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ABSTRACT 
 

Online social forums have been used by parents of children with disabilities as a support system where they freely share information, 

experiences, and their worries. The objective of this study was to examine the kinds of social support sought or received by parents 

of children with autism in Kenya, in order to understand their care and support needs. Data in the form of chat messages was 

collected from a parents WhatsApp forum by downloading it through the group administrators.  Drawing on the social support 

theory, the study utilized the content analysis method to analyze the chat messages posted by parents.  A deductive approach was 

employed to code the data into various themes using the Social Support Behavior Code. The study findings revealed that most 

parents of children with autism sought and received emotional support, followed by informational support.  In addition, the study 

established that the needs of parents of children with autism revolved around finding solutions related to their children with autism, 

mainly focusing on behavior management, access to education and addressing delays in developmental milestones.  Further, 

parents' conversations revealed a need to know how to deal with the high burden of care associated with nurturing a child with 

autism. The study concludes that parenting and caring for a child with autism is associated with a high burden of care and imparts 
on the wellbeing of the parent. The study thus recommends the design, testing, and implementation of parental support programs to 

meet the emotional and informational support needs of parents. The study also recommends concerted efforts by stakeholders to 

develop a behavior management toolkit to support the parent in nurturing care, and establishment of respite centers for parents to 

relieve the high burden of care.  
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I. INTRODUCTION 

 

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder characterized by impairments in social and 
communication behavior, restricted activities and interests, repetitive patterns of behavior, as well as sensory 

abnormalities (Faja & Dawson, 2017; Hirota & King, 2023; American Psychiatric Association [APA], 2013). These 

impairments are identifiable beginning early in life (American Psychiatric Association, 2013; Lord et al., 2020). 

Globally, the reported prevalence of autism ranges between 1% and 2% (Maenner et al., 2023; Zablotsky & Black, 
2020), with higher estimates observed in high-income countries. For instance, the Centers for Disease Control and 

Prevention reports that ASD affects one in every 36 children. Children and adolescents with ASD typically require 

support and interventions that address behavioral, educational, health, leisure, and family needs (Hyman et al., 2020; 
Demir & Arslankaya, 2024). 

While robust prevalence data exists in many parts of the world, there is limited specific data on ASD in sub-

Saharan Africa. Nevertheless, it is essential to note that autism affects people from all racial, ethnic, and socioeconomic 
backgrounds (Shaw et al., 2021). In the African context, the challenges of diagnosis, limited resources, and varied 

cultural perceptions underscore the need for tailored interventions and support systems for families affected by ASD. 

In Kenya, as in many African nations, the challenges associated with raising a child with ASD are compounded 

by factors such as limited access to specialized services, educational barriers, and socio-economic constraints. Nurturing 
children with ASD is associated with greater parenting stress compared to parenting typically developing children or 
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those with other developmental disabilities (Hayes & Watson, 2013). Parents and caregivers often face a high burden 

of care, which may result in heightened stress, depression, social isolation, anxiety, and even financial challenges 
(Khusaifan & El Keshky, 2021; Shattnawi et al., 2021; Hermaszewska & Sin, 2021; Scheerer et al., 2024; Burrell et al., 

2017; Tathgur & Kang, 2021). This burden may also lead to reduced participation in social and leisure activities, further 

aggravating psychosocial difficulties (Walton, 2019). 

Autism can be likened to a spectrum of colors produced when white light passes through a prism – violet, indigo, 
blue, green, yellow, orange, and red. Each child on the autism spectrum represents a unique color, thereby necessitating 

individualized approaches to care and intervention (Milton et al., 2021). Despite the myriad challenges, the negative 

effects of these stressors can be mitigated by effective social support (Shepherd et al., 2020; Ault et al., 2021). Research 
suggests that addressing the social support needs of parents should be prioritized to promote both their physical and 

mental well-being (Robinson & Weiss, 2021; Melrose et al., 201). 

Given the full-time responsibility of caring for a child with ASD, many parents in Kenya experience severe 

strain, which affects not only their well-being but also their ability to secure necessary interventions for their children. 
Families remain the primary source of support, and thus understanding the social support needs of these parents is 

imperative for both research and practical intervention (Lord et al., 2020; Hyman et al., 2020). 

 

1.1 Statement of the Problem 

Caring for a child with autism has been associated with a high burden of care. This may in turn have a 

detrimental effect on the psychosocial wellbeing of the parents who are the overall caregiver and spend most of the time 
with the child (Tathgur and Kang, 2021). In Kenya, parents of children with autism often encounter stigma, financial 

and caregiving burden when nurturing their child with autism (Masaba et al., 2021). This may be aggravated by lack of 

formal knowledge on what to expect, what to do, where and when to seek help.  

Parents of children with autism in Kenya are the primary caregiver for their children and therefore continue to 
bear the burden associated with raising a child with autism (Osoro, 2019).  This situation puts parents at risk of stress, 

depression and related mental health challenges. It is therefore imperative to explore evidence-based social support 

mechanisms that would help alleviate this burden on the parent, while leveraging on the technological advancements.  
The growth in online social platforms and the internet has increased the demand for online social services (Sahoo 

& Gupta, 2019). Organized social groups and virtual communities have entered the quickly expanding online space 

(Symon & Walker, 2023). However, the use of online social space by persons with disabilities or by caregivers and 
parents of children with disabilities in Kenya is still an area with limited research evidence. 

This study sought to examine the different kinds of social support sought or received by parents of children with 

autism through their online WhatsApp group, to provide a good understanding of their social support needs, and to 

inform policy and practice in the field of social support for parents and families of children with disabilities.  

 

1.2 Research Objective 

To examine the kinds of social support sought or received by parents of children with autism through an online 
WhatsApp platform. 

 

II. LITERATURE REVIEW 

 

2.1 Theoretical Review 

2.1.1 Social Support Behavior Theory 

The social support behavior framework guided the study. The social support behavior code (SSBC) was 
originally developed by Cutrona and Suhr in 1992 and later modified for online use by Coulson and Greenwood (2012). 

This study adopted the modified version of the SSBC code for online content. 

The SSBC consists of five main social support categories that are divided into twenty-three subcategories. The 
five main social support categories are: informational support, emotional support, esteem support, network support and 

tangible aid. According to the code, informational support entails receiving help related to advice, referral or situational 

appraisal. Emotional support is help related to encouragement, sympathy, empathy and affection. On the other hand, 

esteem support relates to giving compliments, validation and relief of blame. Network support is about linking with new 
people, presence during difficult times, and companionship. Finally, tangible aid is about the help received including 

monetary and in-kind either directly or indirectly (Coulson & Greenwood, 2012). Table I shows the 23 sub-categories 

and their descriptions.  
The SSBC suits this study since it lays out social support categories that relate to study participants experiencing 

a high burden of care, such as parents and caregivers of children with ASD. The SSBC informed the analysis process 

by guiding the coding and analysis of the data collected from the parents' WhatsApp group into the various categories 

and subcategories defined in the code. 
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Table 1 

Social Support Behavior Code 

 

2.2 Empirical Review 
Social support appears to buffer the detrimental effect of symptom severity associated with raising a child with 

ASD. It should be considered when delivering care and support interventions to parents and caregivers of these children 

(Feng et al., 2022). Formal and informal social support have been studied, and their effects have been documented. In a 

study by Shepherd et al. (2020), informal social support and social media were perceived as more helpful than formal 
support. Drogomyretska et al. (2020) investigated the relationship between perceived social support and parental stress. 

Their results indicated that perceived social support from friends was the most important factor in protecting against 

stress. 
Khusaifan and El Keshky (2021) studied the impact of social support as a moderator between parental stress 

and life satisfaction among parents of children with ASD. Their research established that social support moderates the 

relationship between family stress and life satisfaction. They recommended that social support, including the use of 

social media groups, be considered in supporting parents of children with ASD facing stress. Robinson and Weiss (2021) 
examined the stress-buffering effects of perceived and received support and established that both types of support were 

significantly associated with less reported stress. 

With technological advancements, increased internet use, and the growing accessibility of online social 
platforms, there has been an increased demand for online services, expanded social networks, and the creation of online 

forums. Online settings provide new ways of supporting people seeking online services such as health care, information, 

and social support. 
Online forums consist of a group of individuals with a common interest or a shared purpose, whose interactions 

are governed by policies in the form of rules; who have ongoing and persistent interactions; who use electronic 

communication as the primary form of interaction to support and mediate social interaction and facilitate a sense of 

togetherness (Bronstein, 2017). Online forums provide a dynamic environment where individuals share valuable 
informal information, discuss social, mental, and health-related topics, offer and receive emotional support, learn how 

Support type Definition 

Informational support Definition 

Advice Provides ideas or suggestions for action 

Referral Refers the recipient to other sources of information or help 

Situation appraisal Helps reassess or redefine the situation being faced by the recipient 

Teaching Offers detailed information, facts or news 

Emotional support Definition 

Relationship Conveys the importance of closeness 

Physical affection Offers physical contact, such as hugs and kisses 

Confidentiality Keeps the recipient’s problem in confidence 

Sympathy Sorrow or regret for the situation faced by the recipient 

Understanding/Empathy Expression of understanding of the situation or discloses similar experiences 

in a way that conveys understanding. 

Encouragement Provides the recipient with hope and confidence 

Prayer Offers prayer for the recipient 

Esteem support Definition 

Complement Saying positive things about the recipient 

Validation Provides agreement with the views of the recipient 

Relief of blame Alleviates any feeling of guilt the recipient has about the situation 

Network Support  Definition 

Access Provides the recipient with access to new people 

Presence Offers to be there 

Companions Reminds the recipient that others share similar experiences and are available 

Tangible aid Definition 

Loan Lend money to the recipient 

Direct task Offers to do a direct task 

Indirect task Offers to take over a task from the recipient while they are stressed 

Active participation Offers to join the recipient in an activity 

Willingness Offers or expressions of desire to help 
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other people have dealt with problems through experience sharing, and receive informational support (Smedley & 

Coulson, 2017; Bronstein, 2017). 
Participants of online forums are both the producers of social support content and the consumers (Smedley & 

Coulson, 2017). For instance, through online social forums, parents and caregivers of children with ASD can learn from 

each other, interact with professionals, and possibly get social support (Bi et al., 2022).  This is why these online social 

support forums are created for participants to interact with each other by posting messages and reading replies (Smedley 
& Coulson, 2017; Smedley et al. 2015). 

A qualitative study by Reinke and Solheim (2015) provides insights into the online social support experiences 

of mothers of children with ASD. The researchers highlight the importance of the internet and associated online activities 
as vital sources of emotional and informational support for this population. Given that an ASD diagnosis does not 

explicitly describe the level of autism gradation or symptom severity, mothers often face uncertainty and a heightened 

need for information and support. The study underscores the emergence of an understanding about the significance of 

online social support networks, which enable mothers to access valuable information as well as emotional validation 
and connection when navigating the challenges of caring for a child with ASD. 

Through the analysis of content generated through online interactions, researchers can study different topical 

issues discussed, experiences shared, and the different coping strategies employed by the participants in addressing 
social issues facing them (Smedley & Coulson, 2017). The current study examines the kinds of social support sought or 

received by parents of children with ASD as expressed in an online forum. 

 

2.3 Conceptual Framework 

 
Figure 1 
Conceptual Framework  

Source: Authors (2024) 

 
This study argues that in the context of a perceived stressful event such as raising a child with autism spectrum 

disorder, online social support acts as the mediating factor. Improved mental health and identified care and support 

needs of the parents become the perceived outcome. It is important to understand the support needs of parents of children 
with ASD, particularly in SSA, where evidence of such needs remains scarce. Understanding the support needs could 

lead to more targeted interventions for these parents. Online forums can offer a good opportunity to understand the 

support needs of parents of children with ASD. For instance, they give a safe space for parents to express themselves 
more freely. We relied on the WhatsApp online forum for parents with children with ASD to investigate their support 

needs. 
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III. METHODOLOGY 

 

3.1 Research Design 

The study utilized quantitative and qualitative content analysis methods to analyze online messages posted by 

parents of children with ASD. Content analysis was chosen since it provides a systematic and objective means of 

describing and quantifying phenomena (Elo & Kyngäs, 2008). In addition, content analysis was used for this study to 
make valid inferences from online parents' data, to provide knowledge, new insights, a representation of facts and a 

practical action guide. 

 

3.2 Target Population 

The target population consisted of Kenyan parents of children with autism spectrum disorder belonging to an 

online social forum. The WhatsApp forum from which this data was collected was started in 2019 by Jacqueline Mathaga 

as an initiative of Arthur's Dream Autism Trust (ADAT). The forum aimed to connect parents and caregivers of children 
with disabilities across Kenya, providing a supportive community for shared learning, self-advocacy, and access to 

essential resources. The creation of this forum was informed by the need to bridge gaps in knowledge, facilitate peer 

support, and advocate for the rights and well-being of children and adults with disabilities. At the time of conducting 
this study, the online parents’ forum (community) consisted of four WhatsApp groups of parents of children with 

different types of disabilities, with an average of 300 parents per group. 

 

3.3 Sample Size and Sampling Procedures 

Parents of children with autism, belonging to group 3 of the WhatsApp community were purposely selected for 

this study. This group was considered since it had consistent postings relating to autism spectrum disorder.  

 

3.4 Data Collection Procedures 

Data in the form of online chat messages was collected from an online forum (WhatsApp) consisting of Kenyan 

parents of children with disabilities. Specifically, data was collected from group 3 of the parent’s community. The data 
collection process involved exporting the data from the WhatsApp group by the group administrator and sharing with 

the principal investigator via email. The data was then saved in a word processor and was cleaned following a set of 

inclusion criteria. 
 

Inclusion criteria 

For content to qualify for this study and proceed into the analysis stage, it had to meet the following inclusion 

criteria: messages posted between May 2023 and April 2024 so as to give a round-the-calendar picture of parents' social 
support needs; messages about autism; messages on social support and messages in English or Kiswahili because these 

were the most used languages in the group as well as the official national languages in Kenya. 

 

3.5 Data Analysis 

Content analysis was used to examine the kinds of social support sought by parents of children with autism. It 

was possible to distill and code textual data into categories through content analysis.  Simple statistics were used to 

summarize the data by counting the number of occurrences in each category (Krippendorff, 2018; Smedley & Coulson, 
2017). A deductive approach was employed to code the data into various themes using the Social Support Behavior 

Code (SSBC). 

 
Analysis Process 

Data processing started with cleaning the harvested content to remove content that was not related to autism. 

Two researchers read the messages and deleted the content that was not related to autism. This was followed by 
anonymizing the content, removing any personal identifiers such as the names of the parent or of the child. 

After this, textual content was classified into various social support themes and sub-themes as per the social 

support behavior code.  This process involved two researchers thoroughly reading and re-reading the text before placing 

it under the agreed theme or sub-themes, clearly labeled column-wise in a spreadsheet. Whenever there was a 
disagreement on where to place a text, a third researcher was involved to ensure the text was placed in the best-fit theme. 

Descriptions for each theme and sub-themes, as defined by Coulson and Greenwood (2012) were followed closely 

throughout the coding process. 
A total of 325 text messages that met the inclusion criteria were distilled and coded into categories. The number 

of occurrences in each category were then counted to produce simple statistics consisting of frequencies and percentages 

for the five themes and 23 sub-themes (see appendix I). 
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3.6 Ethical Considerations 

The study was conducted in accordance with the Declaration of Helsinki revised in 2013 and the study protocol 
was approved by the African Medical and Research Foundation’s Ethics and Scientific Review Committee (AMREF-

ESRC:P1767/2024). In addition, full disclosure was made to the parents through their WhatsApp group about the 

purpose of the study, and informed consent was obtained from the parents, caregivers and administrators of the online 

WhatsApp forum. Further, the anonymity of the online forum and that of the participants was observed through 
removing potentially identifiable information such as names. The researchers accessed the data in its raw form and then 

anonymized it by removing personal identifiers before analysis and reporting. For instance, the quotes were reported 

anonymously without identifying the participant's name. In addition, participants were assigned pseudonyms to conceal 
their real identity. Confidentiality was duly followed in managing private information collected from the online social 

forum. For instance, the researchers signed a binding data confidentiality agreement before handling any data.  

 

IV. FINDINGS & DISCUSSION 

 

4.1 Response Rate 

The study sought to establish the kinds of social support sought or received by parents of children with autism 
through an analysis of messages posted in an online social forum. The findings revealed that parents of children with 

autism sought/received different kinds of social support, such as informational, emotional, esteem, network, and tangible 

aid. Findings further indicate that the majority of the parents of children with autism mainly receive emotional support, 
followed by informational support.  On the other hand, tangible aid and network support were the least sought social 

support (see Figure 2).  It can therefore be deduced that the social support needs of parents of children with autism are 

majorly the need for emotional support and need for informational support. 

 

 
Figure 2 

Kinds of social support 

 

4.1.1 Emotional Support 

Different kinds of emotional support were examined to understand the emotional needs of parents and caregivers 

of children with autism. A total of 147 text messages were analyzed under this theme, and categorization was done for 
each sub-theme. The findings indicate that the majority of parents with children with autism received empathy in their 

journey of caring for their children. This was followed by the need for encouragement (See Figure 3). 
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Figure 3 

Types of Emotional Support received by Parents 

 

The findings show that empathy or understanding was the type of emotional support received by most parents. 

This was revealed by the high number of messages shared online by most parents. Parents exchanged messages that 

expressed an understanding of the situation one of them was going through or disclosed similar experiences in a way 
that conveyed understanding. One of the needs identified through their conversations was the need for support on how 

to address the behavioral challenges of children with ASD. For instance, parents expressed frustrations about dealing 

with new behavioral habits that children with autism develop, such as refusal to wear clothes or hysterical laughter, 
among others. In response, other parents showed understanding and empathy by sharing their own experiences and what 

they did to manage the situation: 

Parent A1:  

“We had a naked phase too. He lived walking around naked. For a while and as long as it was hot, I let 
him be but kids grow up and visitors come so it needed to end. So what I did was I started creating trips 

like going to the shop and I would tell him people who go to shops wear clothes. Then I started telling him 

people who go outside the house wear clothes. And finally people who come out of their rooms wear 
clothes. As long as he is outside his room then clothes must be worn. In his bedroom akae (let him stay) 

how he wants. Kwani (Are) we are always dressed in our rooms. 🙈🤭 So begin with a general rule and 

then narrow it.” 

Parent A2:  

“Woii i feel you mum...mine used to eat them 😔...ata pupu yake (even the excrement) but i thank God she 

stopped by herself...she used even to chew her clothes tearing any clothes she comes across with... 

removing all the clothes...she just wanted to stay naked🤔.God is faithful she stopped after exposing 

her ....” 

Parent A3:  
“Right now am dealing with hysterical laughs ..... sounds funny but can be annoying alienda holiday ocha 

(went for holiday in the rural home) he came with a habit of laughing literally hysterically about anything 

and everything like ile ya madharau (with arrogance)....akifanya kitu umchape (if he does something and 

you beat him) he will hysterically laugh ukiachana na yeye (once you let him go)....he laughs every second 
aki kwa bara bara kwa nyumba (on the road, in the house)... anywhere.” 

Parent A4:  

“Last few months habit is people's feet...he will crawl to touch.” 
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Parent A5:  

“Mine is a mwiko (cooking stick) 😂😂😂which she'll cling onto until she retires to bed and immediately 

she wakes up that's the first thing to look for o'wise (otherwise) if not found expect a huge meltdown.” 
Parent A6:  

“Mine has an 'obsession' with motorbikes that one of the sofas arm is his bike he has keys (that we don't 

use) and when riding lazima avae kofia (must put on a cap) and does exactly how the boda guyz (motorbike 

riders) do from starting the bike to bending on corners...aaah! Can't wait to see whats next Mine sleeps 
with his imaginary bike keys and kofia (cap) during school days his school bag sleeps besides him” 

Encouragement was the second type of emotional support that was given by most parents. Encouragement gives 

the recipient hope and confidence (Coulson & Greenwood, 2012). Parents within the online social support network 
encouraged each other. In their conversations, the needs on how to address behavioral challenges, how to address delays 

in developmental milestones, and access to education for children with autism were revealed. Some of the efforts made 

by parents in response to these needs were sharing and learning from experiences of each other, encouraging each other, 
patience, therapy, and spirituality. For instance, one parent shared this with the others: 

Parent A7:  

“My fellow parents these are the best gifts that God has given us. It's our great responsibility to take care 

of them despite the challenges. Let's not tire training them again and again. Training is hard and costly. 
God is faithful and will reward the work of our hands. Let prayer be the key. Blessed Sunday.” 

In another conversation, one of the parents was worried by the fact that the child with autism had not achieved 

any milestone in communication despite the efforts made. After posting his/her frustrations to the parents’ online social 
network, he/she received many messages of encouragement. For instance, one of the parents said: 

Parent A8:  

“Am encouraging you pray for your child and take him to school as advised.  Not forgetting that I visited 

so many schools and they were unwilling to admit him, but I prayed that he shall find favour in eyes of men 
as he has found favour in eyes of God.  I pray that soon he will talk.  We also continue with therapy twice 

per week, which we do every Wednesday and Saturday, so on Wednesday he doesn't go to school. 

Another parent extended encouragement by sharing this: 
Parent A9:  

“Yes, school helps and so does therapy, do them simultaneously.  Mine was nonverbal until 5 years but 

started speaking when I took him to school coupled with therapy he improved alot.” 
Parent A10: “Glory to God for your son. The much I know is that autism varies from one child to the other just like 

development milestone to any other kid. Give your child time and relax in God you will see things happening” 

Another discouraged parent received this as an encouragement to keep going: 

Parent A11: 
Hugs mama keep strong may God continue to be your pillar of strength, hope and keep refilling you with 

his grace and peace 🙏🏿 

Another parent sought encouragement on the non-verbal situation of a child with ASD: 

Parent A12 
“Good morning ..... Do we have parents with testimonies of their Autistic children who move from 

nonverbal to verbal? Please encourage us” 

As the parents encouraged each other, they also appreciated that taking care of a child with autism is not an easy journey. 
One parent shared this: 

Parent A13: 

“True, being a parent of a special child is so hard, you bleed inside and pretend everything is okey, not to 

hurt your child” 
Generally, parents shared words of encouragement depending on the type of situation shared by any of them through 

the online forum. The discussions majorly revolved around, the ability of their children to communicate or achieve other 

developmental milestones, finding school for the child, dealing with new habits and behaviors portrayed by the children 
with autism among others.   

 

4.1.2 Informational Support 
The overall findings showed that informational support was ranked the 2nd most sought or received social 

support by most parents online out of the five kinds of social support under study, at 42.8%. A total of 139 text messages 

under this theme were analyzed further, and categorization was done for each sub-theme. After examining the different 

categories of informational support, most of the parents of children with autism were seeking or received advice, 
followed by referral. On the other hand, situational appraisal was the least shared type of informational support. See 

Figure 4. 
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Figure 4 

Types of Informational Support sought by Parents Online 

 
These findings can be translated to the different types of informational needs by parents of children with autism, 

with most parents in need of advice-related information. Parents sought or received advice mainly on care, diet, and 

security for the child with autism. The burden of care also came out through the parents’ messages. For instance,  one 
parent needed advice on delegated caregiving for a boy with autism while the parent went to work. 

Parent B1:  

“Moms with older children on the spectrum especially boys...what did you do when your child wouldn't be 

left with a house help anymore? Because of their ages? And you have to go to work?” 
Safety needs also came up as parents were sharing advice on the precautions to take in case a child with autism 

gets lost for ease of identification since the child may not express themself. 

Parent B2:  
“Meanwhile can we speak about what to do when your child with a disability elopes or gets lost? What is 

your strategy for finding them or keeping them safe?” 

In response to this, one of the parents gave some information on an observed practice that would help. 
Parent B3:  

“I see people use bracelets with their details. I would love to see samples that would work for my children.” 

This study also identified nutritional needs as parents sought advice related to the diet for their children with autism. 

For instance, one parent posted this: 
Parent B4:  

“Good afternoon, any mum here who cook pancakes for their autistic kid? What flour do you use that is 

gluten-free? A picture of the flour will be of help” 
Referral was the second type of information support sought by most parents after advice. Most parents were 

seeking referrals for therapy services, schools, caregivers, and where to get specific items to support developmental 

aspects of the child with autism. For instance, one parent asked for referral information on where to get a specific item: 

Parent B5:  
“Hi ...Where can we get pocket pouches? I looked in the supermarket didn’t get” 

Parents also sought or received information that would build on their knowledge to care for their child with autism. One 

parent posted an image and tagged a message seeking for further information: 
Parent B6: 

“Hey. What are these and their use?” 

In response to the question, another parent responded with more information (teaching) about the item: 
Parent B7:  

“They are noise canceling. Our Autism champs (children) sometimes noise disturb them ...like in public 

places like buses or church. So they put them on and they minimise the noise” 



Vol. 6 (Iss. 1) 2025, pp. 539-553     African Journal of Empirical Research       https://ajernet.net      ISSN 2709-2607 

  
 

 

 

548 
 

Licensed Under Creative Commons Attribution (CC BY-NC) 

Parents also learned from each other how to use affirmative language, such as ‘champions’ and ‘talented 

differently’, when referring to children with autism. In addition, a need to address developmental delays in children with 
ASD was identified as parents learned from one another and shared ideas. 

Parent B8:  

“Autistic  kids  are  talented  differently  it's  up to  us caregivers  to accept  them  as  they  are and help 

them  be even  better  in areas  that they are  good  at ,some may develop  speech  while  others  maybe  
non-verbal  forever ,some  may learn  to use phones  others  may not,  others  may be learn  to write  others  

may not  so it's  our  responsibilities  as we train  these  kids  help recognize  their  areas  of strength  and  

let the kids  be in their natural  environments  the way  they  are  wako tu sawa  (they are just ok) don't  
force exotic  environments  on them only  support  them  to  be  better  at the  end  of  the  day  who has 

correct  definition  of  a human  being  to say our kids  are  different.” 

The parents also learned from each other that autism was not an illness and that they needed to understand when 

and why to seek medication. 
Parent B9:  

Autism isn't an illness so it doesn't require medicine. The comobidities (comorbidities) or other things that 

happen with autism may be medical issues that need medicine. So what is the medicine for? As a parent 
you have to be able to know what your child is being treated for. Sorry I am using this as a teaching 

moment. 😅 Kuna mtu alisema hizo dawa hudamage Brain (Somebody said the medicines damage the 

brain), and am coming to realize oh oh help me God” 

Generally, parents needed deeper knowledge on subjects like understanding autism, how to take care of children 
with ASD, how to address developmental delays, types of therapy and when to go for them, use of drugs and when to 

seek medication, among others. 

 

4.1.3 Esteem Support 
The overall frequency of esteem support was 6.8% out of the five kinds of social support under study. Even 

though esteem was not a frequently shared kind of social support, parents received more ‘complement’ related support, 

followed by ‘validation’ while ‘relief of blame’ came in last. On ‘complement support,’ parents appreciated each other 
for their efforts in taking care of the children with autism. For instance, some parents had this to say: 

Parent C1:  

“You are a very strong mum. May the Lord keep you strong for many years. May you never lack. God's 

child'🙏” 

Parent C2: 

 “Good job on creating awareness on Autism on a national stage.” 

Another parent appreciated the collective efforts of parents and the community in promoting the inclusion of 

persons with neurodevelopmental disabilities: 
Parent C2:  

“This recognition is a testament to the collective efforts of our amazing community and the impactful 

initiatives we've undertaken to promote inclusivity for persons with neurodevelopmental disabilities & your 

support means the world to us 🙏🏽😇!” 

 

4.1.4 Network Support 

Network support was the least sought for social support by parents of children with autism at 2.46%). Parents 
who sought network support focused mostly on access to new people, such as therapists, shadow teachers, and 

caregivers. For instance: 

Parent D1:  

“Kindly post for me in your group. Am looking for a special education teacher who can work full-time with 
a 3yr old autistic boy” 

In addition to the network support, the theme of education-related needs came up as the parent seeking support 

was considering the option of homeschooling. 

 

4.1.5 Tangible Aid 

Generally, tangible aid was rarely sought by parents (2.77%) compared to informational (42.77%) and 
emotional support (45.2%). However, on the occasions when this type of social support was sought, three sub-themes 

came out - direct task, willingness to help, and financial support. In addition, the need for spiritual support and financial 

support also came up.  The research team added financial support as a new sub-theme since it was not featured within 
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the social support behavior code used in this study. One parent appreciated the other parents for the prayers and financial 

support received: 
Parent E1:  

“Dear champions I am so blessed by being part of you, some 5 months ago, I came here and asked for 

prayers because of my daughter who was in ICU... thank you for the money you sent to me towards the 

bill, thank you! 

 

4.2 Discussions 

Online Support Groups (OSGs) have emerged as dynamic platforms where individuals with shared health 
concerns can exchange not only information but also diverse forms of psychosocial support (Pan et al., 2019). This study 

examined the types of support messages exchanged among parents of children with ASD, revealing two primary themes: 

emotional and informational support. Emotional support messages accounted for 45.23% of interactions, while 

informational support messages made up 42.77%. 
These findings are consistent with previous research, such as Wang et al. (2021), which demonstrates that 

emotional support in digital environments can significantly enhance well-being and happiness. Similarly, Roffeei et al. 

(2015) found that Facebook groups for parents of children with autism predominantly facilitated informational (30.7%) 
and emotional support (27.8%). However, our study diverged from Roffeei et al. (2015) in terms of esteem and network 

support. In our data, these categories were notably lower (ranging from 2.46% to 6.77%) compared to their reported 

figures (20.2–20.9%). This discrepancy may be attributable to contextual differences, such as the platform’s design, 
user demographics, or temporal factors influencing online communication trends. 

Beyond the primary dimensions of support, the broader literature suggests that OSGs also have the potential to 

facilitate other important functions such as identity validation, empowerment, and even advocacy (Bi et al., 2022). For 

example, while our study observed low levels of tangible support and modest esteem and network support, other research 
indicates that such dimensions may become more pronounced in settings where users engage in extended interactions 

or when platforms integrate structured support interventions (Barak et al., 2008). This suggests that the role of digital 

support is multifaceted and may evolve over time with increased user engagement and technological enhancements. 
Moreover, participation in OSGs appears to mitigate isolation and stress often reported by parents of children 

with ASD. As highlighted by Bakar and Bakar (2019), these virtual spaces not only provide a venue for information 

exchange but also offer emotional validation and empathy - factors that are crucial for alleviating the psychosocial 
burdens associated with caregiving. The perceived anonymity and reduced social risk inherent in online interactions 

may further promote candid disclosures and the development of supportive relationships, thereby contributing to 

improved mental health outcomes (Barak et al., 2008). 

The implications of these findings extend beyond mere categorization of support types. They suggest that OSGs 
can serve as an important adjunct to traditional support services, especially in contexts where access to in-person support 

is limited. This has particular relevance for parents of children with ASD, who often navigate high caregiving burdens 

and social isolation. Future research could explore the integration of digital support with community-based services to 
develop comprehensive intervention strategies that address both the emotional and practical needs of these families. 

 

V. CONCLUSIONS & RECOMMENDATIONS 

 

5.1 Conclusions 

The study concludes that caring for a child with autism is associated with a high burden of care and imparts the 

well-being of parents. Emotional support and informational support comprise the most desired social support by parents 
of children with ASD. This, therefore, translates to the parents' need for interventions that can address their emotional 

and informational support to reduce the burden of care in raising children with ASD.  

 

5.2 Recommendations 

The study recommends the design, testing, and implementation of parental support programs mainly targeting 

the emotional well-being of parents and offering informational support on how to address challenges experienced when 

raising children with ASD, such as how to address behavioral challenges and delays in achievement of developmental 
milestones, among others. The study also recommends relooking at the education system and structures to enhance 

access to education, retention, and transition of learners with Autism. Further the study recommends development of an 

evidence-based toolkit on behavior management of children with autism, for use by the parent. Finally, the study 
recommends concerted efforts by stakeholders within the social support and well-being sector to establish centers for 

parents that would help relieve the high burden of caring for a child with autism and boost the parents’ well-being. 

 

  



Vol. 6 (Iss. 1) 2025, pp. 539-553     African Journal of Empirical Research       https://ajernet.net      ISSN 2709-2607 

  
 

 

 

550 
 

Licensed Under Creative Commons Attribution (CC BY-NC) 

REFERENCES 

 
American Psychiatric Association. (2013). Autism spectrum disorder DSM-5 diagnostic criteria. Toronto, Canada, 

Retrieved from https://www.autismspeaks.org/autism-diagnostic-criteria-dsm-5  

Ault, S., Breitenstein, S. M., Tucker, S., Havercamp, S. M., & Ford, J. L. (2021). Caregivers of children with autism 

spectrum disorder in rural areas: A literature review of mental health and social support. Journal of Pediatric 
Nursing, 61(6), 229-239. https://doi.org/10.1016/j.pedn.2021.06.009 

Bakar, R. A., & Bakar, J. A. (2019). WhatsApp as a source of support for parents of autistic children. International 

Journal of Recent Technology and Engineering, 8(2), 202-206. https://doi.org/10.35940/ijrte.B1046.0982S919 
Barak, A., Boniel-Nissim, M., & Suler, J. (2008). Fostering empowerment in online support groups. Computers in 

human behavior, 24(5), 1867-1883. 

Bi, X. B., He, H. Z., Lin, H. Y., & Fan, X. Z. (2022). Influence of social support network and perceived social support 

on the subjective wellbeing of mothers of children with autism spectrum disorder. Frontiers in Psychology, 
Vol.13, 835110. https://doi.org/10.3389/fpsyg.2022.835110   

Bronstein, J. (2017). An examination of social and informational support behavior codes on the Internet: The case of 

online health communities. Library & Information Science Research, 39(1), 63-68. 
https://doi.org/10.1016/j.lisr.2017.01.006  

Burrell, A., Ives, J., & Unwin, G. (2017). The experiences of fathers who have offspring with autism spectrum disorder. 

Journal of autism and developmental disorders, 47(6), 1135-1147. 
Coulson, N. S., & Greenwood, N. (2012). Families affected by childhood cancer: An analysis of the provision of social 

support within online support groups. Child: care, health and development, 38(6), 870-877. 

https://doi.org/10.1111/j.1365-2214.2011.01316.x  

Demir, A., & Arslankaya, S. (2024). Autism spectrum disorder diagnosis with neural networks. International Journal 
of Research in Industrial Engineering, 13(4), 436-447. https://doi.org/10.22105/riej.2024.449999.1430  

Drogomyretska, K., Fox, R., & Colbert, D. (2020). Brief report: stress and perceived social support in parents of children 

with ASD. Journal of autism and developmental disorders, 50(4), 4176-4182. https://doi.org/10.1007/s10803-
020-04455-x 

Elo, S., & Kyngäs, H. (2008). The qualitative content analysis process. Journal of Advanced Nursing, 62(1), 107–115. 

https://doi.org/10.1111/j.1365-2648.2007.04569.x 
Faja, S., & Dawson, G. (2017). Autism spectrum disorder. In Child and adolescent psychopathology (3rd ed., pp. 745–

782). Wiley Online Library. https://doi.org/10.1002/9781394258932.ch22 

Feng, Y., Zhou, X., Liu, Q., Deng, T., Qin, X., Chen, B., & Zhang, L. (2022). Symptom severity and posttraumatic 

growth in parents of children with autism spectrum disorder: The moderating role of social support. Autism 
Research, 15(4), 602-613. https://doi.org/10.1002/aur.2673 

Hayes, S. A., & Watson, S. L. (2013). The impact of parenting stress: A meta-analysis of studies comparing the 

experience of parenting stress in parents of children with and without autism spectrum disorder. Journal of 
autism and developmental disorders, 43(6), 629-642. https://doi.org/10.1007/s10803-012-1604-y 

Hermaszewska, S., & Sin, J. (2021). End-user perspectives on the development of an online intervention for parents of 

children on the autism spectrum. Autism, 25(5), 1234-1245. https://doi.org/10.1177/1362361320984895 

Hirota, T., & King, B. H. (2023). Autism spectrum disorder: A review. Jama, 329(2), 157-168. 
https://doi.org/10.1001/jama.2022.23661 

Hyman, S. L., Levy, S. E., Myers, S. M., Kuo, D. Z., Apkon, S., Davidson, L. F., ... & Bridgemohan, C. (2020). 

Identification, evaluation, and management of children with autism spectrum disorder. American Academy of 

Pediatrics, 145(1), 34-39. https://doi.org/10.1542/peds.2019-3447 
Khusaifan, S. J., & El Keshky, M. E. S. (2021). Social support as a protective factor for the well-being of parents of 

children with autism in Saudi Arabia. Journal of pediatric nursing, Volume 58, May–June 2021, Pages e1-e7. 

https://doi.org/10.1016/j.pedn.2020.11.014 
Krippendorff, K. (2018). Content analysis: An introduction to its methodology. Sage publications. 

https://doi.org/10.4135/9781071878781 

Lord, C., Brugha, T. S., Charman, T., Cusack, J., Dumas, G., Frazier, T., Jones, E. J. H., Jones, R. M., Pickles, A., State, 
M. W., Taylor, J. L., & Veenstra-VanderWeele, J. (2020). Autism spectrum disorder. Nature reviews. Disease 

primers, 6(1), 5. https://doi.org/10.1038/s41572-019-0138-4 

Maenner, M. J. (2023). Prevalence and characteristics of autism spectrum disorder among children aged 8 years—

Autism and Developmental Disabilities Monitoring Network, 11 sites, United States, 2020. MMWR. 
Surveillance Summaries, 72.  

Masaba, B. B., Taiswa, J., & Mmusi-Phetoe, R. M. (2021). Challenges of caregivers having children with Autism in 

Kenya: systematic review. Iranian journal of nursing and midwifery research, 26(5), 373-379. 



Vol. 6 (Iss. 1) 2025, pp. 539-553     African Journal of Empirical Research       https://ajernet.net      ISSN 2709-2607 

  
 

 

 

551 
 

Licensed Under Creative Commons Attribution (CC BY-NC) 

Melrose, K. L., Brown, G. D. A., & Wood, A. M. (2015). When is received social support related to perceived support 

and well-being? When it is needed. Personality and Individual Differences, 77, 97-105. 
https://doi.org/10.1016/j.paid.2014.12.047  

Melrose, S., Dusome, D., Simpson, J., Crocker, C., & Athens, E. (2015). Supporting individuals with intellectual 

disabilities & mental illness: What caregivers need to know. BCcampus. https://opentextbc.ca/caregivers/ 

Milton, F., Fulford, J., Dance, C., Gaddum, J., Heuerman-Williamson, B., Jones, K., Knight, K. F., MacKisack, M., 
Winlove, C., & Zeman, A. (2021). Behavioral and neural signatures of visual imagery vividness extremes: 

Aphantasia versus hyperphantasia. Cerebral cortex communications, 2(2), tgab035. 

https://doi.org/10.1093/texcom/tgab035 
Osoro, D. N. (2019). Relationship between burden of care and quality of life among caregivers of children with Autistic 

Spectrum Disorders (ASD) in nakuru level five hospital, Nakuru County (Doctoral dissertation, University of 

Nairobi). https://erepository.uonbi.ac.ke/handle/11295/108903  

Pan, W., Feng, B., & Li, S. (2019). Online support groups dedicated to specific health problems. Social support and 
health in the digital age, 109. 

Patel, A. D., Arya, A., Agarwal, V., Gupta, P. K., & Agarwal, M. (2022). Burden of care and quality of life in caregivers 

of children and adolescents with autism spectrum disorder. Asian journal of psychiatry, 70(6), 103030. 
https://doi.org/10.1016/j.ajp.2022.103030 

Reinke, J. S., & Solheim, C. A. (2015). Online social support experiences of mothers of children with autism spectrum 

disorder. Journal of Child and Family Studies, 24(6), 2364–2373. https://doi.org/10.1007/s10826-014-0039-9 
Robinson, S., & Weiss, J. A. (2020). Examining the relationship between social support and stress for parents of 

individuals with autism. Research in Autism Spectrum Disorders, 74, 101557. 

https://doi.org/10.1016/j.rasd.2020.101557 

Roffeei, S. H. M., Abdullah, N., & Basar, S. K. R. (2015). Seeking social support on Facebook for children with Autism 
Spectrum Disorders (ASDs). International journal of medical informatics, 84(5), 375-385. 

https://doi.org/10.1016/j.ijmedinf.2015.01.015 

Sahoo, S. R., & Gupta, B. B. (2019). Classification of various attacks and their defence mechanism in online social 
networks: a survey. Enterprise Information Systems, 13(6), 832-864. 

https://doi.org/10.1080/17517575.2019.1605542  

Scheerer, N. E., Pourtousi, A., Yang, C., Ding, Z., Stojanoski, B., Anagnostou, E., Nicolson, R., Kelley, E., Georgiades, 
S., Crosbie, J., Schachar, R., Ayub, M., & Stevenson, R. A. (2024). Transdiagnostic Patterns of Sensory 

Processing in Autism and ADHD. Journal of autism and developmental disorders, 54(1), 280–292. 

https://doi.org/10.1007/s10803-022-05798-3 

Shattnawi, K. K., Bani, Saeed, W. A. M., Al-Natour, A., Al-Hammouri, M. M., Al-Azzam, M., & Joseph, R. A. (2021). 
Parenting a child with autism spectrum disorder: Perspective of Jordanian mothers. Journal of Transcultural 

Nursing, 32(5), 474-483. https://doi.org/10.1177/1043659620970634 

Shaw, K. A., Maenner, M. J., Bakian, A. V., Bilder, D. A., Durkin, M. S., Furnier, S. M., Hughes, M. M., Patrick, M., 
Pierce, K., Salinas, A., Shenouda, J., Vehorn, A., Warren, Z., Zahorodny, W., Constantino, J. N., DiRienzo, M., 

Esler, A., Fitzgerald, R. T., Grzybowski, A., Hudson, A., … Cogswell, M. E. (2021). Early Identification of 

Autism Spectrum Disorder Among Children Aged 4 Years - Autism and Developmental Disabilities Monitoring 

Network, 11 Sites, United States, 2018. Morbidity and mortality weekly report. Surveillance summaries 
(Washington, D.C.: 2002), 70(10), 1–14. https://doi.org/10.15585/mmwr.ss7010a1 

Shepherd, D., Goedeke, S., Landon, J., & Meads, J. (2020). The types and functions of social supports used by parents 

caring for a child with autism spectrum disorder. Journal of Autism and Developmental Disorders, 50(6), 1337-
1352. https://doi.org/10.1007/s10803-019-04359-5 

Smedley, R. M., & Coulson, N. S. (2017). A thematic analysis of messages posted by moderators within health-related 

asynchronous online support forums. Patient Education and Counseling, 100(9), 1688-1693. 
https://doi.org/10.1016/j.pec.2017.04.008  

Smedley, R., Coulson, N., Gavin, J., Rodham, K., & Watts, L. (2015). Online social support for complex regional pain 

syndrome: A content analysis of support exchanges within a newly launched discussion forum. Computers in 

Human Behavior, 51(1). https://doi.org/10.1016/j.chb.2015.04.040 
Symon, B., & Walker, K. (2023). Learning in healthcare virtual communities of practice; let’s rethink how we connect 

and grow. International Journal of Healthcare Simulation, 6(7)1-8. https://doi.org/10.54531/xgvz6278  

Tathgur, M. K., & Kang, H. K. (2021). Challenges of the Caregivers in Managing a Child with autism Spectrum 
Disorder—a Qualitative analysis. Indian journal of psychological medicine, 43(5), 416-421. 

https://doi.org/10.1177/02537176211000769 

Walton, K. M. (2019). Leisure time and family functioning in families living with autism spectrum 

disorder. Autism, 23(6), 1384-1397. https://doi.org/10.1177/1362361318812434  



Vol. 6 (Iss. 1) 2025, pp. 539-553     African Journal of Empirical Research       https://ajernet.net      ISSN 2709-2607 

  
 

 

 

552 
 

Licensed Under Creative Commons Attribution (CC BY-NC) 

Wang, W., Shukla, P., & Shi, G. (2021). Digitalized social support in the healthcare environment: Effects of the types 

and sources of social support on psychological well-being. Technological Forecasting and Social Change, 164, 
120503. https://doi.org/10.1016/j.techfore.2020.120503 

Zablotsky, B., & Black, L. I. (2020). Prevalence of children aged 3–17 years with developmental disabilities, by 

urbanicity: United States, 2015–2018. National Health Statistics Reports, (139). National Center for Health 

Statistics. https://stacks.cdc.gov/view/cdc/85308  

https://doi.org/10.1016/j.techfore.2020.120503
https://stacks.cdc.gov/view/cdc/85308


Vol. 6 (Iss. 1) 2025, pp. 539-553     African Journal of Empirical Research       https://ajernet.net      ISSN 2709-2607 

  
 

 

 

553 
 

Licensed Under Creative Commons Attribution (CC BY-NC) 

Appendix I 

Frequency of social support categories and sub-categories sought/received by parents of children with ASD 
Kinds of social support Frequency Percentage 

Informational support   

Advice 71 21.85% 

Referral 38 11.69% 

Situation appraisal 7 2.15% 

Teaching 23 7.08% 

Sub-total (Informational support) 139 42.77% 

Emotional support   

Relationship 7 2.15% 

Physical affection 4 1.23% 

Confidentiality 0 0.00% 

Sympathy 11 3.38% 

Understanding/empathy 54 16.62% 

Encouragement 40 12.31% 

Prayer 18 5.54% 

Sub-total (emotional support) 147 45.23% 

Esteem support   

Complement 13 4.00% 

Validation 6 1.85% 

Relief of blame 3 0.92% 

Sub-total (esteem support) 22 6.77% 

Network Support   

Access 7 2.15% 

Presence 0 0.00% 

Companions 1 0.31% 

Sub-total (Network support) 8 2.46% 

Tangible aid   

Loan 0 0.00% 

Direct task 3 0.92% 

Indirect task 0 0.00% 

Active participation 0 0.00% 

Willingness 3 0.92% 

Financial support (Additional code) 3 0.92% 

Sub-total (Tangible support) 9 2.77% 

Total social support messages analyzed 325 100% 

   

  

 


