interpreting the findings
of this study is the composition of the sample, which consisted predominantly of children
with Down syndrome. This characteristic may limit the generalizability of the results
to other populations with different neurological or developmental conditions. Children
with Down syndrome often present with relatively homogeneous and clinically stable
developmental profiles compared to more heterogeneous or fluctuating conditions,
which may influence both caregiver perceptions and the consistency of responses.
Therefore, the psychometric properties observed in this study reflect this specific sample
context, characterized by relative clinical stability, and should be interpreted with
caution when applied to populations with more clinically variable health conditions.
It remains unclear whether similar levels of agreement would be observed in contexts
involving greater clinical variability. Future research, including more diverse and
clinically heterogeneous samples, is warranted to further evaluate the applicability and
robustness of the instrument across different diagnostic groups and contexts.
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Therefore, the translation of the AMC is important in the current context for
professionals, children, and adolescents with neurological or developmental disabilities,
and their families. This study provides an innovative questionnaire in Brazil, introducing
the biopsychosocial concept recommended by the ICE In addition, it provides a
questionnaire to be implemented as an initial contact for families in health services,
guiding health professionals regarding various areas that generate concerns in families,
considering that the evaluating process involves multiple factors (Mazak et al., 2021).
Finally, based on the findings of the AMC, interdisciplinary, biopsychosocial, and
family-centered work is encouraged, which represents a challenge in the Brazilian
context (Longo et al., 2020).

Future studies

Future studies could examine changes in caregivers concerns over the lifespan,
considering children’s age and health status. They could also compare caregivers’
concerns in the role of mother and other relationships with the child, such as fathers
or siblings. The health service in which families receive care should also be explored
to understand the role of family-centered services in the concerns that families have
regarding the child. Finally, future research could explore whether the families’ support
network is associated with concerns and the impact on everyday life.

Strengths and limitations

The strengths of this study include the involvement of the original authors of the
study, whose expertise in the questionnaire assisted in the process. They also include
the participation of people with lived experience, both families of children with
disabilities and professionals who use the instrument in their clinical practice. This
enabled us to obtain real perspectives from those who will use the AMC. This study
also has some limitations. First, the sample was not equally distributed among the
different health conditions (consisting mostly of children with Down syndrome)
and ages (mean age 8.5 +4.89), which may have biased the results. Furthermore,
because the tool presents a current concept of holistic thinking in health, this may
not yet be widely recognized by professionals and family members, which may
create difficulties in answering the questionnaire, even if no cultural differences
were identified between countries.

Conclusion

The Brazilian version of the AMC showed adequate internal consistency and
test-retest reliability for children with neurological or developmental disabilities,
providing an FCC instrument for use in Brazil. Thus, this study concluded that the
translation and psychometric properties of the AMC were satisfactory. The AMC
provides an FCC instrument based on the ICF, supporting adequate communication
across different professionals and enabling multidisciplinary actions. In addition,
the AMC is an instrument that assesses complexity, which includes the contextual
factors of the ICE unlike most instruments translated and culturally adapted to
Brazilian Portuguese.
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