
Parenting a child with Autism Spectrum Disorder: A comprehensive 
analysis of family needs

Laura Serrano Fernández *, Daniela Henao Campo , Esther Vela Llauradó ,  
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A B S T R A C T

This study explores the perceived needs of families with school-aged members diagnosed with Autism Spectrum 
Disorder (ASD) in the Community of Madrid, Spain. Using a non-experimental, mixed-method design, the 
research assessed key needs across various dimensions, including information, family and social support, 
financial assistance, caregiving for the member with ASD, professional support, and community services. The 
results indicate that families experience significantly elevated needs, with information and educational support 
emerging as the most critical. However, no statistically significant correlations were found between the level of 
dependency or the age of the member with ASD and the overall family needs index. Additional qualitative 
analysis revealed that families prioritize access to adequate educational and professional resources, along with 
emotional and social support. These findings highlight the urgent need to develop inclusive policies and 
comprehensive support strategies to alleviate the burdens faced by families caring for individuals with ASD.

1. Introduction

According to the Asociación Americana de Psiquiatría (2013), 
Autism Spectrum Disorder (ASD) is classified as a neurodevelopmental 
disorder that typically manifests in early childhood. The primary char
acteristics of the disorder are based on the presence of persistent diffi
culties in social communication across various contexts, along with a 
range of restrictive and repetitive patterns of behavior, interests, or 
activities. Additionally, ASD can be categorized into three levels of de
pendency, with sensory processing disorders frequently co-occurring at 
each level (APA, 2013).

The diagnostic process for a child with ASD can trigger a wide range 
of emotions in the family receiving the diagnosis, such as sadness, fear, 
or uncertainty. This experience can become stressful or even devastating 
for some families, especially in terms of the ideals and expectations they 
previously held regarding their children’s future (Ráudez et al., 2017). 
Furthermore, the uncertainty regarding the possible progression of the 
disorder may lead to manifestations of pessimism and negativity within 
families, which, in many cases, result in a significant reduction in the 
effectiveness of therapies applied to children with ASD (Russell & Nor
wich, 2012). These emotional responses can have a profound impact on 
various areas of the individual’s development, such as their education 

(Chaidi & Drigas, 2020). Additionally, this emotional burden tends to be 
exacerbated in cases where families lack opportunities to share their 
feelings with others, due to widespread negative societal perceptions 
about disabilities in general and ASD in particular (Marriott et al., 2022; 
Villavicencio-Aguilar et al., 2018).

After parents of a child with ASD cope with the diagnosis and un
dergo a process of acceptance, studies by Olsson et al. (2015) and Maciel 
and Pereira (2020) indicate that families experience a significant 
emotional impact, which can lead to a modification of the usual family 
dynamics and structure, as well as the roles of each family member 
(Smith & Anderson, 2014). It has also been demonstrated that this type 
of impact can have severe consequences for both the parents’ marital 
relationship and their social interactions (Anchesi et al., 2023; Befi et al., 
2023; Chan & Leung, 2020; Downes et al., 2021).

Nevertheless, contrary to this situation, other research suggests that, 
after initially facing this stressful scenario, families are able to adopt 
strategies that enable them to cope with adversity more resiliently, ul
timately resulting in a strengthening of the bond between family 
members (Dilleggi et al., 2019).

Furthermore, it remains important to consider the effects of the 
elevated levels of stress within the family dynamics of children with 
ASD, which are significantly higher than those found in families facing 
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other forms and types of disability, or in families with neurotypical 
children (Hayes & Watson, 2013; Iadarola et al., 2019; Valicenti- 
McDermott et al., 2015). Additionally, it is worth noting that the fact 
that family members of children with ASD often assume the role of 
permanent caregivers can limit their life opportunities, including the 
ability to obtain and maintain dignified employment, which is crucial 
for ensuring a good quality of personal and family life (Hill et al., 2015).

A review of the literature indicates that families of individuals with 
Autism Spectrum Disorder exhibit multiple needs across various di
mensions of their family dynamics, which are primarily related to the 
need for information and support regarding their child’s diagnosis 
(Rabba et al., 2019). In this regard, it has been determined that families 
often feel deeply disoriented after receiving the initial diagnosis 
(Martinez et al., 2018), which is attributed to the lack of immediate and 
useful information about the medical and educational services necessary 
to effectively support individuals with autism (Bejarano-Martín et al., 
2020). Moreover, in terms of family and social support, there is a clear 
need to share experiences and opinions with other parents in similar 
situations. This highlights the importance of having opportunities to 
exchange advice and personal experiences, thus facilitating learning 
through the experiences of others (Cañete et al., 2018; Henao & Amar
iles, 2021).

Based on the findings from the review of the scientific literature, it 
can be concluded that the main needs expressed by families with chil
dren with autism are concentrated in three key areas. First, there is a 
notable lack of knowledge about the disorder, which affects how fam
ilies perceive autism and limits their ability to seek the necessary sup
port. Second, families face the social stigma associated with disability, 
which not only impacts their emotional well-being but also hinders their 
integration into the community. Lastly, significant difficulties are 
observed in families’ access to essential services to address their chil
dren’s autism-related needs, further exacerbating the challenges they 
typically face. A deep understanding of the needs of families of in
dividuals with ASD will enable the promotion, development, and 
implementation of strategies and resources that address education on 
Autism Spectrum Disorder as well as improve access to support services, 
among other areas (Papoudi et al., 2021).

In addition, regarding the financial needs of these families, authors 
such as Abadia and Torres-Lista (2019) note that caring for a child with 
ASD can involve significant expenses related to specialized therapy and 
education services or access to clinical, healthcare, or social support 
services. The study conducted by Rogge and Janssen (2019) determined 
that the financial burden is much higher for families or individuals with 
ASD compared to those with other types of disabilities. Moreover, it was 
estimated that the greater the dependency level of the person with 
autism, the higher the financial burden assumed by the family.

The need related to caring for the family member with ASD is 
another highly significant concern expressed by this group of families. 
The study by Cañete et al. (2018) reveals that families who reported 
having adequate professional and institutional support for caring for 
individuals with ASD experienced a higher quality of life compared to 
families lacking such support. Similar results were found in the studies 
by Hodgetts et al. (2015) and Henao and Amariles (2021), where fam
ilies reported significant difficulties in finding external caregivers, 
outside of the family system, to assist them in raising their children with 
ASD, which had a notable impact on family dynamics. As a result, most 
parents often find themselves compelled to assume the role of the pri
mary and permanent caregiver, a reality that leads to a significant 
psychological burden for the individual taking on this role, highlighting 
the urgent need to implement assistance programs to alleviate pressure 
on these families (Kamati et al., 2021).

Regarding the dimension of professional support, Crane et al. (2018)
emphasize the lack of emotional support provided to families by pro
fessionals specializing in the care of individuals with ASD (such as 
doctors and/or teachers) and how this undermines the family- 
professional relationship. For this reason, families encounter great 

difficulties and obstacles when trying to find suitable resources for their 
children, where they can not only receive comprehensive responses to 
their needs but also experience compassionate care from the pro
fessionals responsible for these services. Inadequate care from pro
fessionals attending to individuals with ASD and their families, or 
deficiencies in the services provided, especially in the educational field, 
have become one of the most significant sources of family dissatisfaction 
(De la Torre et al., 2018).

Based on these dimensions of family needs, the objective of the 
present research was formulated through the following questions: What 
are the current needs and situation of families with school-aged children 
and adolescents with ASD? Do factors such as the level of dependency 
and the child’s age relate to the level of need in families of children with 
ASD? In order to address these questions, the primary aim of this 
research is to identify the needs of families of children with ASD, 
examining the relationship between the identified needs and both the 
level of dependency and the age of the individual.

To address this issue, the present study adopts a mixed-methods 
approach. The qualitative component of the research allows for an in- 
depth exploration of the needs, concerns, and experiences of families 
with children diagnosed with Autism Spectrum Disorder (ASD), aiming 
to provide a more comprehensive understanding that complements the 
quantitative findings. This mixed approach is particularly useful for 
understanding emotional and social dimensions that quantitative 
methods alone cannot fully capture. Through qualitative analysis, it is 
possible to capture the emotions and perceptions of families, facilitating 
the identification of key factors that could improve support programs 
and interventions, a perspective often overlooked in purely quantitative 
studies.

Although there is existing research addressing the needs of families 
with children with ASD, few studies have made direct comparisons be
tween these needs and those of families with neurotypical children or 
children with other disabilities. This gap limits the ability to identify 
significant differences that could inform broader support policies and 
practices. The present study contributes to filling this gap by focusing 
exclusively on the needs of families with children with ASD.

While some quantitative studies measure the needs of these families, 
few adopt a qualitative approach to explore the personal experiences 
and perceptions of parents. This work aims to fill that gap through in
terviews and qualitative analysis, providing a richer and more nuanced 
understanding of the daily realities faced by these families. We also 
highlight how the findings could contribute to the design of more 
effective interventions that are better adapted to the real needs of these 
families.

2. Methods

2.1. Design of the research project

The present study employed a non-experimental ex post facto 
methodology, with the aim of providing a precise response to the main 
research objective: to assess the current situation and circumstances of 
families with members diagnosed with Autism Spectrum Disorder, 
focusing particularly on those with school-aged individuals with ASD. 
The selected methodological approach allowed for the examination of 
existing conditions without manipulating variables. Additionally, a 
mixed-method design was adopted, integrating both correlational and 
descriptive analyses. The descriptive analyses aimed to identify the 
specific needs of families, including those of students with ASD, while 
the correlational analyses examined the relationships between various 
factors affecting these needs. This comprehensive methodology facili
tated a deeper understanding of the complexities faced by families and 
their school-aged children with ASD, contributing to the development of 
targeted interventions.
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2.2. Participants

The population of the present research consisted of families with 
school-aged children with ASD residing in the Community of Madrid 
(Spain). The study employed a purposive non-probabilistic sampling 
method, with a non-random selection of participants based on ease of 
access. The selected families shared a key common characteristic: the 
presence of a family member with ASD.

The sample comprised a total of 33 families. Among those who 
completed the questionnaire, the majority were mothers (28), followed 
by fathers (4), and one sibling (1) of the individual with ASD.

Table 1 shows the general characteristics of the family member with 
ASD.

2.3. Instrument

The information was collected using the Family Needs Survey 
developed by Bailey and Simeonsson (1988), which was subsequently 
revised by the authors themselves (Bailey & Simeonsson, 1990). Since 
this scale was originally designed to assess the needs of families with 
members having disabilities of various etiologies, for the purposes of the 
present research, the scale was translated into Spanish, adapting the 
terminology to the context of families with members diagnosed with 
ASD.

The administered instrument was organized into several sections, 
including additional items to gather the information under study. The 
first section contained sociodemographic questions that allowed for the 
collection of relevant information from the surveyed sample; the second 
section consisted of the Family Needs Survey by Bailey and Simeonsson 
(1988, 1990), while the third and final section included additional 
qualitative questions enabling respondents to provide deeper insights 
into the phenomenon being studied.

It is important to specify that the aim of the second section was to 
analyze the degree and types of needs of the surveyed families through 
the 35 items that make up the Bailey and Simeonsson (1988) and Bailey 
and Simeonsson (1990). These items are organized into seven distinct 
dimensions (see Table 2) and offer three possible response categories: 1 
“I do not need help,” 2 “I am not sure,” and 3 “I need help.”

Table 2 shows the general structure of the tool.
Since each dimension has a different number of items, the analysis 

was conducted by calculating the average for each dimension, which 
will allow for more accurate comparisons. Therefore, each dimension 
will have a score ranging from 1 to 3, corresponding to the available 
response options.

Regarding the third dimension of the instrument, it is notable that a 
set of questions aimed to collect qualitative information, allowing 
families the opportunity to express their most important needs based on 
their personal circumstances. Family members were also asked to 
categorize the expressed needs according to the type of support required 
(emotional, informational, logistical, and/or financial).

The survey was administered both in paper format and through the 
web application “Google Forms,” depending on the case, to facilitate 
access and participation of the sample in the research.

2.4. Data analysis

For the present study, both descriptive and correlational analyses 
were conducted. In the case of the descriptive analyses, means, standard 
deviations, and coefficients of variation were calculated. The correla
tional analyses began with the Kolmogorov-Smirnov test to assess the 
normality of the sample distribution. The results indicated that, for the 
relationship between family needs and the degree of dependence, the 
normality assumption was not met (p < 0.05), so the Spearman corre
lation test was applied. In contrast, for the analysis of the relationship 
between family needs and the age of individuals with ASD, the results 
confirmed that the sample met the normality assumption, and therefore 
the Pearson correlation test was used.

IBM SPSS® Statistics software, version 22, was used for the statistical 
analysis of the data, while the tool Atlas.ti was employed for the cate
gorization and subsequent analysis of the qualitative data from the 
research.

The present study, registered under the number 41/2022, has 
received ethical approval from the Ethics Committee of the Universidad 
Francisco de Vitoria, ensuring compliance with the applicable ethical 
and legal principles for research involving human participants.

3. Results

3.1. Family needs associated with ASD

The analysis of the research results begins by considering the main 
objective of the study, examining the statistical data regarding the needs 
of families across the various evaluated dimensions.

Table 3 provides a breakdown of each of the dimensions, indicating 
the indices of need for each. As the table shows, the need for Information 
is the most salient, scoring 2.6 from a minimum of 1 to a maximum of 3. 
It should be noted that the scores for this dimension are very homoge
nous (CV = 18.8 %) and are also the highest, with a significant repre
sentation in the final average needs score.

Table 1 
Description of family member with ASD.

N◦ of persons with ASD 33
Gender Male 26

Female 7
Degree of dependence No dependence 11

Level 1 8
Level 2 6
Level 3 8

Age interval 0–6 years 16
6 to 12 years 12
12 to 19 years 5

Table 2 
Dimensions of Family Needs.

Dimensions Interval N.◦ Items

Information 1–7 7
Family and social support 8–15 8
Financial 16–21 6
Explaining to others 22–26 5
Care of family member with ASD 27–29 3
Professional support 30–32 3
Community services 33–35 3
Total 35

Table 3 
Descriptive analysis of family needs.

Dimensions Min Max Mean Standard 
Deviation

CV*

Information 1 3 2.6 0.49 18.8 
%

Family and social support 1 3 1.9 0.60 31.5 
%

Financial 1 3 1.8 0.64 35.5 
%

Explaining to others 1 3 1.9 0.63 33.1 
%

Care of family member with 
ASD

1 3 2.0 0.66 33.0 
%

Professional support 1 3 1.8 0.66 36.6 
%

Community services 1 3 2.3 0.65 28.2 
%

* CV = Coefficient of variation.
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The need for professional support and financial expressed by families 
received the lowest score among all dimensions of the study, with a 
mean of 1.8. This suggests that, in general, families do not perceive 
professional support and financial as a high priority compared to other 
dimensions, such as care of family or community services. The homo
geneity in the scores indicates that, although there are variations in the 
perception of the need for professional support (CV = 36.6 %) and 
financial (CV = 35.5 %), these are moderate, suggesting a general trend 
toward a lower urgency in this area.

3.2. Family needs in relation to degree of dependence

Table 4 below shows the scores obtained for family needs for each of 

the dimensions according to different degrees of dependence (no 
dependence, level 1, level 2 and level 3).

The analysis of family needs in relation to the level of dependency 
shows numerically similar scores across different levels of dependency. 
However, the results of the Spearman correlation test (Table 5) indicate 
that there is no statistically significant relationship between these var
iables, suggesting that family needs are not directly dependent on the 
degree of dependency of the individual with ASD.

In this regard, it is noteworthy that the dimensions with the highest 
average scores were the information and community services di
mensions, with both obtaining scores above 2 points out of 3. On the 
other hand, the lowest average scores were found in the financial and 
professional support dimensions, with scores below 2 points out of 3.

Considering the levels of dependency, it can be highlighted that, in 
general, individuals with level 1 dependency tend to present the highest 
scores in most dimensions. However, in some specific dimensions, such 
as the explanation to others, families of individuals without dependency 
reported higher scores.

Finally, in the case of families where the degree of dependency of the 
individual with Autism Spectrum Disorder is not administratively 
recognized, the scores, in most cases, are similar to those seen in families 
with a child at level 1 of dependency, except in the dimension of 
explanation to others, where a lower score was observed.

Table 5 below shows the results of the Spearman’s correlation test of 
the index of needs of families of children with ASD and the degree of 
dependence. The results of the Spearman correlation test confirm the 
absence of statistically significant relationships between the degree of 
dependency and family needs (p > 0.05). Specifically, all correlation 
coefficients are low, ranging from − 0.033 for the information dimension 
to − 0.268 for community services, with all significance levels exceeding 
0.05. This suggests that, regardless of the level of dependency, families 
face similar challenges in meeting their needs. Consequently, in
terventions should be designed considering a broad range of support 
strategies that address these common challenges rather than assuming 
that higher dependency levels automatically translate into greater 
family needs.

3.3. Family needs in relation to age of the person with ASD

The following presents the results of the questionnaire regarding 
family needs, segmented according to the age of the individual diag
nosed with Autism Spectrum Disorder (ASD). To facilitate the analysis 
and presentation of the results, ages have been grouped into three in
tervals: from 0 to 6 years, from 6 to 12 years, and from 12 to 19 years. 
This categorization enabled a better understanding of the variations in 
family needs based on the development and circumstances of children 
and adolescents with ASD.

Table 6 shows the specific results for each of the dimensions.
The results related to family needs indicate that the age range of 0 to 

6 years presents the lowest average score, with the financial dimension 
being identified as the area where the least support is needed, showing a 
mean score of 1.6 out of 3 (CV = 45 %). In contrast, the information 
dimension reports the highest score, with a mean of 2.5 out of 3 (CV =
22.8 %).

Table 4 
Statistical data on the needs of families according to degree of dependence.

Dimensions Degree of 
dependence

Min Max Mean SD* CV*

Information No dependence 1 3 2.5 0.62 24.8 
%

Level 1 1.7 3 2.6 0.53 20.3 
%

Level 2 2.1 3 2.5 0.36 14.4 
%

Level 3 2 3 2.6 0.42 16.1 
%

Family and social 
support

No dependence 1 3 2.0 0.54 27.0 
%

Level 1 1 3 2.1 0.64 30.4 
%

Level 2 1.2 2 1.5 0.33 22.0 
%

Level 3 2 3 1.8 0.72 40.0 
%

Financial support No dependence 1 3 1.8 0.73 40.5 
%

Level 1 1 3 1.7 0.67 39.4 
%

Level 2 1.1 2.3 1.7 0.49 28.8 
%

Level 3 1 3 2.0 0.72 36.0 
%

Explaining to others No dependence 1 3 1.8 0.58 32.2 
%

Level 1 1.8 3 2.3 0.43 18.6 
%

Level 2 1 3 1.6 0.70 43.7 
%

Level 3 1 3 1.9 0.78 41.0 
%

Care of family 
member with ASD

No dependence 1 3 1.9 0.82 43.1 
%

Level 1 1.3 2.6 2.1 0.43 20.4 
%

Level 2 1 2.6 1.8 0.58 32.2 
%

Level 3 1 3 2.1 0.61 29.0 
%

Professional support No dependence 1 3 1.9 0.70 36.8 
%

Level 1 1 2.3 1.7 0.66 38.8 
%

Level 2 1 2.3 1.5 0.62 41.3 
%

Level 3 1 3 1.8 0.71 39.4 
%

Community services No dependence 1 3 2.5 0.68 27.2 
%

Level 1 1 3 2.3 0.80 34.7 
%

Level 2 2 3 2.3 0.73 31.7 
%

Level 3 1.6 3 2.2 0.42 19.0 
%

* CV = Coefficient of variation, SD=Standard deviation.

Table 5 
Spearman’s correlation between needs and degree of dependence.

Dimensions Correlation coefficient Sig. (bilateral)

Information − 0.033 0.857
Family and social support − 0.216 0.228
Financial 0.067 0.713
Explaining to others − 0.024 0.896
Care of family member with ASD 0.060 0.741
Professional support − 0.110 0.542
Community services − 0.268 0.132
TOTAL NEEDS − 0.095 0.597
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In contrast, the age group of 12 to 19 years exhibits the highest 
average score, with the highest mean recorded in the information 
dimension (M = 2.6; CV = 11.9 %), as opposed to the professional 
support dimension, which shows the lowest mean (M = 1.8; CV = 40.5 
%). Based on these findings, the results obtained from the Pearson cor
relation test will be analyzed, applied to both the total family needs 
scores and each specific dimension.

As shown in Table 7, in general terms, no significant relationship is 
observed between the total family needs score and the age of the indi
vidual with Autism Spectrum Disorder (ASD) (p = 0.304), suggesting 
that family needs are not correlated with the age of the diagnosed 
member. However, when examining individual dimensions, a statisti
cally significant relationship is highlighted in the dimension of 

“explaining to others,” with a moderate correlation coefficient (r =
0.367; p < 0.05). This implies that as the age of the individual with ASD 
increases, so do the family needs related to the ability to communicate 
and explain their situation to others.

3.4. Vision of family needs according to age and degree of dependence

To conclude the analysis of the results obtained from the tool used, it 
can be stated that the scores related to family needs exhibit slight non- 
significant variations based on the age and level of dependence (No 
dependence, Level 1, Level 2, and Level 3 of dependence) of individuals 
with Autism Spectrum Disorder (ASD). In particular, Fig. 1 shows that 
the age range of 12 to 19 years corresponds to the highest scores, with 
Level 1 dependence recording the highest mean (M = 2.5), while Level 2 
reflects the lowest scores (M = 1.7) regarding family needs.

In summary, the average scores are above 1.5 out of 3, indicating a 
medium to high level of needs. However, no clear trend is identified 
concerning age or degree of dependence, as the results appear relatively 
homogeneous across the different groups analyzed.

3.5. Priority needs of families and types of support

In this section, we analyze the third and final part of the instrument. 
As previously noted, this section is dedicated to examining the qualita
tive information expressed by families regarding their most urgent needs 
ranked by order of importance, as well as the types of support they 
require. To facilitate data analysis, responses were quantified and 
grouped, employing a scoring system that assigned a value of 5 to the 
most valued need and a score of 1 to the fifth, thereby establishing a 
priority ranking for each identified need. The families’ responses con
cerning expressed needs were categorized into five distinct areas: fa
milial (needs related to dynamics and support within the family unit), 
educational (needs associated with training and educational support), 
social (needs related to connections and interactions with the commu
nity or social environment), financial (economic needs or those con
cerning monetary resources) and healthcare (needs concerning medical 
treatment and overall well-being).

Based on the establishment of these categorical areas and di
mensions, the information expressed by families was analyzed, allowing 
for the identification of their specific needs in various domains. In the 
familial category, families highlighted the need for support in caring for 
children or individuals with Autism Spectrum Disorder (ASD). They also 
emphasized the importance of having sufficient socio-familial leisure 
time, which they considered essential for strengthening family dy
namics. Within the educational category, families expressed concerns 
related to support during childhood and adolescence. These included 
behavioral management, fostering autonomy, identifying appropriate 
schooling, accessing adequately trained professionals, and improving 
the overall quality of education provided. In the social category, the 
identified needs focused on ensuring social opportunities for children 
with ASD and promoting greater public awareness and understanding of 
the disorder. Families regarded these aspects as crucial for enhancing 
social integration. The financial category reflected the economic chal
lenges families faced in covering the costs associated with therapies, 
housing, transportation, and other essential services required by in
dividuals with ASD. Finally, the healthcare category underscored the 
need for access to specialized therapies provided by professionals 
familiar with ASD, such as teachers, psychologists, psychiatrists, and 
dentists. Thus, the needs expressed by families were organized into these 
categories, offering a clear framework for understanding their priorities 
and areas where support is most urgently required.

It is important to highlight that the analysis of this section reveals 
that families express the greatest need within the educational category, 
with a significantly elevated score (N = 183) compared to other areas. 
Conversely, financial support occupies the lowest priority (N = 18), 
indicating a considerable gap in this aspect. Within the educational 

Table 6 
Statistical data on the needs of families according to the age of the person with 
ASD.

Dimensions Age Min Max Mean SD* CV*

Information 0 to 6 1 3 2.5 0.57 22.8 
%

6 to 12 1.71 3 2.6 0.47 18.0 
%

12 to 
19

2.4 3 2.6 0.31 11.9 
%

Family and social support 0 to 6 1 3 1.8 0.62 33.4 
%

6 to 12 1 3 1.8 0.63 35.0 
%

12 to 
19

1.2 2.5 2 0.53 26.5 
%

Financial 0 to 6 1 3 1.6 0.72 45.0 
%

6 to 12 1 3 2 0.58 29.0 
%

12 to 
19

1.3 2.6 2 0.54 27.0 
%

Explaining to others 0 to 6 1 2.6 1.7 0.56 32.9 
%

6 to 12 1 3 2.1 0.62 29.5 
%

12 to 
19

1 3 2.3 0.79 34.3 
%

Care of family member with 
ASD

0 to 6 1 3 1.9 0.73 38.4 
%

6 to 12 1 2.6 2.1 0.51 24.2 
%

12 to 
19

1 2.6 2.1 0.64 30.4 
%

Professional support 0 to 6 1 3 1.8 0.74 41.1 
%

6 to 12 1 2.3 1.7 0.56 32.9 
%

12 to 
19

1 2.3 1.8 0.73 40.5 
%

Community services 0 to 6 1 3 2.4 0.73 30.4 
%

6 to 12 1.3 3 2.3 0.47 20.4 
%

12 to 
19

1 3 2.4 0.86 35.8 
%

Table 7 
Pearson’s correlation between family needs and age of the person with ASD.

Dimensions Pearson’s correlation Sig. (bilateral)

Information 0.090 0.620
Family and social support 0.053 0.769
Financial 0.247 0.165
Explaining to others 0.367* 0.035
Care of family member with ASD 0.147 0.413
Professional support − 0.085 0.639
Community services 0.000 1.000
TOTAL NEEDS 1.000 0.304
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domain, families particularly emphasize the need for access to infor
mation, which scores much higher than other concerns (fi = 34). In 
contrast, financial assistance receives the lowest scores (fi = 16). 
Overall, these findings underscore that families of children with ASD 
prioritize educational needs, especially concerning access to informa
tion, significantly above needs related to familial support, social inter
action, healthcare, and financial assistance.

4. Discussion

The results obtained and analyzed confirm that the present study has 
achieved its primary objective by identifying the main needs of families 
with children diagnosed with Autism Spectrum Disorder (ASD). Addi
tionally, it has also established the potential relationship between the 
degree of dependency and the age of the individual with ASD. The 
following outlines the scope of the results obtained in relation to the 
objectives set forth in the study.

The research has detailed the current situation of families with a 
school-aged member diagnosed with ASD concerning their needs across 
several dimensions: information, family and social support, financial 
support, the capacity to explain the condition to others, healthcare, 
professional support, and community services. The results provide an 
overview of the families’ needs, both globally and within each specific 
dimension.

The analysis of the results reveals that families of children with 
Autism Spectrum Disorder report scores above 1.5 out of 3 in all eval
uated dimensions, indicating a widespread perception of need across all 
analyzed areas. This trend is observed in the descriptive results pre
sented in the analysis section (Table 3), where mean values above this 
threshold are reported in all studied categories of need. This finding 
aligns with those of Cañete et al. (2018) and Weissheimer et al. (2021), 
who identified considerable needs expressed by these families in specific 
areas such as access to accurate information and the ability to share 
experiences with others. Similarly, the findings align with similar 
studies that confirm the impact of ASD on families concerning needs 
related to therapeutic services and professional support (Abadia & 
Torres-Lista, 2019; Dieleman et al., 2018a, 2018b).

Although this study has determined the relationship between fam
ilies’ needs and the degree of dependency, the results of the Spearman 
correlation test indicated that there is no statistically significant rela
tionship between the degree of dependency (No dependence, Level 1, 
Level 2, and Level 3 of dependence) and the family needs index. This 

finding contrasts with the results of Rogge and Janssen (2019), who 
found that higher degrees of dependency require greater needs in terms 
of financial assistance and educational and healthcare services. The 
homogeneity in results across different levels of dependency suggests 
that the needs arising from ASD have particular characteristics that vary 
according to the degree of dependency, which can be attributed to the 
wide-ranging associated symptomatology (Hodgetts et al., 2015). 
Although uniformity in scores was observed, Level 1 demonstrated 
higher results, which could indicate that greater autonomy and aware
ness of the individual with ASD translate into higher psychological, 
emotional, or social needs, evidenced in dimensions such as the need for 
information and social support (Kapp, 2018).

Regarding the relationship between family needs and the age of the 
individual with ASD, it was observed that families with children aged 12 
to 19 years exhibited the highest levels of need. However, the Pearson 
correlation test did not show significant relationships, suggesting that 
the assumption that younger age corresponds to greater needs does not 
hold. This finding is consistent with research conducted by Eaves and Ho 
(2008) and Rogge and Janssen (2019), which revealed that the needs 
expressed by families and individuals with ASD tend to increase pro
gressively with the age of the diagnosed individual, especially among 
those requiring a higher level of support.

Despite the scarcity of studies comparing family needs by age groups, 
it is noteworthy that the highest scores in the 12 to 19 age range may be 
linked to emotional and social factors inherent to adolescence, where 
social interaction takes on greater importance (Orben et al., 2020). 
Additionally, the relationship between the degree of dependency and 
age suggests that the elevated needs in this range may result from 
greater cognitive ability and autonomy, intensifying awareness of their 
own difficulties, which is exacerbated by the typical emotional insta
bility of adolescence. In summary, the needs associated with ASD are 
broad and may vary according to the degree of dependency and age 
(Jensen & Spannagel, 2011).

Finally, after the qualitative analysis, it has been identified that 
families perceive significant needs in the areas of educational support 
and access to information. The last section of the tool allowed re
spondents to specify their families’ needs, highlighting the importance 
of education in the lives of these families. This result emphasizes the 
necessity for educators and education professionals to be aware of 
families’ demands, providing them with adequate resources and support 
throughout the educational and intervention processes (Flannery & 
Wisner-Carlson, 2020; Syriopoulou-Delli et al., 2016). It is significant 

Fig. 1. Needs average grouped by age and dependency level.
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that educational support and information are fundamental for families 
of children with ASD, which aligns with the conclusions of Henao and 
Amariles (2021), who identified that families’ greatest need is to obtain 
accurate information to make informed decisions regarding educational 
interventions that facilitate their children’s development. The findings 
of Bejarano-Martín et al. (2020) also reflect that a substantial percentage 
of families feel disoriented following the initial diagnosis due to a lack of 
information about their children’s needs. This reiterates that informa
tion is the most demanded type of assistance by families. Finally, the 
results are consistent with those of Cañete et al. (2018), who emphasized 
the importance of support from competent professionals who adequately 
address the needs of children in the educational domain.

The findings of this study not only provide an in-depth understand
ing of the needs of families with children diagnosed with Autism Spec
trum Disorder (ASD), but also have significant practical implications 
that can contribute to the design and improvement of policies and 
support programs for both families and educators in inclusive educa
tional settings.

Firstly, the results reveal key areas where intervention can provide 
more effective support to these families. Specifically, the identification 
of emotional, educational, and social needs, among others, provides a 
solid foundation for developing interventions that are better aligned 
with the everyday realities faced by families (Solomon & Chung, 2012). 
These interventions could be fundamental in improving the experiences 
of families with children with ASD in the educational environment, and, 
in turn, facilitate the effective inclusion of children with this condition in 
classrooms (Alves et al., 2023).

In this context, it is crucial to highlight how the findings of this study 
can be used to design programs tailored to the real needs of families, 
promoting more personalized and targeted support. This approach 
would not only assist families in their parenting responsibilities 
(Pepperell et al., 2018) but also provide educators with the necessary 
tools to better understand family dynamics and offer more appropriate 
support to children with ASD in educational settings (Vassallo et al., 
2020). In this way, it contributes to creating an inclusive environment 
that takes into account not only the needs of children with ASD but also 
those of their families, generating a positive impact on both groups 
(Goldrich et al., 2018).

Additionally, a significant gap has been identified in the existing 
literature regarding the understanding of family needs within the 
framework of inclusive education. While some studies have addressed 
the needs of families with children with ASD (Dieleman et al., 2018a, 
2018b; Kiami & Goodgold, 2017; Papoudi et al., 2021; Seymour et al., 
2022; Shorey et al., 2020), few have explored this issue in the context of 
inclusive education and in comparison to the needs of other families 
with children with disabilities or neurotypical children (Brydges & 
Mkandawire, 2020; Imaniah & Fitria, 2018). This gap in research limits 
our ability to identify key differences that could be useful for informing 
inclusive educational policies and practices. This study contributes to 
filling this gap by focusing exclusively on the family needs of children 
with ASD and underscores the importance of addressing these needs 
from a comprehensive perspective that considers both the well-being of 
the children and that of their families.

Therefore, this work not only expands the understanding of the 
specific needs of families with children with ASD, but also provides a 
foundation for future research that seeks to explore more broadly the 
implications of these needs in inclusive education. The importance of 
studying family needs in this context is crucial, as it can generate 
valuable recommendations for the implementation of more effective 
inclusive educational strategies, based on a deeper and more nuanced 
understanding of the realities faced by both families and children with 
ASD in their educational process.

This study presents several limitations that must be considered when 
interpreting the results. Firstly, the sample used is relatively small, 
which limits the generalizability of the findings. A study with a larger 
sample could provide more robust and representative results, improving 

the relevance and generalizability of the findings. Additionally, the 
analysis focused exclusively on families with children diagnosed with 
Autism Spectrum Disorder (ASD), without including families with chil
dren with other disabilities or without disabilities. This limitation pre
vents conducting comparative analyses between different groups, which 
could offer a broader understanding of the support needs and the con
ditioning factors affecting family systems.

It is suggested that future research broaden the focus to include 
families with children without disabilities and those with other disor
ders, in order to identify potential differences and similarities that could 
enrich the understanding of family needs in various contexts. Further
more, the gender of caregivers is another important factor to consider, as 
the majority of the participants in this study were mothers, which could 
introduce bias in the interpretation of the results. It would be valuable to 
address the impact of caregiver gender in future studies, incorporating a 
more balanced representation of fathers and mothers.

Another limitation is that a portion of the sample’s dependency level 
of the child with ASD was unknown, either because the family did not 
provide this information or chose not to disclose it.

In terms of future directions, it is proposed that further research 
explores additional aspects related to families of children with ASD, such 
as quality of life, difficulties in accessing appropriate information, and 
educational challenges. Moreover, it is recommended to conduct a 
regression analysis to identify potential predictors of the needs experi
enced by these families. This approach would allow the exploration of 
how variables such as the child’s age, level of dependence, and other 
sociodemographic and contextual factors might contribute to explaining 
variations in these needs. Such an analysis could provide a more detailed 
understanding of the interaction between these factors and guide the 
development of more specific and effective support interventions for 
families of children with ASD.

5. Conclusion

In general, it can be concluded that families with members diagnosed 
with Autism Spectrum Disorder have needs that score above average in 
all the dimensions analyzed. This underscores the urgent need to 
improve the support provided to these families. It is essential that 
assistance is adequate across all areas, from effective healthcare and 
appropriate information from the initial diagnosis to education and so
cial services that help families face the challenges associated with the 
disorder. The primary objective should always be to alleviate the burden 
on these families as much as possible, allowing them to progress while 
feeling supported and understood by their immediate environment and 
society, thus moving toward a socially inclusive reality.
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