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 Ozan Cuma Yilmaz Ozkaya 
Support Groups for Parents of Children with Autism Spectrum Disorder (ASD) 

This study examined the benefits of support groups for parents of children with autism. 

Semi-structured interviews were conducted with two parents in order to collect data. A 

thematic analysis of interview data illustrated that the participants felt stressed out, 

anxious, worried, and lonely. The topics discussed in the support group were autism-

related topics. Through attending support groups, the participants benefited from trainings 

and other parents’ experiences that resulted in changes in families’ lives. Participants felt 

more comfortable discussing autism-related topics with experienced parents. 
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Support Groups for Parents of Children with Autism Spectrum Disorder 
Even though there has been an increasing amount of study regarding support groups 

for parents of children with Autism Spectrum Disorder (ASD), there is little known about 

why parents of children with autism participate in these groups or what kind of advantages or 

disadvantages they obtain. There is also little known regarding how parents’ social 

interaction within these groups allows them to construct an effective mutual support 

community. According to the Diagnostic and Statistical Manual of Mental Disorders (DSM-

5), “Autism spectrum disorder (ASD) is a complex developmental disorder that can cause 

problems with thinking, feeling, language and the ability to relate to others.” Parents of 

children with autism experience overwhelming challenges in their lives, which result in 

burdens and stress. Parenting children with ASD causes chronic stress and difficulties in 

parents’ lives (Harper et al., 2013; McStay et al., 2014). Deater-Deckard (1998) identifies 

parent stress as:  

The aversive psychological reaction to the demands of being a parent which is 
represented as a complex process linking (a) the task demands of parenting, (b) the 
parent’s psychological well-being and behavior, (c) the qualities of the parent-child 
relationship, and (d) the child’s psychosocial adjustment. (p. 315)  

While the parents of children with disabilities, especially with ASD, may experience 

parental stress, they seek to figure out where they can receive social support. It may be 

difficult for these families, however, to find any social support such as advocacy of family 

members, friends, or others. Heiman and Berger (2007) conducted a study in which they 

compared the perceived social support of three groups of parents, which included parents of a 

child with Asperger’s syndrome (n=33), parents of a child with a learning disability (LD) 

(n=43), and parents of children without disabilities as a control group (n=45). While the 

parents of the control group reported the highest degree of family support, parents of children 

with Asperger’s syndrome reported the lowest family, friend, and other support compared to 

parents of children with learning disabilities and the control group.  
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Therefore, it may be helpful for parents of children with ASD to participate in mutual 

support groups because these groups provide an environment where parents feel understood, 

obtain coping strategies regarding their parental stress, share their experiences, and receive 

emotional support. Solomon et al. (2001) noted that: 

The benefits of mutual support group include promoting a psychological sense of 
community, providing emotional support, providing role models, conveying a 
powerful ideology, providing information, offering ideas about ways of coping, 
giving the opportunity to help others, providing social companionship, and promoting 
a sense of mastery and control. (p.114) 

Literature Review 
The debate has been ongoing with regard to which factors result in parental stress for 

parents of children with ASD and if parents of children with ASD experience more stress 

than parents of typically developing children do (TDC). According to a study conducted by 

Baker-Ericzen et al. (2005) (n=parents of 37 children with ASD and 23 typically developing 

children), both mothers and fathers of toddlers with ASD reported significantly higher stress 

than parents of TDC did. McStay et al. (2016) compared the levels of parenting stress 

between 150 parents of children and adolescents with ASD with 54 parents of TD children. 

The results indicate that parents of children with ASD have greater levels of parenting stress 

than parents of TD children. Moreover, parental stress was associated with higher levels of 

child hyperactivity. Children’s autism severity is also one of the predictors of parental stress 

(Lyons et al., 2010).  

In a recent study conducted by Rivard et al. (2014), which included 118 fathers and 

118 mothers of children with ASD, participants reported levels of stress reaching a clinically 

significant threshold. “Stress levels of parents were associated with child's age, the 

intellectual quotient (IQ), adaptive behaviors, and severity of autistic symptoms” (p. 1617).  

Based on previous studies, we can claim that there is a need for mutual support groups 

for families of children with disabilities, especially ASD, because of the higher stress levels 
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and the desire of having a community in which they feel they belong. Kerr and McIntosh 

(2000) studied the parents of 63 children born with a congenital upper limb deficiency and 

noted that the participants felt guilt, shock, devastation, concerns for the future, and isolated 

when they gave a birth to children with limb deficiencies. However, after the participants 

attended a parent support group, they were able to offer support to others and were able to 

engage in interactions with others who had similar experiences and feelings. This resulted in 

decreased feelings of isolation with their concerns about their children’s future replaced with 

positive outlooks.  

Moreover, the results of Solomon et al.’s (2001) study (n=56 individuals of children 

with disabilities and special needs from six different mutual support groups) shows that 

parents who attended mutual support groups found the groups helpful and satisfying. 

Furthermore, participants reported in this study that they benefited from a pool of 

information, valuable advice, assistance from others, being understood, sharing their 

experiences and emotions, feeling of belonging, enhanced social networks and new 

friendships, and positive personal changes.  

Parents of children with ASD who participated in parent support groups have the 

same benefits as parents of children with other disabilities do. For instance, Mandell and 

Salzer (2007) administered a survey to 1,005 caregivers of children with autism to explore 

which families of children with autism participate in support groups and to identify factors 

associated with support group participation. Results in this study indicate that parents of 

children with self-injurious behaviors, sleep problems, or severe language deficits were more 

likely to belong to the support group. The benefits noted in the study are as follows: (1) the 

interactions among parents of children with autism help to promote information-sharing 

because the parents have same experiences, and (2) the groups provided a secure environment 

in which the parents can offer and obtain group support.  
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In a study conducted by Clifford and Minnes (2013) on 149 parents of children with 

ASD who has never used support groups (n=36), past support group use (n=37) and current 

support group use (n=76), parents attending parent support groups indicated using more 

adaptive coping strategies, including seeking emotional and instrumental support, active 

coping, and planning, than parents in both of the other groups. In addition, parents who are 

participating in support groups had stronger beliefs in the benefits associated with support 

groups, and had greater support from important others to participate in support groups than 

parents who were not currently participating. Interestingly, parents who used parent groups 

before reported that there were fewer benefits of participating in support groups than the 

other two groups. 

McCabe and McCabe (2013) conducted a study to explore the meaning and 

effectiveness of two mutual support groups in China (one group was for parents of children 

with autism, and the other was for young adults with either mental health issues or 

intellectual disability) based on parents’ perspectives. Parents in both groups experienced a 

sense of belonging and pleasure due to being among people who understood them and had 

similar experiences, felt relaxed and comfortable in the groups in which no one discriminated 

or judged them, and were able to learn about their children’s disabilities. 

This current study promoted previous literature and contributed to the ongoing debate 

regarding the benefits of mutual support groups for parents of children with ASD. The tacit 

knowledge and information in these family interactions need to be visible since support 

among families of children with ASD, the secure environment for these families, and the 

circulation of the knowledge would be of benefit to those who are the curriculum developers, 

decision makers, family members, and support groups. The research question in this study 

was: What are the benefits of support groups for parents of children with ASD?  
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Methods 
In this study, qualitative methods were used to examine the benefits of support 

groups for parents of children with ASD. This study presents the results of qualitative 

research conducted via the two semi-structured interviews. The data from the interviews 

were analyzed by conducting a thematic analysis procedure. Thematic analysis aims to 

understand participant experiences in a deeper way, so the methodological and analytical 

objectives could be defined as interpretive and constructive methods in the qualitative 

research methodology (Braun & Clarke, 2006) with the help of the semi-structured 

interviews (Olsen, 2012). Furthermore, the 18-item version of the Parental Stress Scale 

(Berry & Jones, 1995) was used to obtain standardized responses to support the interview 

and data analysis practice.  

Participants 
Two parents of children with ASD were included in this study. The participants were 

members of the Midwest Autism Support Group. Table 1 indicates the participants’ 

demographics. 

The first participant. Rebecca is a 46-year-old married woman. The family has 

three children. She has a master’s degree and worked as a teacher before she had kids. 

She is self-employed in a not-for-profit business and works from home. The family’s 

annual income is more than $60,000. Her 11-year-old son Ben has high-functioning 

autism. Ben was not diagnosed until he was nine. However, Rebecca joined a support 

group, the Autism Society of Indiana, a couple years prior to Ben’s diagnosis. She had 

started to realize that Ben was very different and was not socializing or behaving in the 

way that she saw his age peers doing. That is why she started attending group meetings 

prior to her son’s diagnosis – she suspected Ben might have autism or something like it. 

Furthermore, Rebecca has a daughter with Down’s syndrome. When Ben was 13 

months old, the family obtained a prenatal diagnosis of Down’s syndrome for their 

daughter. Her needs took total precedence for the first five or six years of her life. Ben’s 

needs and issues totally took a back seat to those of his sister because she was in and out of 
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the hospital for the first six years of her life. 

Rebecca is not presently attending any autism support groups. However, she helps 

families who have children with disabilities. The organization she works for identifies 

children and youth with special healthcare needs, such as autism, Down’s syndrome, or 

cerebral palsy, and helps them apply for services and connected with supports. Her main 

support group has been the Down’s syndrome group because she, along with a friend, 

started the Down’s Syndrome Family Connection 10 years ago in Bloomington. In addition, 

she is in contact with the Monroe County Autism Foundation and advocates politically for 

services for people with disabilities. 

The second participant. Tom is 42 years old. He has a juris doctorate and works as 

an attorney with an annual income of more than $60,000. He is divorced and has three 

children. His second-born child, Luke, has high-functioning autism. Luke is now 15 years 

old. 

Luke was diagnosed at two with PDD-NOS (Pervasive Developmental Disorder-Not 

Otherwise Specified). Furthermore, Tom’s youngest son was diagnosed with brain cancer 

when he was seven. 

Tom attended the Autism Society of Indiana support group for three years and 

stopped going in 2008 or 2009 (he was not sure about the year he stopped going). Tom 

became the vice president of the Autism Society of Indiana. He was the liaison between the 

state and the local organization. His job was to help facilitate the support group. He does 

not believe that he did a very good job, as the group dried up, which led to Tom dissolving 

it. He is now a board member of the Monroe County Autism Foundation. Table 1 indicates 

general information about the participants. 
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Table 1 

General Information about the Participants 

Rebecca 46 years 

old and 

married 

Has 3 

children 

11 years 

old son, 

Ben, has 

high-

functioning 

autism 

Annual 

income is 

more than 

$60,000 

No autism 

support 

group 

anymore 

Has a 

daughter 

with 

Down’s 

syndrome 

Tom 42 years 

old and 

divorced 

Has 3 

children 

 Annual 

income is 

more than 

$60,000 

No autism 

support 

group 

anymore 

Has a son 

diagnosed 

with brain 

cancer 

 

Instruments 
Parental Stress Scale. The Parental Stress Scale is reliable and easy to administer 

and score (Berry & Jones, 1995). This scale attempts to measure the levels of stress 

experienced by parents and takes into account positive and negative aspects of parenting. 

This scale was used to identify the stressors associated with parenting a child with ASD and 

gain a general idea about the participants’ lives. Items are rated on a scale from strongly 

disagree to strongly agree. A low score signifies a low level of stress and a high score 

signifies a high level of stress. Overall possible scores on the scale range from 18-90. 

(Appendix III). 

Interview questions. Interview questions were designed to allow the researcher to 

better understand the benefits of the support group for the families, to explore the nature of 

the conversation in support groups, and to identify the reasons for attending a support 

group. Three scholars – Assistant Professor Serife Sevis in Math Education at the Middle 
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East Technical University; Zulfukar Ozdogan, an advanced PhD student in Inquiry and 

Methodology at Indiana University; and the author of the current study – constructed the 

interview frame that includes three topic domains and a total of 18 questions (Appendix 

IV). The open-ended interview questions were created via Carspecken’s focus group 

discussion template (Carspecken, 1996). Based on this focus group discussion template, the 

first the main interest of the interview and the focus group for the interview were 

determined. The main interest of the interview questions is the benefits of support groups 

for parents of children with ASD. By considering this main interest of the interview, three 

topic domains were created: (1) motivational factors for attending support groups, (2) the 

benefits of attending support groups, and (3) the roles of conversation in the support group. 

In addition to the main questions, probing questions were used to allow the author to elicit 

more information from the participants.  

Procedure and Setting 
First, the initial attended two meetings of a support group called Autism Families. 

There were three parents at the meetings. The parents indicated that they did not have enough 

time to participate in the study. The author then attended a meeting of another chapter of 

Autism Families. They also were not interested in the study. For this reason, the author 

contacted the Midwest Autism Support Group by sending an email regarding the purpose and 

the procedure of the study to the contact person and requesting that the contact person 

forward the email to the associates of the support group. Three parents demonstrated their 

willingness to participate in the study. However, one parent did not respond to any emails 

after the first email. Meetings were arranged via email. Before the data collection process 

began, participants signed letters of consent (Appendix V and VI). 

Data Collection 
Interviews were conducted on different days at the School of Education at Indiana 

University Bloomington. First, the Parental Stress Scale was completed, and then one 
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interview was conducted for each participant. Interviews were audio-recorded. The interview 

with Rebecca lasted 48 minutes. The interview with Tom lasted 32 minutes. Both interviews 

were transcribed via a website called “REV” that provides clients with transcription, 

captions, and translation services.  

Data Analysis 
Description of the Process.Two scholars, Zulfukar Ozdogan and the author, 

analyzed the transcribed data using Braun and Clarke’s (2006) thematic analysis approach. 

This analysis process was completed in stages by identifying the patterns of meanings and 

understandings from participants’ experiences in the support group.  

First, Ozdogan and the author became familiar with the data by reading the transcripts 

of the interviews several times. Second, they identified the initial codes from the data with 

short phrases. Then, potential themes and sub-themes were labeled based on the relation and 

relevancy of the codes. This relation and any meaningful connections of the codes were 

visualized by being sorting into the potential themes and sub-themes. After that, Ozgodan 

and the author identified which candidate themes appeared to form a coherent pattern. Then, 

they reread the dataset to check the meaningfulness of the themes with data and to identify if 

there was any missing data. By completing these phases the author and colleague created a 

thematic map and then defined and named themes. Via triangulation, each phase of the 

analysis process was conducted independently. After that, the author and colleague discussed 

result patterns and reached an agreement, thus establishing credibility and validity.   

Results 
Results of the Parental Stress Scale 

The Parental Stress Scale was used in order to gain a general idea about the parents’ 

lives and their stressors. According to the scale results, Rebecca’s score was 66 out of 90. 

Based on her expressions on the scale, Rebecca is not happy and not satisfied with her role as 

a parent. She worries about whether she is doing enough for her children. She strongly agrees 

that she would do everything for her children if it were necessary. She thinks that caring for 
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her children sometimes takes more time and energy than she has to give. Rebecca does not 

find her children enjoyable, but she feels close to them and enjoys spending time with them. 

In addition, her children are an important source of affection for her. 

Rebecca feels overwhelmed by the responsibility of being a parent. She thinks that 

having children leaves little time and flexibility in her life and has meant having too few 

choices and too little control. Her children are a major source of stress for her. According to 

Rebecca, having children has been a financial burden, and it is difficult to balance different 

responsibilities because of her children. Further, her children’s behavior is often a source of 

embarrassment and stress for her. She does not think that having children gives her a more 

certain or optimistic view of the future. However, if she had it to do over again, she would 

still decide to have children. 

According to the scale results, Tom’s score was 43 out of 90. Based on Tom’s 

expressions on the scale, he reported that he is happy in his role and satisfied as a parent. He 

sometimes worries about whether he is doing enough for his children. However, he thinks 

that there is little or nothing he would not do for his children if it were necessary. In addition, 

he disagrees with the statement that caring for his children sometimes takes more time and 

energy that he has to give. 

Tom finds his children enjoyable and likes spending time with them. He feels close to 

his children and thinks that his children are an important source of affection for him. 

Furthermore, the major source of stress in his life is not his children. He does not feel 

overwhelmed by the responsibility of being a parent. He does not think that having children 

leaves little time and flexibility in his life or has meant having too few choices and too little 

control over his life. On the other hand, according to Tom, it is difficult to balance different 

responsibilities because of his children, and his children’s behavior often serves as a source 

of embarrassment and stress for him. 
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Tom has no idea about whether having children gives him a more certain and 

optimistic view of the future or whether having children has been a financial burden. He did 

emphasize, however, that if he had it to do over again, he would still decide to have children. 

Interview Results 
The analysis of interview data resulted in the generalization of three final themes; 

these include the reasons for attending a support group, the benefits of the support group, and 

the interaction within the support group. The reasons for attending a support group were 

related to the stressors associated with parenting a child with ASD. Therefore, these two sub-

themes emerged under the first theme: the reasons for attending a support group, and the 

stressors associated with parenting a child with ASD. The second theme, the benefits of the 

support group, includes two sub-themes: information/knowledge, and the changes in the 

parents’ lives. The third theme, the interaction within the support group, consists of two sub-

themes as well: the nature of the communication in the support group, and the frame of the 

support group. Table 2 indicates the themes and sub-themes. 

Table 2 

The Themes and Sub-themes 

Themes The reasons for 

attending a support 

group and the 

stressors of parenting 

a child with ASD 

The benefits of the 

support group 

The interaction in 

the support group 

Sub-themes The reasons for 

attending a support 

group 

Information/Knowledge The nature of the 

communication in 

the support group 

Sub-themes The stressors of Changes in the parents’ The frame of the 
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parenting a child 

with ASD 

lives support group 

 

First theme: The reasons for attending a support group and the stressors 

associated with parenting a child with ASD. The first theme, the reasons for attending a 

support group, emerged from the participants’ discussions about their stressors and their 

expectations of the support group. That is why this general theme includes two sub-themes: 

the reasons for attending a support group, and the stressors associated with parenting a child 

with ASD.  

Both parents reported that they sought out any support either after their children’s 

diagnoses or after they realized their children had autism symptoms. Rebecca stated, 

It was not until my son was about seven that I really started to realize he is very 
different, and he is not socializing and behaving in the way that I see his age peers 
doing. That is when we started wondering and started looking for supports for Ben. 
 
Tom reacted in a similar way and searched for support groups. 

When my son was diagnosed, he was speech delayed at two, PDD-NOS diagnosis by 
just before three, and that is what we went with. I dove right in because once you had 
a diagnosis and you understand that that is somewhere on the autism spectrum, then if 
you are me, I had no clue what that meant, what we needed to do, what this was going 
to look like. I actively sought out support groups, organizations, and I dove right in. 
 
Another reason why the participants sought out support groups is that they wanted 

and needed other people, especially people who have children with ASD, throughout their 

journey. Rebecca emphasized the importance of being among other parents several times and 

identified them as allies. 

Find who your allies are, find the people that are on your side and nurture those 
relationships with them, because you are going to need them and your kid is going to 
need them, too. I do not want to do it alone. I probably could, but I do not want to. I 
am a relational person. I am kind of a … I would not call myself an extrovert, but I do 
need other people. I do need friendships and relationships, so I did not shy away from 
it at all, so I want to be with other people when I do this, and I don’t want to do this 
journey on my own because I’m very social.  
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Furthermore, Rebecca believed that being with other parents would enable her to 

advocate for her own children. She stated, “If I’m connected to people who are already doing 

this and who knows what they’re doing and can ask them questions and talk about their 

experiences, then I’m going to able to better advocate for my own children.” 

After the participants’ children were diagnosed with ASD, the families struggled and 

experienced difficult and stressful times. Rebecca shared what she experienced after the 

diagnosis process. 

There has been more than one time that I thought and even told my husband, I am not 
really sure I can continue doing this. You may just have to take me to the hospital 
because I can’t, I feel like I’m so stressed and so lonely. 
 
Tom explained why the process after diagnosis was difficult and why he was anxious. 

I guess after diagnosis before support group was very stressful because you are 
processing what this is going to mean. There is a lot of anxiety with that because you 
do not know what your child is going to be able to do, what this diagnosis means for 
his future, what it means for your future. Yeah, it is a stressful, worrisome time. 
 
After both families’ children were diagnosed with ASD, they had to deal with other 

stressful experiences. When Ben was 13 months old, Rebecca obtained a prenatal diagnosis 

of Down’s syndrome for her daughter. Moreover, Tom’s youngest son was diagnosed with 

brain cancer. This resulted in more stress in both families’ lives. Rebecca explained how 

having another child diagnosed with a disability affected the family, especially Ben. 

My son was 13 months old when we had a prenatal diagnosis of Down’s syndrome 
for my daughter. My son’s needs and issues totally took a back seat to my daughter’s, 
because she was in and out of the hospital for the first six years of her life. Hannah 
was turning blue because she could not get air. I had to focus on this one, just keeping 
her alive. 
 
Tom experienced difficult times as well when he had a child diagnosed with brain 

cancer. He stated, “When my son on the spectrum was nine, my youngest son was seven, and 

he was diagnosed with brain cancer. That was really, really hard and it was all this stuff.” 

The diagnoses process brought worries about the future of the children to the families. 

These parents were stuck in uncertainty, and they wondered how their children’s lives were 
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going to look in the future. Tom explained his worries about his son after the diagnoses. 

When he was initially diagnosed, he only had one word. I wondered was he ever 
going to speak. As a parent, you think things like is he going to go to school? Is he 
going to get a job? Is he going to be living with me until I die? Then there come the 
more mundane things. Is he going to have a girlfriend? To a certain degree, there is a 
period of the mourning because you’ve lost the child that you built in your head that 
you thought you had, a normally developing child that you were going to take out in 
the backyard and play football with. Now you have to replace that with, “Oh my god, 
what is this going to look like?” It was certainly a very stressful time for me. I 
remember that being a big deal at that time. 
 
Rebecca continues to worry about her daughter with Down’s syndrome and wants to 

improve her quality of life. 

That money could be used to enhance her life, right, to improve the quality of her life. 
That is what I want for my daughter. I do not want her living in an institution with 
nobody really caring for her except paid staff. That is not what I want for my 
daughter. I want her to live in the community with her friends and family. I want her 
to be supported. 
 
Throughout the interview, Rebecca used the term “meltdown” several times in order 

to describe her stressful times. Further, she explained that she had a meltdown because her 

son had one. 

He has kind of anger management issues, I guess. He will have a small problem like 
he dropped his pencil, you know, while he was doing his homework. Suddenly, it is 
just the end of the world, and he is having a huge meltdown. It can help me reminded 
to not go off the deep end and have a meltdown with my kids when they are having 
one. 
 
Another event that causes stress for the parents of children with ASD is the 

hospitalization process. According to Rebecca, the hospitalization procedure results in stress 

for both the children and the parents. 

What do you do when that kid has to go to the hospital for just a simple procedure? 
When they come in, because it’s not just the kid, mom probably has a lot of stress 
around the situation, as well, and feeling overly concerned and sensitive about their 
child because of the procedure that they’re going to be going through. 
 
As mentioned previously, data indicates that the reason for wanting to be among other 

parents of children with ASD is related to the stressors associated with raising a child with 

ASD. Rebecca has been exposed to social pressure because of having a child with ASD. For 
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this reason, she wanted to be with other parents like her instead of parents of children who 

are developing typically. Rebecca explained the kind of social pressure she has experienced, 

the first of which came from her family and her friends. 

You are going to find that there are people in your own family and very close friends 
that you may have had for a long time who are no longer in your corner. They do not 
know; they feel threatened or intimidated or uncomfortable dealing with or being 
with your child with autism. They are just going to withdraw; I mean, that has been 
my experience. We have had it happen with family members and friends, and 
neighbors, and other people that we’ve known for years that are just kind of very 
standoffish now because they just don’t, they’re not comfortable. 
 
Furthermore, Rebecca has experienced social pressure from the outside of her 

immediate community. She claimed that society does not know what a person with ASD can 

do. 

A lot of times it’s been conveyed to me that my kid’s not worth it because they’re, 
you know, they don’t even understand. They will never have a job, they will never, 
whatever. I mean like I hear all the, they’ll never, hear that my whole life or her 
whole life. She will never; he’ll never. How do you know what he or she will not do? 
You cannot tell me what my kid will be able to do in 15 years, you know? 
 
This social pressure results in more stress in parents’ lives, according to Rebecca.  

The level of stress in these families cannot be overstated. These families are stressed 
out. They are stressed everywhere they go. They cannot even go to the grocery store 
without people staring at them because their kid is jumping up and down or hitting 
their face or whatever. The stress level in these families cannot be underestimated. It 
is huge. I mean, and I know because I experience it literally every day, all the time, 
24/7. Some people, though, shy away from that. 
 
Because of the social pressure from the community, the parents of children with ASD 

have to deal with loneliness. Rebecca mentioned this, saying, “I feel like I spend so much 

time dealing with my kid’s needs that I already feel isolated and lonely.” 

On the other hand, Tom thinks that the community in which he lives is supportive and 

accepting of his family. 

The community in general really turned out, and it was great, about supporting us and 
supporting Eli, and they have continued to do that. As I look back, it is hard to see it 
through that prism knowing how that turned out to my other son. This is a 
community, period. It is a very accepting, tolerant community, regardless of whether 
you are dealing specifically with people who are in your situation or not. 
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Overall, data demonstrated that after the diagnosis process, the participants sought out 

support groups to deal with the stressors they faced. They dealt with multiple stressors, 

which included loneliness, anxiety, worry, and social pressure. Because of what these 

stressors brought into their lives, they wanted to be among other parents of children with 

ASD. 

Second theme: The benefits of support groups. This theme includes two sub-

themes: information/knowledge and the changes in the parents’ lives. These sub-themes were 

identified under the theme of the benefits of support groups. Throughout the interviews, the 

parents emphasized how they benefited from information and knowledge the support group 

provided. Rebecca reported that she is able to receive information from her friends. 

I am crowdsourcing, and I will get five answers from my friend. “You need to go to 
this doctor,” or whatever. I think it partly depends on what you are envisioning as 
support. I mean it does not have to be going and crying. It is not tissues. It is 
information. It is knowledge. Like I said, feeling more connected and being more 
informed. 
 
Similarly, Tom suggested that the support group provided a diversity of experiences. 

He indicated, “It is a resource for all of those things, for access to information and a diversity 

of experiences that I cannot provide.” 

One of the ways parents obtained information was through the training the support 

group provided. Through the training, parents learned about many specific topics with which 

they were previously unfamiliar. Rebecca talked about these specific topics discussed in the 

training sessions. 

The coordinator would have someone in to talk about a specific topic for maybe an 
hour, and then they would, just we would discuss it. They had a speaker one time that 
discussed financial planning for individuals with disabilities and special needs. When 
they brought that speaker in to talk about that, it was like a watershed moment for me. 
It was really practical things that we learned in the support group. Things, there’s 
another thing we learned about the waiver program, the Medicaid waiver program, 
which is a set of services paid for by Medicaid that support the individual with 
disabilities in the community or in the home instead of in an institution. There was 
another one on executive function, meaning kind of organizational skills, which is 
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really hard for kids with autism. 
 
It was also important that parents were able to access information regarding local 

resources by talking with other parents in the support group. Tom emphasized the importance 

of obtaining information about local resources from other parents. 

You have theoretically access to more information about what is local. Anybody can 
get on Google and find a national or worldwide organization, but in terms of getting a 
local feel from who have experienced, people who may even know the identities of 
people you need to talk to, “Go here, talk to so and so. Here’s their phone number,” I 
do not think anything really tops kind of experience. They can help guide you in 
terms of what approaches work with some people and some entities and what 
approaches do not work. You can get a lot more of an individualized assistance. 
 
Attending the support group affected participants’ lives in terms of personal 

development and stress levels. Nevertheless, more importantly perhaps, participants began to 

see themselves as people who are able to train other parents, advocate for people with 

disabilities, and become resources for other parents. Rebecca discussed how she had become 

a trainer. 

I do training as well. I’ve gone to training, but now I’m to the point where I’m 
training others because I’ve been at this for 11 years now, and because of my work 
with the not for profit and the work I do from home, now I develop my own training. 
 

Tom identified himself as a similar resource to the other parents. 

I was available as a similar resource because once it happened and then because I 
then became affiliated with a state organization, I had names, numbers, who to talk 
to, what experiences I could share in terms of how to manage a case conference at 
school, what approach worked best for us, and what approaches were less successful. 
 

Rebecca also reported that she learned to advocate for people with disabilities. 

I also advocate, by the way. I call my representatives at the state level and at the 
national level, regularly, advocating issues for people with disabilities, autism, 
Down’s syndrome, anything. I have gotten politically active because people with 
disabilities are often on the chopping block in terms of funding. 
 
Moreover, Rebecca sees herself as a person who is in the position to navigate the 

system even though she had previously struggled with the system after her son received his 

diagnosis. She said, “Now that I feel like I kind of figured it out and I’ve jumped through the 
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hoops, and I’m navigating the system, I do that.” 

Data indicates that participants were able to find stress relief thanks to the support 

group. In the first general theme, it was clear that Rebecca was exposed to social pressure 

due to having a child with a disability. However, now Rebecca has people who motivate her 

and inspire her. 

I know those people, and I know who they are now, and they’re the reason, 
sometimes honestly, they’re a reason I can get up in the morning because and keep 
going, because I know that I’m not alone and that I do have some people in my 
corner. I have moms that I could contact, and I have got moms that care about me and 
that care about my kids. I can do it because of those other parents, so, that sometimes 
honestly, just inspire me. 
 
Rebecca stated that she had experienced positive effects from being among other 

parents, and this had decreased her stress level. She reported, “It is helpful and feels a little 

less stressful and intimidating to be among others, or to be with other kids with disabilities.” 

She again emphasized how she felt while being among others: “There are days that that’s 

how I feel. When I have other moms that understand and have been there, it helps me to stay 

present to my kids.” As Rebecca described the importance of being among others, Tom 

echoed why it is less stressful being in the support group. 

The most important thing that the support group did for me was peace of mind 
because when everything is a total unknown, it’s much more stressful...Knowing 
what to expect, being able to have some context and some semblance of 
understanding what the process is like does a lot to put your mind at ease. 

 
Tom indicated that he felt better talking to the parents who had similar experiences 

while receiving information from them. 

I felt better going into a given situation, going into a case conference, for example, 
having had some background information. Instead of flying in the dark, you have a 
candle, which is not a whole lot of light but it is more than you had before. The 
beauty of a support group like that is that the people who are there on a regular basis 
tend to be the more experienced people. They have already gone through this. 

 
Furthermore, Tom thinks it is relaxing to be among experienced parents. He stated, 

"It’s comforting to know that there are people who have dealt with similar issues or issues 
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that you are going to be dealing with, and they’re there to help you through the process.” 

Overall, the participants benefited from receiving information from other 

experienced parents and the training provided by the support group. Throughout that 

process, they became individuals who are now able to assist other parents of children with 

disabilities, and this resulted in personal development. Moreover, Rebecca and Tom felt 

less stressed because of the support they received from other parents. Even though there 

have been several positive effects on their lives, they were not sure if there were any 

changes in their children’s lives. Tom stated, “I don’t know that there’s a lot of difference.” 

Rebecca echoed this, stating, “I don’t know that there was an immediate payoff for Ben 

because of my participation in the support group.” 

In the interview, Rebecca touched on a significant point regarding how the support 

group influenced her life. She said, “I think I probably wouldn’t even be; I’m not sure I’d 

be alive right now. I certainly would not be sitting here with you. I’d probably be in an 

institution myself.” She also suggested that, based on her own experiences, she believes 

that those who do not go support groups are stuck. 

I think people that those who do not go to support groups, at least from what I can tell 
from my work, they get stuck because they say, “I don’t know what to do, so I’m just 
not going to do anything.” You cannot do that. You have to find out what you can try 
for your kids. 
 
On the other hand, interestingly, Tom is no longer interested in a support group. He 

stated, “I’m not looking for a support group anymore, so I’m not seeking any of that out. If 

I were a new parent, maybe I’d find it.” 

Third theme: The interaction within support groups. This theme includes two 

sub-themes: the nature of the communication in the support groups, and the frame of the 

support groups. Data indicates that the nature of the communication was based on varied 

autism topics and what parents needed with regard to specific topics. 
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Rebecca indicated what kind of topics they discussed. 
 
The topics, like I said, they just varied so much when we had the group. I told you 
about two of them, the waiver and financial planning. Social skills would probably be 
another thing that you hear a lot of talk about in autism support groups. I would say 
social skills and organizational skills, like executive functioning, [are also discussed]. 
 
Tom stated that the topics discussed were based on what parents needed. 
 
What is going to be discussed is whatever you bring to the table. You are going to 
come in as a new person and say, “Okay, what’s going on? Here’s why I’m here,” 
and hopefully if there are enough people there, they can share with you their 
experiences and how to guide you through that process or what to expect if you’re 
doing your very first case conference if you’re going through your very first consult 
with a neuropsychologist. In terms of what the topics are, generally, that is governed 
by what you need, what you are looking for. 
 
Participants emphasized that they felt more comfortable talking about autism-

specific topics. Tom noted several times that it is better to talk about autism-specific topics 

in the support groups. 

The thing about dealing with kids on the spectrum is that you cannot really afford to 
have an off-limits topic because they need assistance. Not necessarily each of them or 
all of them, but collectively you’re going to find someone who needs help in literally 
every area of life from behavior issues and toileting, to temper tantrums, to 
relationships, to sex, to everything. You cannot really afford to have an 
uncomfortable topic. 
 
Tom repeated the importance of talking about autism-related topics and the reasons 

for why he felt more comfortable talking those kinds of topics in the group. 

When you are dealing with the autism-specific topics, it is easier to know that the 
people that you are talking to can relate to a support group for autism. You may be 
equally comfortable talking to one of your friends who has a kid with anxiety issues 
as well, but when you’re talking about how they manage social situations, or 
relationship situations, or speech therapists who relate to those specific topics, 
obviously it’s better in a support group because you know that they’re going to be 
people with that experience. 
 
The second sub-theme, the frame of the support group, consists of the structure of the 

support group the parents attended and the reasons why these parents stopped attending. 

Data indicates that the support group was informal. Rebecca described her first attempt to 

attend a support group meeting. She said, "I think a friend told me about it, and then I just 
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showed up. I did not register or anything because it was not like that. [It was] low barrier, 

which is nice." Tom stated, "It was a very informal operation. There was not a lot of, ‘You 

take notes. You create an agenda.’ There wasn’t any of that." 

Parents most commonly indicated limited participation in the support group. "It was 

so poorly attended that she just stopped doing it." Tom noted the same thing; he stated, 

"There was limited participation in the community. What it amounts to is that resources 

essentially dried up. You have the same three or four people coming. It’s not as useful 

anymore." Furthermore, Rebecca suggested why people misunderstood what the support 

means to them. She stated, “I think people kind of look at support as different things. 

People hear, ‘support,’ and they often think, ‘pity party.’ People that are probably feeling 

sorry for themselves or upset or sad or stressed or crying or whatever." 

Tom explained why there were not more parents of children with autism in the 

support group. 

I do not know if it was because we did not publicize it well. I never really did 
understand why the group continued to shrink. You always have an understanding as 
to why certain people leave. [For example,] this person is busy now because they got 
a new job. As those people leave, we did not have any parents coming in. I never 
could figure out how to get new members involved, so it was like a war of attrition. 
 
Both parents mentioned the importance of using social media to reach more parents. 

Tom explained how things would be different if they used social media. 

We did not have a website. We did not have an email blast. We did not do any of 
those things. That is probably something that would be very effective now, even more 
than an email blast. If there were a Facebook page and an Instagram page, and if we 
were posting stuff on Snapchat, we might have a lot more members.  
 
Rebecca also mentioned this, “I do think there’s some value in support groups, it’s 

just that now it seems to me that most people seem to get support through social media. That 

is where my tribe is, actually.” 

Overall, the topics discussed in the support group were knowledge-based topics such 

as those having to do with the waiver and financial planning, social skills, executive 
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functioning, social situations, and speech therapists. Parents felt more comfortable 

discussing topics that would help them to learn what they needed to find out about autism. 

The support group the parents attended was an informal support group, which was better 

for them. Group participation was low, however, for two reasons: the community’s 

misconception regarding support groups and the lack of outreach. 

Discussion 
This study aimed to discover the benefits of support groups for parents of children 

with ASD. Findings supported previous research, especially in terms of the benefits of the 

support group and the stressors of parents of children with ASD. Moreover, according to 

Parenting Stress Scale results, Rebecca experiences more stress than Tom does. Rebecca’s 

statements supported the interview results. It is evident that Rebecca is unhappy and is not 

satisfied in her parenting role. She worries and feels overwhelmed and stressed because she 

is the parent of a child with disabilities. Tom, on the other hand, does not seem to 

experience stress because of his child with ASD, and he is satisfied with his parenting role. 

Both study participants stated that their children’s behaviors have served as a source of 

embarrassment for them. These findings further support the interview results regarding 

how parents are inclined to shy away from others because of their children’s behaviors. 

Data indicated that after their children’s diagnoses, parents sought out support 

groups. One of the reasons these parents sought out support groups is that they expected 

the support groups might enable them to advocate for their children. Another reason is 

that the parents wanted to be among other parents who had similar experiences. Parenting 

children with ASD brought several stressors to these parents’ lives. The parents felt 

lonely and stressed, struggled with anxiety because of the uncertainty in their lives, and 

worried about their children’s futures. Furthermore, their children’s behaviors, which are 

the results of autism, led to meltdowns and embarrassment for the parents. These findings 

are consistent with those found in previous research (Baker-Ericzen et al., 2005; Harper 
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et al., 2013; McStay et al., 2014; McStay et al., 2016). 

In addition to these stressors, hospitalization processes also triggered and increased 

the parents’ stress levels. Moreover, the parents had to deal with social pressures that resulted 

in loneliness. These parents often do not receive any support from family members or friends; 

this finding is similar to Heiman and Berger’s (2007) findings. 

Even though the parents had to deal with post-diagnosis stressors, they benefited 

from the support group they attended in terms of receiving information and training and 

being among other parents of children with ASD who had more experience. The parents 

identified the support group as a resource. Moreover, the parents were able to receive local 

information and guidance from other parents. The trainings provided by the support group 

enabled the parents to gain new knowledge about autism. Additionally, the parents stated 

that talking to other parents and sharing their emotions resulted in decreased levels of 

stress. The parents felt comfortable when they knew what to expect throughout the process. 

Unsurprisingly, these findings mirrored those from previous studies (Mandell & Salzer, 

2007; McCabe & McCabe, 2013; Peters & Kashima, 2007; Solomon et al., 2001). 

It is evident that attending a support group prompted changes in the parents’ lives; 

for example, they underwent training, began advocating politically for people with 

disabilities, gained control over the system, and became autism resources. Consequently, 

identity change emerged for both participants (Solomon et al., 2001). Figures 1 and 2 

indicate what changes did and did not occur in Rebecca’s family and Tom’s family. Even 

though attending a support group influenced the parents’ lives, both parents indicated that 

there was nothing about the support group that directly changed their children’s lives. It is 

worth nothing that one participant opted to stop attending any support groups. The reason 

for this might be that the participant saw the support group as a temporary solution. In 

addition, it may be reasonable to assume that, after 13 years, the participant, whose son is 
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now 15 years old, has learned how to deal with the stressors. This suggests that a parent’s 

stress levels may be relative to his or her child’s age (Rivard et al., 2014). 

One of the most salient findings in this study had to do with the communication in 

this support group. The interaction between parents was based on autism-specific topics 

such as financial planning, experiences, functional skills, and needs of the parents. The 

parents felt more comfortable either talking about autism-related topics or talking with 

more experienced people. 

One important contribution of this study is that, because there is no extant study 

regarding the frame of support groups, it serves as a catalyst to encourage discussion with 

regard to what kind of support group would be most beneficial for parents. The support 

group discussed in this study was an informal group and had low barriers for people to join. 

Because of limited participation and the lack of outreach, the support group did not grow 

sufficiently, however. At this point, we should focus on how to publicize support groups. 

One way would involve school directors and teachers who could lead parents of children 

with ASD to the support groups. Secondly, each school could inform parents about the 

benefits of support groups and offer local meetings in school areas. Because it can be 

difficult to coordinate schedules and manage time, the use of social media should serve as a 

primary means of reaching parents of children with ASD and providing them with 

information. 

One of the major limitations of this study is that one participant has one son with 

ASD and one daughter with Down’s syndrome. Another parent has one son with ASD and 

one son with brain cancer. Having more than one child with a disability or a lethal disease 

might grossly affect the families’ lives and their levels of stress. Furthermore, there are 

several variables, such as environmental factors and financial factors, that serve to affect 

individuals’ stress levels.  
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Future research should continue to investigate what kind of support parents are 

receiving by using autism-related social media pages or blogs. Furthermore, traditional 

support groups and social media support groups could be compared in terms of how these 

two kinds of group affect parents’ lives in terms of their stress levels and the type of 

information they share or receive. Further, future studies might conduct more in-depth 

observations of families and support group meetings in addition to interviewing parents, as 

this would expand the research and provide a better understanding with regard to the support 

parents receive and the support they find most beneficial. 
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Appendix I: 1st Participant’s Interview Coding Visual 
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Appendix II: 2nd Participant’s Interview Coding Visual 
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Appendix III: Parental Stress Scale 
 

Gender: 

Age: 

Age of the child(ren) with autism: 

Annual income: Less than 20000$ 20000$-30000$ 30000$-40000$ 

 40000$-50000$ 50000$-60000$ 60000$+ 

Occupation: 

Marriage status: 

Education level: 

Nationality: 

Parental Stress Scale  

The following statements describe feelings and perceptions about the experience of 
being a parent. Think of each of the items in terms of how your relationship with your 
child or children typically is. Please indicate the degree to which you agree or 
disagree with the following items by placing the appropriate number in the space 
provided. 

1 = Strongly disagree 2 = Disagree 3 = Undecided 4 = Agree 5 = Strongly agree  

1 I am happy in my role as a parent 

 

 

2 There is little or nothing I wouldn't do for my child(ren) if it was necessary. 

 

 

3 Caring for my child(ren) sometimes takes more time and energy than I have to 
give.  

 

 

4 I sometimes worry whether I am doing enough for my child(ren). 

 

 

5 I feel close to my child(ren).  

 

 

6 I enjoy spending time with my child(ren).  
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7 My child(ren) is an important source of affection for me.  

 

 

8 Having child(ren) gives me a more certain and optimistic view for the future.  

 

 

9 The major source of stress in my life is my child(ren).  

 

 

10 Having child(ren) leaves little time and flexibility in my life.  

 

 

11 Having child(ren) has been a financial burden.  

 

 

12 . It is difficult to balance different responsibilities because of my child(ren).  

 

 

13 The behaviour of my child(ren) is often embarrassing or stressful to me.  

 

 

14 . If I had it to do over again, I might decide not to have child(ren).  

 

 

15 I feel overwhelmed by the responsibility of being a parent. 

 

 

16 Having child(ren) has meant having too few choices and too little control over 
my life. 

 

 

17 I am satisfied as a parent 

 

 

18 I find my child(ren) enjoyable 

 

 

 
 

 
 

  



 
38 

 

 

Appendix IV: Interview Questions 
Interview Questions 

Main Interest: The benefits of support groups for parents of children with Autism Spectrum 

Disorder (ASD) 

Focus Group: Parents of children with ASD 

Topic Domain 1: Motivational Factors for attending a support group 

Lead Question:  

1) Imagine that you met with new parents. What would you say to them about why they 

should be a part of this support group? 

Follow-up Questions:  

1) Can you give me an example of what you learn from the support group? 

2) Can you give me an example of what you contribute to the parents in support groups? 

3) Do you have any hesitation about being a part of this support group? If so, what are your 

hesitations? 

Topic Domain 2: The benefits of attending in a support group 

Lead Question:  

1) How would things be different for you if there were no group? (Solomon et al., 2001, p. 

118) 

2) If you were recommending this group to someone else in a similar position, what benefits 

would you describe to them? 

Follow-up Questions:  

1) What difference has being a member of the group made to you? (Solomon et al., 2001, p. 

118) 

2) How were your lives before attending the group in terms of stress level, social interaction 

with relatives, neighbors, and friends? 

3) How have your lives changed as a result of belonging to the support group? 
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4) What has changed for your children after joining the group? 

5) What do you feel about being in a community in which everyone is similar to you? Do you 

feel same things when you are outside of the group? 

5) If you are asked to describe your experiences with this group which four words would you 

use to describe them? Why these words? 

6) What would you like to see the group add to what it already does? (Solomon et al., 2001, 

p. 118) 

Topic Domain 3: The roles of conversation in the support group 

Lead Question:  

1) Imagine that I am a new member of this group, what kinds of topics will we discuss? 

Follow-up Questions:  

1) What initial step did you take to be a part of this group? 

2) What topics make you feel comfortable and what topics make you uncomfortable? Give 

some examples. 

3) How do you narrate your experiences, information, and knowledge during the group 

meetings? Give me some examples. 

4) In what conditions do you feel comfortable to share your family experiences with others? 

5) Have you ever thought that you are not a part of this community? Tell me about one of 

your anecdotes in which you have felt not part of this community. Tell me about one of your 

anecdotes in which you have felt a part of this community. 
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Appendix V: Participant Consent Letter 
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• Kindergarten Teaching Participation, 60 credit hours. 
o This certificate given to me by the Turkish Ministry of Education allows me to 

teach kindergarten children. 
 

Work Experience  
• Harbiye Selman Nasir Primary School, Hatay, Turkey. Spring 2010 

o Teacher. Teaching 3th Grade. 
• Ovakent Yildirim Beyazit Primary School, Fall 2009. Hatay, Turkey. 

o Teacher. Teaching 2nd Grade.  
 
Professional Internships 

• Halide Hatun Primary School, Fall 2008 to Spring 2009, Aydin, Turkey. 
o Elementary teacher candidate. 

• Cumhuriyet Primary School, Spring 2006, Aydin, Turkey. 
o Intern Elementary teacher. 



 

 

Service 
• Education and Science Workers’ Union (EGITIM SEN) 

o Teaching children from different ethnic origins,  
o Advocating for students and teachers for equity and the right to education, 
o Protecting cultural differences, 
o Supporting students in rural areas by sending educational materials and 

professionals. 
• Awakening Youth (UG) 

o Providing a forum for Christian teenagers to create social and religious 
solidarity. 

o Participated in a theater company.  
• We Want Our Future 

o Protecting the environments and human rights. 
o Supporting students for educational equalization and accommodation. 
o Adjustment of meeting time and place, and provide this information to all 

volunteers. 
• University of Pennsylvania, Penn Latin & Ballroom Dance 
• Autism Speaks at IUB 

o Participating to meetings and fundraising-debates  
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