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ABSTRACT
Kazim Alat

THE USE OF ONLINE PARENT SUPPORT GROUPS BY
TURKISH PARENTS OF CHILDREN WITH AUTISM

Parents of children with autism have long been using parent support groups in
order to gather new information, share their experiences, and receive emotional support.
During the last decade, the proliferation of Internet and communication technologies
enabled parents to form online parent support groups. In spite of the growing number of
online parent support groups in Turkey, no study has yet investigated the use of these
groups.

The purpose of this study was to explore the use of an online parent support group
by the parents of children with autism in Turkey. Research questions examined the
following topics: participant and network characteristics, parents’ experiences and their
use of the online group, perceived satisfaction with the online support, and the
advantages and disadvantages of the online group. A total of 1,480 email messages
posted by 140 members over a five-year period were collected and analyzed. In addition,
five parents were interviewed over the phone. Data analyses consisted of descriptive data
analysis of the email messages, social network analysis of the parent support network,
and qualitative data analysis of the email messages and parent interviews.

Results of the study indicated that parents were using the online support group to
receive or offer emotional support and information about autism and autism related
problems, and to create a network of parents. Perceived satisfaction with the group
support was relatively high and a number of factors contributed to the perceived

satisfaction, including a sense of belonging, level of participation and number of



messages, and credibility of information. It was concluded that online parent support

groups can be useful sources of support for the parents of children with autism.
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CHAPTER 1
INTRODUCTION

It has been well documented that families of children with autism experience high
levels of stress, anxiety, frustration, dissatisfaction (Boyd, 2002; Gray, 2002, 1994;
Simmerman, Blacher, & Baker, 2001; Solomon, Pistrang, & Barker, 2001) and typically
make changes in their social lives following the diagnosis of autism (Gray, 2002). Some
parents have expressed that having a child with a disability brings an extra burden to a
family’s daily life (Innocenti & Kwisun, 1992). Family members may face emotional
difficulties (e.g., depression, anger) or social difficulties (e.g., stigmatization) (Gray,
1993, 2002). When symptoms of disability first appear, parents experience an intensely
stressful period and sometimes try to seek more accurate diagnosis and/or better
treatment (Gray, 2002).

In times of distress, parents’ personal social network provides a coping resource
and contributes to the well-being of these parents (Dunst, Trivette, & Cross, 1986). A
personal social network may include informal sources such as immediate family
members, relatives, friends, parent support groups, and formal sources, such as, health
care professionals, educators, and social service professionals (Valentine, 1993).

This study explores the use of an online parent support group by the parents of
children with autism in Turkey. More specifically, parents’ support messages are
examined to find out how they use online parent support groups in coping with stressors
of having a child with disability. Additionally, experiences of parents in regard to their

children’s education are investigated in this study. The chapter introduces parenting stress



related to having a child with autism, and the use of online parent support groups as a
way of coping.
Experience of Parenting a Child with Autism

Parents can use a variety of coping strategies to overcome difficulties that they
experience related to their child’s condition. Having a social and emotional support
network provides a coping resource for these parents (Solomon, et al., 2001). The most
common coping strategies that parents use are treatment services and support from other
members of the family or personal network (Gray, 2002; Simmerman, et al., 2001;
Solomon, et al., 2001). Other types of coping strategies include the use of religious
support (Bennet, DeLuca, & Allen, 1995; Bennet & DeLuca, 1996; Tarakeshwar &
Pargament, 2001), social withdrawal, and various forms of individual attainment and
activity (Heiman, 2002). For example, for religious families having a child with a
disability can be seen as a blessing—an opportunity to teach them unconditional love,
understanding, and compassion (for a parent account see, Welteroth, 2001). Mahoney and
O’Sullivan (1992) suggest that religious interpretation of having a child with disability
may enhance family relationships and provide these families an effective coping
mechanism.

Raising a child with disability can be challenging for many parents. Endler and
Parker (1990) list several coping strategies such as task-oriented, emotion-oriented, and
avoidance-oriented coping. Task-oriented coping can be viewed as an active and adaptive
process in which individuals focus on changing the situation or problem, whereas in
emotion-oriented coping, individuals focus often engage in self-blame or wish fulfillment

and negative aspects of the problem. In avoidance-oriented coping individuals avoid



confronting a stressful situation by using distraction or social diversion. Obviously, both
emotion-oriented and avoidance-oriented coping strategies do not help individuals to
solve problems effectively.

Through the use of adaptive coping strategies and social support and with the help
of similar parents/support groups parents of children with disabilities can overcome
difficulties associated with their child’s condition (Dyson, 1997). For example, in parent-
to-parent programs (P-P), parents can be matched to parents who have children with
similar conditions and are expected to support each other. A trained, veteran parent is
matched to a parent who newly enrolled in the program (Aibinder, et al., 1998; Kerr &
Mclntosh, 2000; Santelli, Turnbull, Marquis, & Lerner, 1997).

Overview of the Parent Support Groups

During the last two decades, parent support groups have received great attention
from researchers (Krauss, Upshur, Shonkoff, & Hauser-Cram, 1993). Medical-
pathological model of disability that was dominant two decades ago began losing its
popularity and social model of disability (Dowling & Dolan, 2001; Oliver, 1996) has
become widely adopted. As a consequence, more emphasis has been placed on parent
empowerment and family support (Dunst, et al., 1986; Dunst & Trivette, 1987) and social
support networking (Sarason, Sarason, Shearin, & Pierce, 1987).

According to Social Systems Model of Family Functioning (Dunst, et al., 1986),
members of the family and individuals from ecological systems surrounding the family
influence each other, both directly and indirectly. Using this theoretical framework

researchers implemented early intervention programs that aimed to empower parents.



Results of these studies often suggested positive outcomes for these parents (Dunst,
Trivette, & Deal, 1988; Telleen, Herzog, & Kilbane, 1989).

Parents of children with special needs have long been using parent support groups
in order to gather new information, share their experiences with other group members, or
get emotional support (Bull, 2003; Huws, Jones, & Ingledew, 2001; Solomon, et al.,
2001). Face-to-face PSGs usually hold regular meetings and sometimes invite a
professional to teach them new behavioral techniques (Solomon, et al., 2001). Face-to-
face parent support groups are usually run by parents, parent-founded disability
associations and related institutions, and serve parents living in a certain geographical
region. Online support groups, on the other hand, enable parents from diverse geographic
locations and time schedules to form a virtual support group where they can meet other
parents with similar problems or using similar coping strategies.

Although there are many studies focusing on the use of computer-mediated
support groups by individuals with certain types of disability, illness, or addiction, few
studies have focused on the use of online support groups by parents of children with
special needs (Baum, 2004; Han & Belcher, 2001; Huws, et al., 2001). Wright and Bell
(2003) note that study of online support groups is a relatively new phenomenon.
Statement of the Problem

During the last two decades parents of children with special needs in Turkey
became actively organized and involved in their children’s education and in advocating
for both themselves and their children’s rights (Akkok, 1999; Kuloglu-Aksaz, 1994).
New advancements in computer and communication technology (especially the use of

internet and email) allowed these parents to form online parent support groups (0PSGs)



to seek support for their problems, advocate for their rights and connect to other families
who are experiencing the same problems. These parent support groups focus on
developmental or intellectual disabilities such as autism, Down’s syndrome, attention
deficit hyperactivity disorder, and learning disabilities. Although quality and level of
participation vary greatly, it is possible to find many online parent support groups
founded by the parents or relatives of children with special needs or
volunteers/professionals.

In spite of the growing number of online PSGs in Turkey no study has yet
investigated the characteristics of participants of these groups. Studies investigating
oPSGs in other countries (Baum, 2004; Han & Belcher, 2001; Huws, et al., 2001) have
often tended to give less information regarding the characteristics of these parents.
Except for one study focusing on parents of children with autism (Huws, et al., 2001) all
others have focused on the parents of children from a broad range of disabilities (e.g.
Baum, 2004) and parents of terminally ill children, such as cancer and leukemia patients
(Han & Belcher, 2001). Siblings or relatives of these children were also of interest to
some researchers (Tichon & Shapiro, 2003). Thus, knowing the characteristics of the
members of oPSGs might help us better understand the relationship between parental
characteristics and the use of 0PSGs.

Research has shown that parents of children with disabilities use o0PSGs in order
to create a social network where they can receive informational, emotional, and esteem
support, and share their experiences (Baum, 2004; Huws, et al., 2001; Han & Belcher,
2001). The literature suggests that because of the online nature of support in oPSGs, the

quality or quantity of social support may be different in these groups (Braithwaite,



Waldron, & Finn, 1999). Also, for special populations, different types of support were
reported to be used. For example, for people with disabilities who experience mobility or
communication problems, social and emotional support might be the important features
of these groups (Braithwaite, et al., 1999), whereas for the victims of abuse cases, where
anonymity is a crucial issue, emotional support becomes the main type of social support.
In the context of parent support groups, Huws et al. (2001) reported that parents use
informational, emotional, and esteem support. However, this research did not address
when parents stop seeking support from traditional sources (e.g., immediate family
members, neighbors, educators, professionals etc.) and begin seeking support from
oPSGs. Therefore, understanding the types of support parents seek from the oPSGs will
help educators and professionals to improve their practice and allow them to better
implement new intervention programs. In fact, Jones and Lewis (2000) suggest that
professionals could participate in online parent support groups in order to gain insight on
how traditional pathological models of disability are inappropriate in helping parents of
children with disabilities.

Another important issue related to support types is the perceived satisfaction with
the support group. researchers studying conventional support groups indicated that
perceived satisfaction with the PSG was found to be associated with several factors such
as the condition of child (Smith, Gabard, Dale, & Drucker, 1994) and parental stress
(Bull, 2003). Similarly, in a study conducted in Turkey, perceived social support was
found to be related to burnout levels of mothers of children with mental handicaps.

However, although some researchers indicated that parents reported high levels/rates of



overall satisfaction with the oPSGs (Baum, 2004), for online PSGs the factors that
contribute to the perceived satisfaction were not clearly demonstrated.

Online support groups are believed to have some advantages and disadvantages
compared to face-to-face support groups (Finfgeld, 2000). However, most research on
advantages and disadvantages of online support groups is based on samples such as
individuals with psychological problems, addiction problems, disabilities, abuse
survivors, and so on. In the context of parent support groups, the advantages and
disadvantages of 0PSGs, to some extent, are expected to be different. For example, for
most parents therapeutic features might be the least important feature, whereas 24-hour
availability of the oPSG, or a wide range of responses might be considered as an
advantage.

Overview of the Study

The purpose of this study is to provide a systematic description of the use of an
online parent support group by the parents of children with autism in Turkey. The online
parent support group (oPSQG) investigated in this study was founded five years ago by a
parent who has a child with autism. At the time of data collection, the online PSG had 86
members including parents, relatives, professionals, and volunteers. The oPSG
communicates asynchronously via email using Yahoo!’s free Yahoogroups service
(http://groups.yahoo.com/). Yahoogroups service allows individuals (group owners) to
create an email distribution list, exchange email messages, and archive these messages.
The data I analyzed in this study consist of archived email messages that were posted to

the online PSG during the last five years.



A preliminary analysis of the data was conducted in January 2004. The results of
this preliminary study were submitted to fulfill a requirement for J605 - Early Inquiry
Experience course and as part of the Qualifying Portfolio for the doctorate program.
Preliminary analysis of the data helped me refine research questions and create interview
questions.

The current study consists of two phases. In Phase 1, archived email messages
were imported into a qualitative data analysis software (Atlas.ti) and the content of the
email messages were analyzed. In Phase 2, selected members of the PSG were
interviewed via telephone. Interviews focused on the parents’ use of o0PSG and the factors
that contribute to the perceived satisfaction with the oPSG.

Significance of the Study

This topic is relatively new and in the context of Turkey no other study has
focused on the use of online PSGs by the parents of children with special needs.
Therefore, this research has potential to uncover issues related to online PSG use in
Turkey and contribute to the literature. The information gathered from this study can be
valuable for designing new support programs for the parents of children with special
needs in Turkey. The results of the study are also expected to shed lights in parents’
experiences regarding their children’s education. The results of this study can be of value
to researchers, early childhood special education practitioners, parents of children with
special needs, and policy makers.

This study aimed to analyze a five-year period of archived email messages.
Studies using similar methodology have mostly focused on examining relatively shorter

periods of time (i.e. three months) (Huws, et al., 2001; Tichon & Shapiro, 2003).



Therefore using a longer period of time allowed me to help uncover group dynamics and
change in the nature of support over the time. Analyses in the preliminary study had
suggested that such changes could occur over time. For example, at the beginning of their
membership some parents were usually seeking only informational support and emotional
support. However, over time some parents took leadership roles and became unofficial
moderators of the group, and finally as a “veteran” parent, they began helping new
members, providing them with the information and emotional support.
Research Questions

The purpose of this study is to provide a systematic description of an online
parent support group used by the parents of children with autism in Turkey. More
specifically the following questions were investigated in this study:

1. What are the member and network characteristics of the online parent support
group?

2. How do parents describe their experience of raising a child with autism?

3. How do the parents of children with autism use the online parent support
group as a way of coping, and what type of support do they receive?

4. To what degree do the parents of children with autism perceive the support
they receive from online PSG as satisfactory and what factors contribute to the
perceived satisfaction with online PSGs?

5. What are the specific perceived advantages and disadvantages of online parent

support groups as a medium of communication?
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Organization of the Dissertation

In the second chapter, I review literature on the use on parent support groups with
a special focus on autism and other developmental disabilities and provide the reader the
context of Turkish (early childhood) special education system. In Chapter 3, I present
methodological and theoretical framework for the study and data collection and analysis
procedures. In Chapter 4, the results of the data analyses are provided. In Chapter 5,
following a brief summary of the research results is followed by a discussion and

implications for future research.
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CHAPTER 2
LITERATURE REVIEW
In this chapter, I first briefly summarize autism and parents’ experiences
following the diagnosis of autism. Second, I briefly give definitions of the terms “self-
help groups” and “support groups” and discuss face-to-face and online support groups in
the context of parenting a child with disabilities. Third, I summarize theories on social
support, communication of social support and parenting. Finally, a review of the research
on Turkish parents of children with disabilities is provided. This section also includes a
brief summary of the special education provision in Turkey.
Autism and Parental Experiences
Definition and etiology. Autism is defined as qualitative impairment in social
interaction and communication skills and restrictive repetitive and stereotyped patterns of
behavior, interests and activities (APA, 2000). Because the biological causes of autism
are not yet fully understood by research, autism is behaviorally defined and diagnosed.
Diagnostic criteria require that symptoms of autism should manifest before the age of
three years. The comorbidity of autism with other mental disorders and health problems
are well documented in the literate. Common comorbid disorders include mental
retardation, attention deficit-hyperactivity disorder (ADHD), learning disabilities, seizure
disorders, chronic gastrointestinal disorders (Bonde, 2000; Morgan, Roy, & Chance,
2003). According to the Diagnostic and Statistical Manual of Mental Disorders, fourth
edition, (DSM-IV-TR) (APA, 2000) autistic disorder is listed under pervasive

developmental disorder category, which also includes Rett’s Disorder, Childhood
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Disintegrative Disorder, Asperger’s Disorder, and Pervasive Developmental Disorder Not
Otherwise Specified (PDDNOS).

Individuals with autism have difficulty in processing sensory information. They
could be over or under-sensitive to touching, cuddling, and other visual or auditory
stimuli (Minshew & Goldstein, 1998). Studies have suggested that brain deficits and
dysfunction in some part of the brain affect the way sensory information is processed and
cause deficits in social interaction and communication skills. In their extensive research
review of sensory dysfunction theories of autism, Rogers and Ozonoft (2005) identified
several sensory theories of autism: over-arousal theories, under-arousal theories,
perceptual inconstancy theories, and impaired crossmodal processing theories. Over-
arousal theories states that children with autism are easily aroused by sensory stimuli and
cannot easily adjust to changing stimuli compared to their typically-developing peers.

Under-arousal theories on the other hand assert that suppression in the limbic
system causes a sensory deprivation and results in not receiving sensory and affective
messages. The limbic system contains hippocampus, amygdale and other small areas of
the brain which regulate behaviors, emotions, and senses. Dysfunction in these areas
could lead to hyperactivity, impaired social interaction, and stereotypic motor behavior.
Unlike the over-arousal and under-arousal theories, perceptual inconstancy theories states
that children with autism experience abnormal and unpredictable states of arousal which
lead them to have a deficit in maintaining perceptual constancy. Based on hippocampal
abnormalities in autopsy studies of individuals with autism, impaired crossmodal
processing theories suggest that abnormalities in the hippocampus cause the brain to

process all incoming sensory information.
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While the causes of autistic symptoms are not yet fully understood, several
studies have suggested the relationship between measles, mumps, rubella (MMR)
vaccination and autism (Wakefield, et al., 1998). Vaccination studies caused a
controversial debate among the scientific and parent community. For example, opponents
of vaccination studies asserted that there is no causal relationship between the MMR
vaccination and the development of autistic symptoms (Fombonne & Chakrabarti, 2001;
Taylor, et al., 1999). Parents report on the other hand that MMR vaccination played a
trigger role in the development of autistic symptoms in their children (Ramsay, Yarwood,
Lewis, Campbell, & White, 2002). However, these parental reports were discredited by
some researchers and regarded as “parental recall bias” (Andrews, et al., 2002).

Prevalence of autism. Studies estimating the prevalence of autism report varying
numbers, from as low as 8 per 10,000 to 57 per 10,000 children. The prevalence rate of
autistic disorders during the last two decades increased dramatically. It has been argued
that these changes may partly be due to the changes in diagnostic criteria or early studies’
focus on infantile autism versus recent studies’ focus on the whole spectrum of autistic
disorders (Fombonne, 2003). The prevalence of autism in the U.S. was reported as high
as 34 per 10,000 in metropolitan Atlanta, 40 per 10,000 for the Brick Township, New
Jersey sample (Bertrand, Mars, Boyle, Bove, Yeargin-Allsopp, & Decoufle (2001), and
52 per 10,000 for the Minnesota sample (Gurney, Fritz, Ness, Sievers, Newschaffer, &
Shapiro, 2003).

Another study conducted in the U.K. estimated the prevalence of autistic
spectrum disorders, including Asperger Syndrome in children aged 5-11 years as 57 per

10,000 (Scott, Baron-Cohen, Bolton, & Brayne, 2002). Other British researchers report a
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prevalence rate of 16.8 per 10,000 for autistic disorder and 62.6 per 10,000 for the entire
spectrum of autistic disorders (Chakrabarti & Fombonne, 2001). In another study
conducted in Iceland, it is estimated that the prevalence of infantile autism/childhood
autism was increased from 3.8 per 10,000 for children born in 1974-1983 to 8.6 per
10,000 for children born in 1984-1993 (Magnusson & Saemundsen, 2001). It should also
be noted once again that while some studies only report infantile autism/childhood
autism, or autistic disorder, others report the whole spectrum of autistic disorders
including autistic disorder, Asperger syndrome, and PDD-NOS.

Parents’ experiences after diagnosis. Research has shown that parents of children
with autism become concerned about their children’s development or social and
communicative behavior as early as one or two years of age (Coonrod & Stone, 2004).
However, there is usually an average of 4.8 months of time between first parental
concerns and seeking professional help (Coonrod & Stone, 2004). Following the
diagnosis of autism, parents experience intense levels of stress. Some parents try to seek a
more accurate diagnosis (Gray, 2002). Initial reactions after diagnosis may include shock,
emotional stress, anxiety, depression, denial, fear, and guilt (Gray, 1994; Sharpley &
Bitsika, 1997). Midence and O’Neill (1999) also add that some parents might feel
relieved because after the diagnosis they know what is “wrong” with their child so that
they can focus on what to do. Families may also experience social rejection or stigma
(Gray, 2002, 1994). Gray (1994) notes that this type of socialization problem is especially
common among mothers of children with autism.

After diagnosis, parents employ different coping strategies such as use of

treatment services, support from other members of the family or personal networks
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(Gray, 2002, Simmerman, et al., 2001) or use of religious coping mechanisms
(Tarakeshwar & Pargament (2001). Having a social support network provides parents a
way to reduce their stress as a result of having a child with disabilities. Social support
networks also help parents by providing information on a specific topic, offering physical
assistance (e.g., child care, transportation) or emotional support (Valentine, 1993).
Studies have shown that social support networks have a mediating influence on parents’
well-being and help them gain positive attitudes towards their child (Dunst, et al., 1986).
In contrast, lack of social support networks might result in parents’ withdrawal from the
community and higher levels of stress and depression (Sanders & Morgan, 1997).

Tarakeshwar and Pargament (2001) investigated the use of religious coping in
families of children with autism in Ohio, USA. The authors administered a set of
questionnaires that measure identified stressors of autism, psychological adjustment,
stress-related growth, and religious coping. A subsample of participants was also
interviewed for their use of religious coping. Study results suggested that the use of
positive religious coping was associated with stress-related growth and religious
outcomes, whereas negative religious coping was associated with increases in depressive
affect, anxiety, and poorer religious outcomes. The authors also suggest that the results of
the study provide useful information for professionals to help parents by using their
religious beliefs and practices as a resource.

Endler and Parker (1990) list several coping strategies such as task-oriented,
emotion-oriented, and avoidance-oriented coping. Task-oriented coping can be viewed as
an active and adaptive process in which individuals focus on changing the situation or

problem, whereas in emotion-oriented coping, individuals often focus on self-blame or
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wish fulfillment and negative aspects of the problem. In avoidance-oriented coping,
individuals avoid confronting a stressful situation by using distraction or social diversion.
Obviously, both emotion-oriented and avoidance-oriented coping strategies do not help
individuals to solve problems effectively. In another study using similar coping strategies
model, it was found that coping strategies and parental stress and mental health weres
closely associated (Hastings, Kovshoff, Brown, Ward, Espinosa, & Remington, 2005).
Based on the survey results of 89 parents of preschool children and 46 parents of school-
age children with autism the authors found four dimensions of coping: active avoidance
coping, problem-focused coping, positive coping, and religious/denial coping. The
authors suggest that intervention programs should aim to teach parents the use of positive
coping skills.
Self-Help Groups and Support Groups

The terms support group, self-help group, and mutual help groups have been
sometimes used interchangeably in the literature. Kurtz (1997) makes a distinction
between self-help groups and support groups. According to Kurtz, a self-help group is “a
supportive, educational, usually change-oriented mutual-aid group that addresses a single
life problem or condition shared by all members. ... Professionals rarely have an active
role in the group’s activities, unless they participate as members (p. 4).” On the other
hand, support groups have been defined as “groups that meet for the purpose of giving
emotional support and information to persons with a common problem. They are often
facilitated by professionals and linked to a social agency or a larger, formal organization”
(Kurtz, 1997, p. 4). Self-help groups and support groups for parents of children with

autism and other developmental disorders have been studied by social scientists from
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various disciplines such as psychology and counseling (Solomon, et al., 2001; Huws, et
al., 2001), communication (Wright & Bell, 2003), nursing (Kerr & Mclntosh, 2000;
Baum, 2004; Han & Belcher, 2001), and social work (Tichon & Shapiro, 2003). Smith
and colleagues (1994) make a distinction between parent support groups and self-help
groups. These authors admit that the two groups are alike and they both pursue advocacy
for change and professional input on child rearing and stress management. However,
according to Smith and colleagues, the “intended support” feature of parent support
groups is the main feature that distinguishes it from self-help groups. In this study the
term “online parent support group” (0PSG) will be used to refer to an online parent group
founded and moderated by the parents of children with autism in Turkey.
Face-to-face Support Groups

Face-to-face or mutual aid support groups aim to provide their members with the
opportunity to share their experiences, support each other, obtain new information, and
create a network of parents with similar interests or concerns. Face-to-face support
groups can be founded by parents, parent-founded disability associations, schools or
universities, or local or regional healthcare and social work agencies. These groups can
be led by an experienced parent or by professionals. Parents in these groups meet at a
regular frequency at a local community center, church, library, school, or a member’s
house. Therefore physical presence at these meetings becomes an important factor in the
effectiveness of the group and the group’s longevity (King, Stewart, King, & Law, 2000).
Sometimes face-to-face parent support groups invite professionals to inform them about a

specific topic.
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Parent-to-parent (P-P) programs are also similar to parent support groups.
However, in these programs pairs of matched parents are expected to help each other.
Usually, a trained, experienced parent is matched to a parent who is newly enrolled in the
program (Aibinder, et al., 1998; Santelli, et al., 1997). Aibinder and colleagues (1998)
report that perceived sameness, comparable situations, availability of support, and
mutuality of support are the factors that contribute to the effectiveness of P-P programs.
Logistic barriers (e.g., parents’ busy life, lost phone numbers, long distances), situational
differences (e.g., lack of perceived sameness), and individual preferences and values have
been listed as factors that prevent successful helping relationships between parents.

Research focusing on the benefits of face-to-face self-help groups on parents of
children with disabilities reveals inconsistent findings (Krauss, et al., 1993). King, et al.,
(2000) indicate that members of self-help groups report gaining benefits. However,
depending on the groups’ goals and commitment, energy, and the skills of individual
members these benefits can vary greatly.

Solomon, et al. (2001) studied six parent-run support groups for parents of
children with disabilities in the U.K. Before focus group meetings researchers
administered a series of questionnaires to measure satisfaction, group climate, and group
impact. Sample of the study consisted of 56 parents (52 mothers and 4 fathers) with an
average of 3.9 years of participation in support groups. Analysis of the focus group
discussion revealed that parents experienced positive changes in relationships with the
outside world and gained knowledge. The authors argued that through support group
participation, identity change emerged in sociopolitical, interpersonal, and intraindividual

domains.
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In another study conducted in Greece, mothers of children with special needs
displayed increased self-esteem and decreased levels of depression after receiving social
support and help (Makri-Botsari, Polychroni, & Megari, 2001). In addition, mothers who
were engaged in organized social interaction with other mothers displayed positive
coping strategies more frequently. The authors noted that although the initial aim of the
study was to include both mothers and fathers, this was impossible because of the
absence of fathers in such support groups.

Bull (2003) conducted an interview-based study to find out the experiences of
British parents of children with dyslexia, attention deficit disorder, and multiple learning
and health difficulties. Bull concludes that reasons for joining a support group could be
classified into three groups: a need for information after recent diagnosis, a specific
recommendation to join by an educational professional, and a need for receiving
emotional support. Parents who were seeking information through support groups
expressed the highest level of satisfaction with the support group. However, parents with
higher levels of parental stress expressed dissatisfaction with the group. Bull notes that
parental stress might be experienced as a consequence of children’s learning difficulties,
thus, parents would benefit from different types of intervention, such as family therapy.
Parents who were in personal and family crisis were found to be frequent participants of
group meetings. Making friendship with other parents or feeling comfortable in the group
were other factors that influenced participation of the parents (Bull, 2003).

In a study investigating parental opinions about attending parent support groups in
the U.S., it was found that what parents liked most was meeting other parents, sharing

feelings, and receiving information about resources and discussing their child’s disability



20

(Smith, et al., 1994). Parents reported that parent support groups were most helpful when
the child was “better,” whereas, at the time of a family crisis, hospitalization, or when
their child was “worse” parents did not find parent support groups helpful. However,
given the study’s low return rate (18%) and small sample size (N = 45) it is hard to make
generalizable conclusions.

There are several methodological limitations to these studies. Studies focusing on
face-to-face parent support groups consisted primarily of mothers (Boyd, 2002; Krauss,
et al., 1993; Makri-Botsari, et al., 2001; Rodrigue, Morgan, & Gefken, 1990;
Simmerman, et al., 2001; Solomon, et al., 2001). The inclusion of fathers in research in
the future would help us better understand the breadth of experiences of parents in self-
help parenting groups. Second, the uniqueness of the sample makes participant
recruitment a challenging task for the researchers. Parents of children with disabilities are
also overwhelmed by the researchers’ request to participate in studies. Because of small
sample sizes and low return rates in survey studies the results cannot truly reflect the
experiences of majority of parents in these groups.

Online Support Groups

During the last 15 years, online support groups emerged in such various forms as
bulletin board systems (BBS), USENET, ListServs, and email lists (Finfgeld, 2000;
Hyman, 2003). Online support groups provide participants the opportunity to ask
questions about specific problems, share their experiences, and get emotional support
from other members of the group. The interaction of these groups can be in synchronous
or asynchronous mode. In synchronous communication mode members have a chance to

participate in real time interaction (e.g., chatting—using Internet Relay Chat (IRC) or
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other instant messaging software—or videoconferencing). In this type of communication
message reading and writing occur simultaneously. Therefore, participants have
relatively short time to formulate their ideas and respond to other participants.
Asynchronous communication, however, does not occur in real time. Thus, members
using this medium as an advantage can participate in discussions anytime they want and
from anywhere in the world. Asynchronous communication can occur in such forms as
USENET, ListServ or e-mail groups, web-based discussion boards or groups (Finfgeld,
2000; Hyman, 2003).

Online support groups are mostly utilized by psychotherapy and counseling
groups (e.g., smoke cessation groups, sexual abuse victims), patients of chronic or life
threatening diseases/symptoms (e.g., AIDS, cancer), and people with special needs or
parents/relatives of individuals with special needs. Relatively few studies have focused
on the use of online PSGs for the parents of children with special needs (Baum, 2004;
Han & Belcher, 2001; Huws, et al., 2001; Tichon & Shapiro, 2003). Since the medium of
communication is different for online PSGs than for conventional support groups, it is
important to consider what the research shows concerning the technology.

Huws and colleagues (2001) analyzed the messages of British parents of children
with autism who were members of an email discussion group. Based on data over a three-
month period, the authors identified four major themes: searching for meaning, adjusting
to changes, providing support and encouragement, and narrative sharing of experiences.
The first theme, searching for meaning, includes efforts of searching for a better
understanding and explanation of autism. The authors concluded that email messages not

only provide an interactive social network but also provide a way that parents can
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validate and reciprocate their concerns about the cause and treatment of autism. The
second theme, adjusting to changes, refers to the efforts made to establish a sense of
normality or deal with uncertain conditions. The third theme, providing support and
encouragement, reveals that online support groups provide a variety of support and
encouragement to its members, including informational, emotional, and esteem support.
The final theme, narrative sharing of experiences, includes sharing messages in a
narrative form so that other parents can learn the details of experiences they have had.

In a study investigating the use of an online support group by parents of children
with cancer, Han and Belcher (2001) found that the benefits of online support groups
included getting information, sharing experiences, receiving general support, expressing
feelings, and gaining accessibility. The researchers administered an online survey to the
parents of children with cancer (N = 73) from three online self-help groups. It was noted
that computer usage was highest primarily among parents from relatively high
socioeconomic status. Even though the sample represented both genders, the fact that the
majority of the participants (75%) were women limits the generalizability of the results.
Han and Belcher also pointed out that little is known about the use of computer-based
self-help groups by these parents.

Another research investigating online PSGs is in the nursing field. Baum (2004)
administered an online survey to the primary caregivers (N = 114) of children with
special health care needs from over 100 different online parent support groups in the U.S.
The study sample was predominantly “white, married, well-educated female in their late
30°s” (p. 383). Most of these participants were living in urban settings and had relatively

higher income. The children in Baum’s study had mainly physical disabilities and rare
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disorders, or psychiatric disorders. The researcher reports that the overall satisfaction
with the online support group was high (93%) and factors such as getting usable ideas,
improved caregiver-child relationship, and finding people to trust were found to be
strongly associated with the satisfaction of the participant.

Examining online support group messages as research methodology has been
employed in various studies. For example, Tichon and Shapiro (2003) examined the
online messages of Australian children who had siblings with special needs. The
researchers employed both qualitative and quantitative methods. In qualitative analyses
each message was analyzed according to topic, types of social support, and nature of the
self-disclosure. Later, the researchers coded each message according to pre-defined types
of social support, such as emotional, informational, and social companionship. Based on
postings over a period of 3 months, the researchers proposed a three-stage model of self-
disclosure in online social support. According to this model, at Stage 1, self-disclosure is
used to elicit social support from group members. In Stage 2, using self-disclosure group
members start providing social support. In the final stage, group members use self-
disclosure to create a reciprocal social companionship relationship.

Using similar methodology Jones & Lewis (2001) investigated the use of an
online discussion group by parents of individuals with Down syndrome. Based on a 5-
month period of email data collected in 1998, the researchers found six major themes
including: sense of celebration, seeing the future before the handicap, a sense of hope and
optimism for future, parents as agents of change, the role of discussion group, and a
constantly validating and accepting environment. They also found that the majority of

help messages were posted to the group outside of working hours. Authors concluded that



24

parents were requesting help when alternative sources of assistance were not available.
One drawback of this study is that the authors did not provide detailed information about
the number and characteristics of the group members.

Studies of online parent support groups mostly focused on analyzing relatively
shorter periods of time (e.g. three months) (Huws, et al., 2001) and analyses did not focus
on the progress of these support groups. (For a comparison of above reviewed studies see
Table 1). Solomon and colleagues (2001) note that it is possible to see a change in the
nature of support over time. Therefore, by examining email messages over a longer
period, it is possible to uncover group dynamics throughout a group’s progress over time.

Finfgeld (2000) groups advantages of online support groups into two categories:
a) Convenience factors. These factors include the ability to send and receive messages
practically anytime and anywhere in the world. Online groups also provide higher levels
of anonymity and conceal sociodemographic factors such as age, race, and income level.
However, some researchers argue that having a computer is also an indicator of relatively
higher socioeconomic status (Finfgeld, 2000) and those without access to a computer and
the Internet have less opportunity to participate in these online self-help groups. b)
Therapeutic factors. Participation in online communication has therapeutic advantages as
well. Parents do not have to be at the meeting at the same time and they can participate in
discussion whenever they want. Even though they do not participate in discussion for
various reasons (e.g., feeling uncomfortable or being shy) they can continue to read

messages until they feel ready to participate in the conversation.
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Table 1

A comparison of studies focusing on online support groups for the parents and relatives of children with disabilities.

This Study Huws, et al., Han & Belcher, | Baum, Tichon & Jones & Lewis,
2001 2001 2004 Shapiro, 2003 2001
Sample Turkish parents of | International, American American Australian English
children with English parents of parents of siblings of speaking, North
autism speaking, children with children with children with American and
parents of cancer special health special needs Western
children with care needs European,
autism parents of
individuals with
Down syndrome
Sample size 124 parents, 374 unique 73 respondents 114 respondents | 58 unique email | No information

relatives, and email addresses addresses available
others
# of support 1 group 1 group 3 groups Over 100 groups | 1 group 1 group

groups studied

Data collection

Email messages,
interview

Email messages

Online survey

Online survey

Email messages

Email messages

Duration of Over 5 years 3 months -- -- 3 months 5 months
collected data
Data analysis Qualitative; Qualitative, Quantitative Quantitative; Qualitative Qualitative,
approach developmental grounded theory qualitative content analysis
research sequence, analysis of
social network open-ended
analysis, questions
descriptive
quantitative data
Qualitative data Atlas.ti QSR Nud*ist -- -- QSR Nud*ist No information

analysis software

available
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Another advantage is that the use of online communication helps people overcome the
interpersonal discomfort that some people may feel in face-to-face communication.

The probability of receiving misinformation is one of the disadvantages of online
self-help groups. Therefore, factors such as source of information (e.g., news, web site,
journal articles), sender (e.g., well-know group member, a professional, etc.), and face
validity of information (e.g., a PDF file, web site, or forwarded email) might have an
impact on parents’ decision-making process. Wright and Bell (2003) note that credibility
of information in online support groups received little attention and future research needs
to investigate how participants of these groups form perceptions of credibility.

Other disadvantages include privacy related issues, noise, negative emotions,
large volume of email, and lack of physical contact and proximity (Han & Belcher,
2001). In online communities disclosure, a great amount of personal details may pose a
threat to the message sender. Online archives of these communities also can be used by
researchers or marketers. Wright and Bell (2003) note that the effects of privacy concerns
in online support groups is one of the most important issues that needs to be investigated
in future research.

Analysis of email messages has a potential to uncover issues that are discussed by
parents of children with autism. Other data collection techniques, such as interviews,
focus groups, or surveys may not be convenient for samples that are geographically
distributed or samples with diverse characteristics. Moreover, in the above mentioned
techniques there is always the possibility of receiving “desired” answers from
participants. However, analysis of email archives has potential to provide naturally

occurring discourse in a chronological manner (Sixsmith & Murray, 2001).
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Theories on Social Support, Communication
Definition and types of social support

Social support is defined as “a multidimensional construct that includes physical
and instrumental assistance, attitude transmission, resource and information sharing, and
emotional and psychological support” (Dunst, Trivette, & Cross, 1986; p. 403). Birch
(1998) describes four different types of social support, including emotional,
informational, material, and appraisal. Emotional support is described as the
demonstration of care and sympathy towards the support recipient, or listening to support
recipient and being available for emotional support. Informational support is defined as
the provision of knowledge to another person or referring to appropriate source of
information. Material support includes providing support recipient with an object or a
tangible resource such as money, lending a book, or physical assistance. Appraisal refers
to providing feedback, affirmation or praise about one’s actions.

Similarly, Cutrona and Suhr (1992) offer a five-category social support system:
informational, tangible, esteem, network, and emotional support. Cutrona and Suhr also
propose sub categories within each social support category. Informational support is
defined as providing information, advice, referrals, situation appraisal or teaching.
Tangible assistance refers to providing support in the form of a physical assistance, such
as lending a book or helping perform a task. Esteem support includes messages that
validate support recipient’s self-esteem, self-concept, importance and competence.
Network support refers to messages that connect support recipient with new members or
broaden his/her social network. Emotional support includes messages that provide

intimacy, encouragement, and attachment. In their study examining types of social
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support in computer mediated groups for people with disabilities, Braithwaite and
colleagues (1999) found that emotional support was the mostly used support type
followed by the informational support whereas tangible support was the least used type of
social support.

Informational support has been one of the attractive features of support groups.
Sharing experiences can be a powerful way of learning, as it enables group members to
reach information that cannot be easily found by conventional methods, such as reading
books, or asking an expert. As Borkman (1999) describes:

Experiential knowledge is more “awareness” than it is information that can be

captured and contained in a book, library, or a computer file. Most experiential

knowledge is transmitted through stories, often orally, and it is either difficult or

undesirable to codify much of it in written form (p. 36).

Sources of social support. It has been suggested that sources of social support and
extrafamily resources can be categorized in two groups: informal and formal sources
(Dunst, et al., 1988). Informal sources of social support include members of the
immediate and extended family (e.g., spouse, children, grandparents, and relatives),
friends, neighbors, colleagues, and social groups (such as religious groups, social clubs).
Formal sources of social support include professionals from medical and educational
community (e.g., physicans, therapists, teachers, and social workers) and agencies that
provide support to families (e.g., early intervention programs, hospitals). While parents
have direct access to interact with individuals in informal social network, access to

formal social networks might be direct or indirect.
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Models and Theories of Social Support and Communication

There are several models and theories that explain the effects of social support on
personal well-being. In this section, I first summarize literature on parent empowerment
and then provide literature on communication and network theories.

Parent empowerment. Empowerment enables parents to access information and
resources and to actively participate in their child’s educational process (Dempsey &
Dunst, 2004). Thus, empowerment gives parents an enhanced perceived control over the
stressful life events. Parent empowerment model sees parents as active, capable of
making informed choices, and able to learn new skills that will help improve family
functioning.

There are several ways to help parents feel empowered and teach necessary skills
to promote the development of their children. These include intervention and parent
training programs carried out by agencies and parent- or professional-run support groups.
In their study of helpgiving styles and empowerment between Australian and American
parents of children with disabilities, Demspey and Dunst (2004) report that helpgiving
practices contribute to parental empowerment. Helpgiving practices were measured by a
survey that asks parents’ perception of the nature of the support provided by service
providers. Empowerment was assessed on two dimensions. The first dimension, level of
empowerment, consisted of three levels: individual, service, and community. The second
dimension, expression of empowerment, was manifested as attitude, knowledge, and
behavior. The authors reported that enabling practices was the only variable predicting

parent empowerment in both countries. Demographic variables, such as parent age, child
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age, and parents’ employment and educational studies did not contribute to parent
empowerment.

Evidence suggests that early intervention and parent education programs have the
potential to positively affect parental empowerment by supporting families (Dillenburger,
Keenan, Gallagher, & McElhinney, 2002; Farber & Maharaj, 2005; Whitaker, 2002).
Moreover, early intervention programs aimed at creating social support networks provide
better health and well-being outcomes for the parents of children with disabilities (Dunst,
Trivette, Davis, & Cornell (1988). Therefore, it is important that early intervention
programs should not only provide informational support for parents, but also provide
ways to create social support networks and begin to help each other.

Effect theories. According to these models having a social support network can
reduce the negative impact of perceived stressful events. Buffering Model (Dean & Lin,
1977) states that social support buffers the negative impacts of stressful situations and
provides support recipients a way of coping with stressful situations. Unlike the
Buffering Model, Direct Effects Model (Schwarzer & Leppin, 1991) suggests that there is
a direct relationship between social support and psychological well-being. The use of
social support, in the form of companionship, empathy, and humor may help support
recipients overcome the negative effects of stressful situations. Previous studies report
evidence for the direct effects model. For example, Aneshensel and Stone (1982) found
that having a social support network has direct effects on psychological well-being of
adults in the US. However, as predicted by the Buffering Model there were no interaction

effects of social support on psychological well-being of these adults. Other studies also
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report similar results showing the direct effects of social support (Krol, Sanderman,
Suurmeijer, 1993; Burton, Stice, & Seeley, 2004).

Network strength theories. Another social network theory based on the strength of
the relationships is the Weak Tie Network Theory (Granovetter, 1973; 1983). According
to this theory, a tie connects two or more individuals in a social network. Unlike strong
ties (e.g. spouse, parents, close friends, etc.), weak ties include individuals such as
neighbors, colleagues, members of local community groups, support groups, and service
providers (Adelman, Park, & Albrecht, 1987). Weak tie network members provide
support when an individual’s closer-tie (family, friends) is not available. Compared to
close ties, weak tie networks are maintained infrequently and involve less intimate
exchanges. Weak-tie networks are prone to dissolve easily if the medium of the
communication changes (Garton, Haythortwaite, & Wellman, 1997).

Communication researchers looked at the structural features of online support
groups, such as the presence of verbal and nonverbal cues. The lack of nonverbal cues in
computer-mediated communication (CMC) has been investigated by numerous
researchers (Gunawardena, 1995; Tidwell & Walther, 2002; Walther & Parks, 2002).
Earlier theories of CMC emphasize the lack of nonverbal cues and consider CMC as
being less personal and emotional. For example, Social Presence Theory (Kiesler, Siegel,
& McGuire, 1984) states that because of the limited information about peoples’
appearance and vocal and nonverbal features, CMC tends to be lacking social presence. It
has been suggested that because of the lack of nonverbal cues, participants in CMC tend

to display greater hostility towards others or send more task-oriented messages. Groups
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using CMC were also found to be reaching consensus less frequently (Walther & Parks,
2002).

On the other hand, some researchers claimed that the use of emoticons (emotional
icons, e.g., ©, 1), ®, :(, ;-P, etc.) or CAPITAL LETTERS could be considered as
nonverbal cues in a computer-mediated communication. Emoticons, as graphic
representations of facial expressions allow users to express themselves and overcome the
limitations of text-based communication (Walther, D'Addario, 2001). Moreover, with
recent developments in computer and interactive communication technology enabling the
use of voice chat and video chat and other mixed-medium means of communication
verbal cues are becoming part of CMC.

Early Childhood Special Education in Turkey

In this section, I first briefly give background information about special education
services and inclusive practices in Turkey. Later, I talk about the parents of children with
special needs in Turkey. Lastly, I provide a summary of studies conducted on parents of
children with disabilities.

Special Education Provision in Turkey

Estimates have shown that up to 14% of children aged between 1 to 18 years in
Turkey have special educational needs (Eripek, 1995). However, only a handful of these
children are able to receive special education. Uzundemir (2000) reports that less than
10% of the school age children with special needs benefit from the educational services
in Turkey. According to the Ministry of National Education (MoNE, 2004), during the
2003-2004 school year, more than 14 million students from K-12" grades were enrolled

in educational institutions. As can be seen in Table 2, the majority of these students (10.4
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million) were attending 1%-8" grade in urban schools. The MoNE also reports that only
64,000 students were receiving special education in government-run special education
schools, inclusive programs in regular education programs, and private special education
institutions. Of these students more than two thirds of them (43,300) enrolled in inclusive
classrooms. These numbers clearly state that most of the students with special needs are
not benefiting from the educational system.

Table 2

Number of students enrolled in 2003-2004 school year.

Total Urban Rural
Preschool education 358,499 286,107 72,392
1°-8™ grades 10,479,538 7,697,112 2,782,426
9™_12™ grades 3,593,404 3,467,334 126,070
Total 14,431,441 11,450,553 2,980,888

Adapted from MoNE (2004), p. 18.

Currently, two governmental organizations regulate special education in Turkey:
Ministry of National Education (MoNE) and Social Services and Child Protection
Agency (SSCPA) (Senel, 1998). In special schools with and without residential
provision, MoNe provides education to visually impaired, hearing impaired, physically
disabled, mentally disabled, and chronically ill students. In regular school environments,
education is provided in self-contained classrooms or in inclusive classrooms (Senel,
1998). During the last decade, there has been an increase in the number of inclusive
programs throughout the country. These special education services are available within

the public education system; however, students must go through a series of screening and
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diagnosis procedures in Guidance and Research Centers that are operated by MoNE.
Guidance and Research Centers are responsible for planning and implementation of
special education (Senel, 1998).

Social Services and Child Protection Agency on the other hand, provides services
for individuals with special needs from all age groups, supporting and protecting their
rights and well-being as members of the society. SSCPA also provides protective services
for at-risk children and their families. In addition, SSCPA regulates adoption and foster
care services.

Inclusive practices. During the last two decades there have been efforts to include
children with special needs into mainstream educational settings. However,
implementation of these inclusive practices has always been criticized and found
ineffective by researchers (Senel, 1998). Although there are policies and regulations for
the education of children with disabilities, in practice educational professionals are often
unclear on how to implement those policies (Sari, 2000; Senel, 1998). Even though
educators express positive attitudes towards inclusive education, both parents and
teachers cite several barriers to inclusion, such as the physical environment of the
schools, the limitations of technological and instructional tools, teachers’ lack of
experience and knowledge, overcrowded classrooms, and lack of collaboration among
professionals. Parents also have little input in the inclusive education process (Alat,
2005). Therefore, parent support groups can be an important place for them to discuss

issues related to their child’s education and get support from each other.
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Parents of Children with Special Needs in Turkey

Turkish parents of children with special needs became actively organized
beginning in the 1960s (Sucuoglu, 1997). The initial aim of these groups was to
overcome the lack of appropriate special education institutions and to found new schools
for their children. Later, these parent associations made efforts to inform the public about
disabilities through public awareness campaigns. Today, parent associations, along with
other organizations founded by universities serve as nongovernmental organizations that
provide educational opportunities and advocate for the rights of individuals with
disabilities (Senel, 1998).

Due to wide availability of extended family system in Turkey, parents of children
with special needs often receive extra help from extended family members in caring for
their children (Akkok, 1997). However for parents from nuclear families, who are both
working in urban areas, such extended family support is not likely to be available.
Furthermore, the number of educational institutions available for school-age children is
limited. For parents of infants and toddlers, the situation gets even worse, because
educational resources are scarce for these children (Sucuoglu, 1997). As a consequence,
parent support groups seem to be a support mechanism where parents can turn to, receive
emotional support, and exchange information about resources.

Traditionally, women and elderly relatives were the caretakers of children in a
typical Turkish family. This trend has changed in recent years due to the structural
changes in the society, urbanization, increased parental employment rate, and education
(Sunar & Fisek, 2005). However, a recent study reports that in a low-income Turkish

sample, mothers’ level of involvement in childcare was found to be higher than that of
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fathers’ level of participation (Ozkan & Honig, 2005). Mothers reported higher levels of
involvement regardless of having a child with or without a disability. It was also found
that parents were more satisfied with their partners’ involvement depending on the degree
of their satisfaction of their own involvement and the level of child’s disability.

Studies on parents of children with special needs. A number of studies have
investigated the relationship between having a child with disability and parental stress
(Duygun & Sezgin, 2003) and causal attributions to disability (Akkok, Askar, & Karanci,
1996). However, in consistence with studies conducted in other countries, the majority of
these studies only included mothers (Akkok, 1997; Duygun & Sezgin, 2003).

Duygun and Sezgin (2003) investigated the effects of stress symptoms, coping
styles, and perceived social support on burnout levels of Turkish mothers of children with
(n = 118) and without mental handicaps (n = 121). Comparison of these groups indicated
that mothers of children with special needs had higher levels of emotional burnout.
Duygun and Sezgin also noted that the predictors of emotional burnout for mothers of
children with and without mental handicaps were found to be different. For example, for
mothers of children with disabilities, social support dimension of perceived social support
were found to be predictor of burnout, whereas for mothers of children without
disabilities, family dimension of perceived social support were found to be associated
with emotional burnout. Therefore, in order to implement effective intervention
programs, these factors should be taken into consideration.

Akkok and colleagues (1996) surveyed 142 parents of children with mental
disabilities and autism in Turkey. Investigating the causal attributions of the parents of

children with disabilities, Akkok and her colleagues found that in addition to self, family,
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and external factors, parents were also making causal attributions to bad luck and ill fate.
Parental stress was also found to be related with parental causal attributions. For mothers,
the type of child’s disability and bad luck were significantly related with stress, whereas
for fathers, child’s age, the type of child’s disability, and factors associated with self-
family domain and external blame were main sources of stress.

Beginning in the 1990s, the notion of examining the family as a whole, including
parents, siblings, and grandparents has resulted in several family-oriented intervention
programs (Akkok, 2000). While earlier parent training programs aimed to teach parents
the necessary skills to take care of their children (Akkok, 1994; Kuloglu-Aksaz, 1994),
latter programs included other family members, such as siblings (Tekin, 1997). Akkok
(1997) documented the experiences of mothers of children with Down syndrome who
participate in a face-to-face support group. Results of this study confirmed that the social
support from extended family members and immediate family support network has a
positive effect on the mothers’ emotional and social well-being.

In another study conducted by Erguner-Tekinalp and Akkok (2004), mothers of
children with autism participated in a coping skills training program developed by the
researchers. The training program consisted of one and half hour training sessions twice a
week, over the period of 4 weeks. Designed as cognitive behavioral training, the program
aimed to teach participants the necessary skills to understand stress and its effects,
general coping strategies, problem solving skills, relaxation training, positive thinking
and developing social support. Results indicated that after completion of the training
program, mothers were more effectively using social support as a way of coping

compared to their counterparts in control group. The researchers suggest that parent
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training programs may help mothers learn new cognitive skills to deal with stressful
situations, develop a positive attitude towards themselves, and become more motivated
for the future.
Summary of Literature Review

In this chapter I first review research on face-to-face support groups for the parent
of children with disabilities. Studies conducted in various countries and with different
samples suggest that in general face-to-face support groups provide positive outcomes for
the participants of such support groups. While the majority of PSG participants expressed
satisfaction with the support, participants with higher levels of stress or experiencing
crisis situation expressed dissatisfaction with the PSG (Bull, 2003; Smith, et al., 1994).

Second, I review research on online PSGs for the parents of children with
disabilities. Similar to face-to-face PSGs, online PSGs were reported to provide benefits
for their participants, such as informational, emotional, and esteem support, and allow
them to share their experiences with the other participants. Unlike face-to-face PSGs,
online groups offered some advantages over face-to-face groups, including easy and
convenient access and archive of old messages. Studies of online PSGs employed two
types of data collection techniques: analysis of email messages (Huws, et al., 2001; Jones
& Lewis, 2001) and administering online surveys (Han & Belcher, 2001; Baum, 2004).
Analyzed email messages in these studies usually consisted of data collected for three to
five months.

Third, I review the literature on parents of children with disabilities in Turkey.
Unlike parents in industrialized countries, parents of children with disabilities in Turkey

experience higher levels of scarcity in resources, in both quality and quantity. The
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literature review revealed that during the last decade, researchers began examining the
family as a whole and started implementing family-oriented intervention programs.

The current literature is limited in a number of ways. First, studies of parent
support groups (especially face-to-face groups) consisted of mostly mothers (Boyd, 2002;
Duygun & Sezgin, 2003; Erguner-Tekinalp & Akkok, 2004; Krauss, et al., 1993; Makri-
Botsari, et al., 2001; Rodrigue, Morgan, & Gefken, 1990; Simmerman, et al., 2001;
Solomon, et al., 2001). Second, both qualitative and quantitative studies employed
relatively small sample sizes (Han & Belcher, 2001; Smith, et al., 1994). This especially
becomes an issue in quantitative studies. Third, studies of oPSGs that I was able to find
from scientific databases included participants only from English-speaking countries.
Fourth, many studies included parents of children with various disability types. For
example, in Baum’s (2004) study, the sample consisted of participants from over 100
support groups for the parents of children with mainly physical disabilities, rare
disorders, and psychiatric disorders. The type of disability in a child may be a

confounding factor for the support group participation of parents.
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CHAPTER 3
METHODOLOGY

In this study, a qualitative inquiry approach was chosen to study the use of an
online parent support groups by the parents of children with autism in Turkey. For
qualitative analysis, Spradley’s (1979, 1980) Developmental Research Sequence was
selected to analyze archived email messages and parent interviews. Additionally, social
network analysis and descriptive quantitative data analysis were employed to investigate
participant and network characteristics of the oPSG. This chapter begins with the
rationale for selecting qualitative methodology as a research approach. In the following
sections, research design, data collection methods, and the procedures used in data
analysis are described in detail. Next, ethical considerations for conducting research are
discussed. Finally, procedures to increase the trustworthiness of the data collection and
analysis are described.

Rationale for Selecting Qualitative Methodology

Most of the studies on online communities use quantitative methodologies,
however, there are some limitations to these studies. Researchers using the quantitative
approach in studying online communities and support groups have often attempted to
categorize email messages based on preexisting theories and compared member
participation and perceived satisfaction in terms of types of support, frequency of support
behavior, and various demographical variables (Braithwaite, et al., 1999; Wright, 2000).
In categorizing these support messages, researchers have extensively benefited from
existing theories and models, including the Social Support Behavior Codes (Cutrona &

Suhr, 1992), Weak-tie Network Theory (Adelman, et al., 1987; Granovetter, 1973; 1983),
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and Buffering Model of Social Support (Dean & Lin’s (1977). However, placing email
messages into predefined categories may result in loss of detail in the raw data.
Furthermore, this type of research only allows researchers to test existing theories, but
usually does not allow development of new theories.

Therefore, the qualitative inquiry approach has been selected to study parents’ use
of online PSGs. As noted by Mann & Stewart (2000), qualitative researchers in online
settings can observe naturally occurring discourse without intervening conversations. As
an inquiry technique, documentary data analysis of email messages and chat logs were
employed in several studies. For example, Denzin (1999) analyzed conversations of
online newsgroup members who participated in discussions in a support group for the
children and co-dependents of alcoholic individuals. Denzin notes that the language in
online interactions is “deliberative, stilted, formal, and clearly marked in sentences with
commas, exclamation and question marks...” and thus this allows a reader to “carefully
study printed words of the speaker” (p. 114).

It has been noted that archives of electronic communication can be analyzed in a
similar way as conventional documents, such as letters, diaries, and other textual material
(Sixsmith & Murray, 2001). Recently, personal narratives of parents of children with
autism on the Internet have become a research interest (Fleischmann, 2004, 2005).
Fleischmann (2004) analyzed 20 web sites created by the parents of children with autistic
spectrum disorders and concluded that the primary reason for these parents to create web
sites was to help other parents who are in similar circumstances. Fleischmann notes that
textual analysis of the narratives on personal web sites provides a way of understanding

parents’ experiences and feelings.
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In selecting research methodology, I adopted Spradley’s (1979, 1980)
Developmental Research Sequence (DRS) method. According to Spradley, DRS as a
method of data collection and analysis, allows the study of a community or a group of
people and understand the meaning behind their actions and speech. DRS approach
assumes that cultural groups or individuals organize their knowledge based on the
culturally designated similarities and differences (Parfitt, 1996).

Spradley (1979) proposes two parallel methods of data collection: participant
observation and ethnographic interview. These two methods can be used separately or
together. Spradley describes three types of observation: descriptive, focused, and selected
participant observation. In descriptive observation the researcher aims to describe what a
typical research setting looks like or the common features of a typical research setting.
Focused observation allows the researcher to focus on one or several aspects of the
research setting. Using structural questions, the researcher tries to discover categories that
make up a cultural scene. In selected observation, the researcher focuses on extremely
narrow, small details and looks for differences among these specific cultural categories.
In this study, I first started with descriptive participant observation to describe the typical
research setting, the online parent group in the context of this study. Descriptive
observation allowed me to find out about the demographical characteristics of the parents
as well as the network characteristics and number and frequency of the email messages.
Second, by doing focused observation, I was able to investigate how parents use the
oPSG, the types of support they receive and the perceived advantages of the oPSG.

In alignment with different types of participant observation, Spradley proposes

three levels of ethnographic interview and interview questions: descriptive, structural,
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and contrast questions. In the first level, descriptive interview, the researcher asks
participants to describe a typical day or setting. Once enough data is collected by
descriptive questions, the researcher starts asking structural questions and discovers how
participants organize their knowledge. Next, by asking contrast questions the researcher
tries to find out the dimensions of meaning which participants use to distinguish various
concepts and objects in their typical setting. During the interviews, I used all of the above
mentioned types of interview questions. Typically, interviews started with descriptive
questions, and then moved on to more structural questions to find out how parents use
oPSG to receive support. Finally, contrast questions allowed me to fully understand the
dimension of various concepts and actions.
Research Design

Setting

The oPSG was founded in December 1999 by a parent who has a child with
autism. The group operates asynchronously. Members can send their message to the
oPSG’s email address and this email is automatically distributed to all members without
any intervention or approval of a moderator. Members then can respond to these
messages and participate in discussions. Messages are also archived and can be accessed
by any member using the group’s web interface. In addition, Yahoogroups! service
allows members to upload documents and photos to the oPSG web address. These files
can be viewed by other members. Another feature is the database. Members have created
a table where specific information such as child’s age, diagnosis, medicines used,
therapies received, etc. can be entered. The oPSG has a moderator who helps new

members with their questions, creates and maintains databases, and deletes archived
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messages when necessary. Although the language for the oPSG is Turkish, some email
messages in English were observed. There were some parents with different levels of
fluency in English (or other languages).

Participants

Participants of the research consisted of 140 current and past members of an
online parent support group in Turkey. The number of the support group members had
increased gradually over time. At the time of data collection and analysis (June, 2005),
the PSG had 86 members. The collected data also included the messages of 54 past
members.

Based on their contribution to the PSG, group members can be classified into two
major categories and six groups (Table 3): 1) Active participants. This group of
participants actively participated in group discussions, and sought and offered help and
information regarding specific questions. Active participants include: (a) Parents and
relatives of children with autism (n = 69). This group consisted of 33 mothers, 25 fathers
and one parent with no gender information, and 10 relatives (5 females, 4 males, and 1
relative with no gender information). Most of the parents were highly educated, had
white collar jobs and were living in big cities and urban areas. Of the parents, almost 30
percent (n = 20) lived in Istanbul and the rest lived in major Turkish cities. The mean
length of membership for parents was almost three years (M = 35.02 months, SD = 16.26
months) ranging from 1 to 68 months. Sixty one parents and relatives within the active

participants group comprised 49.29% of the group members.
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Online parent support group members (N = 140).
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Current Past Total

1. Active Participants

Parents 35 24 59

Relatives 4 6 10

Professionals 16 2 18

Volunteers 3 1 4
2. Inactive Participants

One-time participants 3 7 10

No information 25 14 39
TOTAL 86 54 140

(b) Professionals and volunteers. In addition to the parents and relatives, other
participants of the PSG included professionals and volunteers. This group of members
consisted of 17 professionals (11 females and 6 males) who worked with children with

autism or other developmental disorders as psychologists, therapists, counseling center

directors, etc. However, professionals in this PSG did not act as moderators or hold

special expert status, but participated like regular members, making equal contribution to

the discussions. In addition, there were four (2 males and 2 females) volunteers

consisting of musicians and artists who wanted to contribute to the promotion of group

activities.
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2) Inactive participants. (a) One-time only contributors (» = 10). These members
were characterized by their short-term membership or one-time only participation. They
subscribed to the support group email distribution list, asked one or more questions and
then left the group or stayed without making a contribution. Although these participants
sought answers to certain questions, they usually did not introduce themselves in detail.
(d) No participation. These members were the silent members of the group (7 = 39).
Although they were listed as members of the group, they never participated in
conversations and never introduced themselves. Therefore, there is no demographic data
about these members. Analyses of the data showed that some parents were using more
than one email account. These parents were using their work or commercial Internet
service provider account as a primary email address and another email account (mostly
free web-based services such as Yahoo!, Hotmail, or Gmail) for back-up purposes.
Because the number of inactive participants (n = 39) was gathered by the number of
email addresses with no postings, there is a chance that some of these email addresses
belonged to the members in active participants category. Also, it is possible that after
spending a certain amount of time, inactive participants might have gotten involved in
group discussions. For example, some of the parents expressed that they waited for a long
time before posting any message to the oPSG.

Data Collection

Data collection consisted of two steps. In the first step, email messages sent by the

members of the oPSG were collected from the online archive. In the second step, the

parent members of the oPSG were interviewed via telephone.
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PSG E-mail Archive

Email messages posted to an online PSG over a five-year period were collected
and examined in this study. From the time the group was founded in December 1999 until
June 2005, 1,529 email messages had been delivered to its members. All of these
messages were collected from the oPSG’s online archive, using its web interface.
Messages then were checked for accuracy. For example, during the preliminary analyses,
about 49 messages were determined to be ineligible for data analysis. These messages
included empty emails and messages that contained advertisement, spam, and/or hoaxes.
The remaining 1,480 messages were then imported into a qualitative data analysis
software—Atlas.ti.

Interview with the Parents

In order to better understand participation in oPSGs and elaborate on questions
that were not easily explained by email data analysis, five parents were interviewed. The
interviews were conducted in a semi-structured format (Merriam, 1998). In this format,
less-structured open-ended questions guide the interview and allow respondents to
express themselves in their unique way, and thus allowing the researcher to explore ideas
and issues as they emerge.

Carspecken (1996) notes that through interviewing, researchers “democratize the
research process” and “give the participants a voice in the research process” (p. 155). He
also adds that an ideal interview should be semi-structured and allow for maximum
flexibility. Carspecken suggests using lead-off questions to open-up a topic of domain
and then using follow-up questions. Lead-off questions should be designed concretely

with no abstract meaning. Based on Spradley’s (1979) suggestions, Carspecken
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recommends asking a “typical day” question or a “grand tour” question followed by one
of the possible follow-up questions.

In order to recruit interview participants, all parent members of the oPSG were
invited to participate in the study via email. Rather than sending one bulk email to all
group members, I chose to send an individualized email to each parent. This email
message (see Appendix A) explained the purpose of the research and addressed their
questions and concerns regarding the procedures of the study. Informed consent forms
and a copy of sample interview questions were also sent as an attachment.

Overall, five parents (three mothers and two fathers) volunteered to be
interviewed via telephone. After participants agreed to be interviewed, I scheduled a
telephone interview. Interview questions are provided in Appendix B. All interview
questions were translated into Turkish by the researcher and checked by two other
doctoral students—who are currently doctoral students and native Turkish speakers.
Turkish versions of the interview questions are provided in Appendix C. Interviews
lasted approximately 30-45 minutes. Telephone interviews were audio taped and
transcribed for analysis. Transcribed interviews were then imported into Atlas.ti software
for qualitative data analysis.

During the recruitment of the interview participants, [ experienced some
difficulties. This was partly because of a recent incident parents had experienced prior to
my call for interview participation. From my second interview participant, I learned that
two weeks prior to my call, an economist-whom the parents call a charlatan—had
subscribed to the oPSG, claimed that he had found a statistical model that determines the

relationship between the congenital problems and developmental disabilities and the time
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a baby is conceived. He was interested in parents’ thoughts and their personal stories
about the “model.” This was not welcomed by the parents. In fact many of them got
angered by such a request and expressed that the economist’s claims have no scientific
basis and should be discussed elsewhere. When parents researched about the economist
they found out that in his web site he was trying to sell software that tells the parents “the
best time” to conceive a baby. In later e-mail exchanges, parents were even insulted by
the intruder. Eventually, after several messages of disapproval, the intruder was banned
from the oPSG. This incidence shows that parents of children with disabilities could be
targets of researchers, professionals, and individuals with commercial interests. This was
an unfortunate incident that happened before my call for participation in the study and
made the interview participant recruitment process very difficult.
Data Analysis

Data analysis consists of three sections: descriptive data analysis, social network
analysis, and qualitative data analysis. Descriptive data analysis aimed to explore
demographical characteristics of the oPSG members. Social network analysis aimed to
analyze network characteristics and message sending patterns among oPSG members,
and examine network changes over time. Qualitative data analysis was employed to
understand the parents’ experiences and feelings, and meaning of their actions.
Descriptive Data Analysis

Descriptive data analysis was conducted to explore the demographical
characteristics of the oPSG members. Email data were analyzed in a chronological
manner, from the first to the last email. Each email message was analyzed and coded by

the author. As each message was analyzed two groups of information were abstracted: 1)
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information about the oPSG members, such as gender, education, occupation, and other
available demographic information. For example, when available, names of the
participants were used to gather gender information, 2) information about the child such
as gender, age, diagnosis, age of diagnosis, and special education history. This
information helped me understand who the oPSG parents are, where they participate
from, and how frequently they email to oPSG. Below are the definitions of the
procedures used in quantifying participant demographics.

Gender information was gathered from either parents’ self reports (e.g., “I am a
mother of a 3-year old child with autism”) or from their names. Duration of the oPSG
membership refers to the difference between the date of data collection (April 2005) and
the date participant subscribed to the online PSG. Subscription data for each member was
gathered from the oPSG’s web interface at Yahoogroups!. Although it is possible for a
participant to unsubscribe and subscribe again with a different email address, small
sample size allowed me to notice such changes and combine different email addresses
under the most current one. Age information for children was gathered from participants’
self reports and was adjusted for the time of data collection. For example, if a member
states “I have a 3-year old son...” in 2003, the child’s age was adjusted to 5 years.

Social Network Analysis

In order to analyze the network characteristics and message sending patterns
among network members, I employed social network analysis (SNA). SNA allows one to
analyze the relationships among network members, identifying social structures and

message sending patterns (Wasserman & Faust, 1994). In the following paragraphs I will
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first define major concepts and measures in SNA, and then I will provide the procedures
to conduct SNA.

In order to conduct SNA, the first step is to create a matrix showing the relations
between network members. These relations presented by a matrix are called as
sociomatrix or adjacency matrix (Wasserman & Faust, 1994). According to social
network theory a message from one network member (A) to another network member (B)
is considered as a relation (also called as tie or link). Relations can be directional or
unidirectional. In directional relations both the origin and destination of the message are
represented. A directional relation could be shown as (A<-->B). In graphical
representation, a directional relation is displayed as a line with arrowheads between two
members. A sample graphic displaying the directional relations is shown in Figure 1.

On the other hand, unidirectional relations (A--B) do not give information about
the origin and destination of the messages. Unidirectional relations only tell us whether
there is a relation between two members or not. In unidirectional relations all messages
could be coming from one person to another or both of them could be sending messages
to each other. Unidirectional relations are illustrated by a line between two members that
has no arrowhead. Since message origin and destination are concerns of the current study,
I decided to create a matrix that shows directional relations.

Relations can be also valued or dichotomous (Wasserman & Faust, 1994). Valued
relations show the strength or the frequency of the tie between two members. For
example, in Table 4 that shows valued relations, it can be seen that member A has sent
five messages to member B. On the other hand dichotomous relations show whether there

is a relation between two members or not. In this case, values in the matrix are replaced
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by 1 (Yes) and if there is no relation 0 (No) value is assigned. While creating the matrix, |
used message frequency values to show the relations and directions among members.
That is, the numbers show the frequency of email exchanges between members. Table 4
shows a sample matrix that uses frequency values to show the strength of the directional
relations between members. Figure 1 provides a graphical display of the matrix data in
Table 4.

Table 4.

Sample matrix showing directional relations.

Pub. A B C D
C
Pub. - 0 0 0 0
A5 ; 5 | 0 D
B 4 7 ; 0 0
¢ 3 4 0 - 0 Public
B
D 0 3 2 0 -

Figure 1. Graphical display of a matrix

Although there are many concepts and measures in SNA for the purpose of this
study I will briefly review two commonly used measures: centrality and k-core. The first
commonly used measure in SNA is centrality. Centrality measures give the most
important actors within a network (Everett & Borgatti, 2005). Although there are
different types of centrality measures in SNA, in the current study I used degree
centrality. Degree centrality refers to the degree to which a network member is connected
to the other members in the network. In a sociomatrix representing directional relations,

outdegree is calculated as the row sum for the node (member). For example, in Figure 1,
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D is an example of outdegree. Note that member D has sent messages to members A and
B, but has not received any message from group members. Similarly, indegree is
computed by the column sum of the node. That is, outdegree is the sum of all messages
sent to the other members of the network and indegree is the sum of all messages sent to
the node by other network members. If a node has a zero indegree and non-zero
outdegree this node could be called transmitter, whereas if a node has a non-zero
indegree and zero outdegree this node is called receiver. Similarly, if both indegree and
outdegree equals to zero these nodes are called isolated (Wasserman & Faust, 1994). 1
used degree centrality measure to determine where the interview participants stand in the
oPSG in relation to other members.

The second SNA measure that I used in this study is k-core. K-core refers to “a
set of nodes that are more closely connected to one another than they are to nodes in
other k-cores” (Hanneman & Riddle, 2005). K-core values show network members who
are connected to some number (k) of the members of the bigger network. In other words,
k-core values display network members who belong to the same cliques or subgroups of
the bigger network. Using k-core values it is possible to graphically show members from
different subgroups.

I entered all of the matrix data in MS Excel and created a matrix similar to the one
in Table 4. For each quarter of the year I used a separate sheet in the Excel document. For
messages that were sent to directly all members rather than a specific group member I
created another a column in the matrix titled “Public” and entered these messages under
“Public” column. Overall, the matrix contains information about 101 oPSG members.

Then I used UCINET software to import the matrix data from MS Excel file format for
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further analysis. UCINET (Borgatti, Everett, & Freeman, 2002) and NetDraw (Borgatti,
2002) software were used to conduct social network analysis and create network
diagrams. Both UCINET and NetDraw are publicly available from the authors’ web site.
UCINET is a widely used software that computes network measures. NetDraw software
uses UCINET data files to create network graphics.

Qualitative Data Analysis

In the qualitative data analysis, I used Spradley’s (1979, 1980) Developmental
Research Sequence (DRS) method. In DRS Spradley suggests 12 steps to conduct an
ethnographic inquiry. Each step in the sequence has specific guidelines for recruiting the
participants, and collecting and analyzing the data. I particularly focused on the steps that
are related to data analysis. In order to conduct data analysis, Spradley suggests four
major tasks: a) domain analysis, b) taxonomic analysis, ¢) componential analysis, d)
cultural theme analysis.

Domain analysis. According to Spradley (1979), a domain is “a symbolic
category that includes other categories” (p. 100). A domain has three components. The
first component, cover term refers to names for a category of knowledge. The second
component, included terms, are terms that belong to the category of knowledge named by
the cover term. For example, support group participant is a cover term for various types
of participants named by included terms such as parent, uncle, aunt, therapists,
psychologist, etc. The third component, semantic relationships, establishes a valid
relationship between included terms and cover term. In the above example, “kind of”

semantic relationship explains the relationship between parents and a support group
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participant. Table 5 lists nine universal semantic relationships (Spradley, 1979, p. 111).
Through domain analysis an ethnographer searches for cultural categories in the data.

Table 5

Universal semantic relationships.

1. Strict inclusion Xisakind of Y

2. Spatial XisaplaceinY, Xisapartof Y

3. Cause-effect X is aresult of Y, X is a cause of Y
4. Rationale X is a reason for doing Y

5. Location for action X is a place for doing Y

6. Function X is used for Y

7. Means-end XisawaytodoY

8. Sequence X is a step (stage) in Y

9. Attribution X is an attribute (characteristic) of Y

In order to conduct domain analysis, I first read each email message, identified
included terms, and coded these terms in Atlas.ti. Since archived messages were in
Turkish, all qualitative analyses were conducted in Turkish and only selected quotes were
translated into English. Coding was done by selecting the whole sentence or sentences
and then assigning a keyword (code) to the selected text. Alternatively, once identifying
an included term, using Atlas.ti’s search function I looked for other sentences containing
the same word. For example, once identified the included term “diet,” I searched for
other sentences containing the word “diet” and coded these words accordingly. Although

using search and code method speeds up the coding process and Atlas.ti provides an



56

“auto code” option, this method poses some challenges. First, for many words/terms,
parents were using either Turkish or English versions and in some cases they were using
incorrect spelling. For this reason, sometimes I used multiple keywords to search for the
same code. Second, the word found as a result of a search might not be used in the same
context. Because of this possibility, I did not perform auto code option; instead I read all
sentences carefully before coding. A more detailed description of the Atlas.ti software
and coding procedure is provided in the next section. Next, using these included terms I
was able to locate domain names. In selecting domains I particularly focused on domains
that are related to my research questions. In the next step, using a domain analysis
worksheet (Figure 2) allowed me to visualize the structure of a domain and uncover the
semantic relationships between included terms and the cover term. The final step was the

creation of structural questions. Structural questions serve different purposes. For

1. Semantic Relationship: _is a kind of

2. Form: X is a kind of Y

3. Example: parents are a kind of support group participants

Included Terms Semantic Cover Term
_parents ~ Relationship
_relatives
_professionals >_ are kinds of > participants
_volunteers
_/

Structural Questions: Are there different kinds of oPSG participants?

So, there are also other members in your group. Can
you tell me who these participants are?

Figure 2. Domain analysis worksheet (modified from Spradley, 1979, p. 113).
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example, the first question in Figure 2 helps verifying the domain. The second question
however is a substitution frame question. In this example the respondent is expected to
substitute other with the names of different kinds of participants.

Taxonomic analysis. After domain analysis is completed, Spradley suggests
demonstrating the way in which cultural categories are organized within a domain. For
this purpose, using semantic relationships, the researcher develops a taxonomy of terms
associated with the cover term. Thus, taxonomic analysis provides an in-depth study of
the domain. Spradley notes that ethnographers either prefer to do surface analyses of
many domains or in-depth analyses of a limited number of domains. Theoretical interest
or strategic ethnography might be a reason for selecting several domains to study in-
depth. In my data analyses, | focused on particular domains to get detailed information.
Figure 3 below demonstrates the taxonomy of the kinds of support group participants.

Spradley notes that a domain and the taxonomy associated with it displays a single

One-time participants
Volunteers
Therapists
Professionals Doctors
Kinds of Support Group
o Psychologists
Participants
_ Siblings
Relatives
Aunts/uncles
Mothers
Parents
Fathers

Figure 3. Domain: Kinds of support group participants
semantic relationship. In this example, strict inclusion semantic relationship (X is a kind

of Y) associates “kinds of participants” domain with taxonomical categories.
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Componential analysis. Each domain has a set of attributes that distinguishes the
members of a domain from each other. Componential analysis is the “systematic search
for the attributes (components of meaning) associated with cultural symbols™ (p. 174).
Through searching for contrasts and entering this information into a paradigm worksheet,
the researcher explores the attributes of terms within each category. Componential
analysis provides the researcher the means by which to clarify the relationships between
terms and to identify distinguishing attributes (Parfitt, 1996). Figure 4 illustrates the
dimension of contrasts among the members of the oPSG.

Cultural theme analysis. In the final step of data analysis Spradley (1979)
suggests the discovery of cultural themes from the data. Cultural themes are recurrent
activities that are made up of the members of that culture and appear tacitly or explicitly.
Spradley suggests various strategies to conduct a cultural theme analysis, such as cultural
immersion, making a cultural inventory, making a componential analysis of folk
domains, searching for similarities among dimensions of contrast, identifying organizing
domains, making a schematic diagram of the cultural scene, searching for universal
themes, and making comparisons with similar cultural scenes. Some of these suggestions,
such as cultural immersion, do not apply to the goals of the current study, and even if
they do, they raise some methodological and ethical challenges. For example, “cultural
immersion,” requires becoming a member of the group, living and acting like them, and
thus gives an opportunity to learn more about their culture. In online research, this
translates to becoming a member of the group and exchanging messages with other group
members. While technically and theoretically this is possible in online research, in this

study my goal was not to become a member of the group, nor interact with study
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participants in the online setting. Even though there were non-parent members in the
oPSG, having known the presence of a researcher would have influence on parents’
interactions or make them uncomfortable. In this study, cultural theme analyses were
made using the following strategies: making a cultural inventory, making a componential
analysis of folk domains, searching for similarities among dimensions of contrast,

identifying organizing domains.

Dimensions of Contrast

Contrast Set 1 2 3 4
Parents Yes Yes Yes Yes
Relatives Yes Yes Yes -
Professionals No No Yes Yes
Volunteers No No Yes -
One-time Participants No Yes No No
1. Moderator Role 3. Offer help

l.a. Yes 3.a. Yes

1.b. No 3.b. No
2. Request help 4. Attend face-to-face meetings

2.a. Yes 4.a. Yes

2.b. No 4.b. No

4.c. No information available

Figure 4. Paradigm worksheet: Kinds of participants.
Qualitative Data Analysis Software—Atlas.ti
The qualitative data analysis software, Atlas.ti, was used to organize and analyze

the data. Atlas.ti allows the analysis of text, image, audio, and video data and build new
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theories based on these analyses. Atlas.ti was developed with grounded theory in mind
(Legeiwe, 1998). In order to analyze qualitative data the first step is to store these data in
an electronic environment so that they can be imported into Atlas.ti. Just like many
software, Atlas.ti has its own terminology. The first concept is hermeneutic unit (HU),
which is described as an electronic container that collects and organizes all data and
related information, such as codes, memos, and diagrams of a specific project. After
creating an HU, data needs to be imported into Atlas.ti. In this study, all email messages
were stored in a Word file and then this Word file was imported into Atlas.ti. The
interface of Atlas.ti is similar to common word processing applications. The textual data
is displayed on the left side of the main window (see Appendix D). From this window
users can select relevant text passages and assign codes and memos to this selected text.
Codes can be considered as keywords that are attached to quotations on the text. Codes
are usually short and one code may refer to many quotations. A memo, on the other hand,
is relatively longer than codes and may point to quotations, codes, and other memos. As
can be seen in Appendix D, codes and memos are displayed on the right side of the main
window, next to the textual data. By clicking on a specific code name, the program
allows the researcher to retrieve all quotations attached to that code and make
comparisons, print or copy-paste quotations to other word processing programs (Legeiwe,
1998). Atlas.ti software enables researchers to easily assign codes to higher-level
categories and thus speeds up the process of analyzing textual data.
Ethical Considerations
A number of measures were implemented to protect the identity and the rights of

the study participants. First, pseudonyms were used where needed. Second, all
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identifying details were removed from the text or changed in the quotations. For example,
information such as a participant’s occupation, name of workplace, or city may reveal a
participant’s identity. Third, the research proposal was reviewed by the Indiana
University Bloomington Campus Committee for the Protection of Human Subjects
(HSC). Interview participants received an informed consent form (Appendix E) via
email, which was approved by the HSC and were asked to reply back via email in order
to ensure that they fully understood the purpose of the research and their rights.
Qualitative researchers caution that researcher’s presence in the research setting may
pose potential risks to the validity and reliability of the results (Merriam, 1998).
Furthermore, by being intrusive, researchers may invade participants’ privacy and disrupt
their lives.
Ensuring Trustworthiness

Trustworthiness of the data collection and analysis was ensured by triangulation
of the data sources and peer debriefing.
Triangulation

In order to enhance validity of the results, researchers suggest using multiple
investigators, multiple sources of data, or multiple methods to confirm the findings
(Carspecken, 1996; Merriam, 1998). In order to triangulate the data I collected data from
multiple sources. First, I collected data from archived email messages that were naturally
occurring narratives among the members of the oPSG. Parents’ email messages also
provided detailed information about themselves and their children. For most parents,
demographical information, such as occupation, gender, marital status, nature of child’s

disability, and number of siblings were available through the messages posted to the
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oPSG. Also available information was the frequency of email messages by each member.
Second, I collected data using semi-structured in-depth interviews to gain insight on
participation in oPSGs. These interviews provided rich data that were not available
through archived email messages.
Peer Debriefing

Asking colleagues or peers to comment on research notes and findings is also
recommended to enhance validity of the results (Carspecken, 1996; Merriam, 1998). For
this purpose, I shared my findings and notes (both email data and interviews) with two
colleagues who are currently doctoral students in education and native speakers of
Turkish. The first colleague has a background in psychology, early childhood and special
education and is familiar with qualitative research methodologies. The second colleague
has a background in education and instructional systems technology and is familiar with
the research in online communities and qualitative analysis of online communication.

Peer debriefing was conducted in two steps. First, after identifying included terms
and completing coding procedure for both email and interview data analysis, I shared my
findings with two peer debriefers. Based upon peer debriefers’ suggestions I have made
several changes. Later, I conducted taxonomic analysis, componential analysis, and
cultural theme analysis. After all qualitative data analyses completed, I shared my
findings for final suggestions and made revisions based on discussions with peer
debriefers. I believe peer debriefing enabled me to receive valuable feedback and

improved the quality of data analysis.
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Summary

This chapter provided a rational for selecting qualitative inquiry as the main
research methodology. Participants included members of an online support group for the
parents of children with autism in Turkey. Data collection methods included collection of
archived email messages and parent interviews. Archived email messages and parent
interviews were analyzed using Spradleys’ (1979, 1980) Developmental Research
Sequence. In addition, participant and network characteristics of the oPSG were explored
using social network analysis and descriptive quantitative data analysis. Finally, in order
to ensure the trustworthiness of the data collection and analysis triangulation of the data

sources and peer debriefing was performed.
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CHAPTER 4
RESULTS

This chapter presents results from analyses of both archived email messages and
interviews with the members of the oPSG. As described in the previous chapter, in the
first step of the study email messages sent to an online parent support group over the past
five years were collected from the group’s web address. In addition to the email
messages, collected data also included information about members’ gender, group status,
duration of membership, and number of messages. In the second step, five parents of the
oPSG were interviewed via telephone. Data analysis included descriptive analysis of the
email data, social network analysis, and qualitative analysis of the messages and parent
interviews. This chapter is divided into five sections, each referring to a particular
research question. In each section first I present an analysis of email messages, and then
an analysis of interviews.

Member and Network Characteristics of the Online Parent Support Group

Results from Analyses of Email Messages

The online parent support group included 59 parents. Most of the parents in this
group provided information about themselves, such as the city in which they live, where
they work, and what kind of steps they have taken since their child was diagnosed with
autism. Analyses showed that most of the parents were living in urban areas, working at
white-collar jobs, and had received higher levels of education. Only two parents reported
that they were single parents. All of the parents in the oPSG had a child diagnosed with
autism, pervasive developmental disorder, or a child that was suspected of having autism.

The ages of the children at the time of data collection ranged from 4.5 years to 25 years.
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Reasons for Participating in Support Group
Participants reported different reasons for joining this parent support group. For
parents, reasons for joining were mostly to get informational and emotional support, and
to create a network of families of children with autism.
Hello, my name is [ ],  have 6-year old twin sons. One of my sons is autistic.
His name is [ ]. He was diagnosed at the age of 2'%. ... I learned about this
group through a link from [organizational web site]. I would like to be heard by
others, learn from your experiences, and to help other families as much as I can.

(father, B10)"

It was kind of hard, but finally I have succeeded [in subscribing to this group]. I
learned about this group from [another member’s name]. Because of my not-so-
good computer skills I was not able to subscribe for a while. And also, because of
my son’s busy schedule I cannot spend much time using computer. I am still not

sure if this message is going to the right group. (mother, 8ES)

I have found your address from Mr. Deniz’s [a therapist] web site. (mother, 8F3)

Professionals in the oPSG indicated that they wanted to learn more from the
families. Some of them wanted to inform parents about new developments in the field.

Analyses of the messages revealed that professionals were mostly added or invited to the

" The first information in the parentheses reflects the member’s affiliation with the
group (i.e. parent, relative, professional, or volunteer). The number reflects the unique

message number.
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support group by parent members. Professionals provided informational support and
made referrals to other professionals. Relatives and volunteers, however, wanted to help
both their family members with autism as well as the children’s parents.
...I just joined the group. ... My elder sister has a 6-year old son with autism. I
am here to help her. Because sometimes, I think she does things that are not
appropriate [for her child] and that makes me sad. I don’t want to hurt her
feelings, but want to make sure that she gets the scientific information. Instead of
just saying “don’t do that” or “it is wrong to do that” I want to show her the right

way through other people’s writings (about their experiences). ... (relative, 87E)

I have a 23-year-old sister. I found this group by chance and decided to become a
member because of the fact that before this, I had no chance to speak to anyone
with an autistic relative. [They are] very different children and it must be very

hard to live with them. At least it is true for my sister. (sister, CF8)

I know a family with an autistic kid who wanted my help. ... They live in a
village in [province name]. What should they do? They want their child to get
proper education. ... [ would appreciate your helpful comments on this.
(volunteer, B4E)
Characteristics of the Children
In their discussions, members of the oPSG talked about 61 children who were
diagnosed with autism and related disorders. This number includes both current and past
members’ children. Often times, parents provided detailed information about their

children. It was evident that many parent members knew the names and other specific
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information about the children of other group members. At the time of data collection,
children’s age ranged between 4 years and 25 years with an average of 10.65 years (SD =
4.71 years). Of these children, 37 were male and 9 were female. For the remaining 15
children, no gender information was provided by the parents. In terms of diagnosis, 40 of
the children were diagnosed with autism or pervasive developmental disorder (PDD),
seven children were diagnosed with autistic-like behavior, PDD, Asperger’s syndrome, or
developmental delay, and for the remaining 14 children no diagnosis information was
available.
Moderator Role

Within the group, the only individuals with certain power were the group’s
founder and a frequent poster, who later became one of the moderators of the group. In
addition there was one more moderator, who was dealing with the technical aspects of the
group. These individuals, called as owner/moderator in Yahoogroups!, could add/invite
new members, remove or ban existing members, give regular members certain privileges
such as uploading files (e.g., Word documents, photographs), and create group database
or polls. In addition, moderators introduced new members to the group. Below is an
example of a moderator message that was sent during the first year of the oPSG:

Hello everyone,

I guess you already noticed, our group is still small but growing slowly. We have

a new member whose email address starts with [ ]. He sent an email and wanted

to receive information about autism, so I thought it would be better if I subscribe

him as a member. I don’t know what exactly he needs. I hope his membership

will be good for our group. Also, among the new members [ ] is my husband. It
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was kind of hard to forward every email to him, so finally I subscribed him as a

member of the group. Our last member [ ] is my husband’s friend from his old

workplace. He is also dedicated to try new therapy techniques. I guess, he will

inform us about these soon. (mother, 7FA)
Additionally, in times of disputes and misunderstandings, moderators took responsibility
and tried to help others by providing new information or pointing out to misunderstood
information.

I think, there is a kind of misunderstanding here. In this newspaper article, the

author talks about gluten-free flour, not gluten-free bread. Yes, it is true that

gluten-free bread has been produced for a long time. But its flour is that is

imported. ... (mother, A02)
Number of Messages

The number of messages sent to the oPSG changed dramatically over the five-
year period. As can be seen in Figure 5, during the first 3 years, the number of messages
increased as did the number of memberships. The number of messages and help requests
seemed to coincide with seasonal changes. For example, during summer months,
messages were at a minimal level. In contrast, before or during the Fall semester, there
was an influx in the number of messages. Recruitment of new members also decreased
from 2004 on. In 2004, the oPSG was able to recruit only five members and in the first
half of 2005, only two new members joined the group.

Overall, of the 1,480 messages sent by the members of the oPSG, 1,221 were sent

by parents, accounting for the 82.50% of the total number of messages (Table 6).
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Professional members contributed to almost 14% of the email messages. Professionals

were the biggest source of non-parent messages.

Number of messages per year
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Figure 5. Number of messages per year and quarter between January 2000 and

July 2005.

Starting from the second half of 2003 and in 2004, oPSG participation decreased
sharply. Two reasons appear to be contributing to this decrease in participation. First, the
launch of a similar online parent support group with a more precise discussion agenda
(Applied Behavior Analysis, ABA) attracted some existing members to become a
member of this new support group—which also requires moderator’s/owner’s approval to
become a member. Although most of these parents maintained their membership in both
online support groups, they tended to contribute more to the new oPSG. Second, starting

from the second quarter of 2003, a number of new members, especially professionals
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Table 6

Number of messages sent by participants

Participant Status Number of messages Percentage
Parents 1221 82.50
Relatives 31 2.09
Professionals 204 13.78
Volunteers 14 0.95
One-time Participants 10 0.68
Total 1480 100.00

joined the oPSG. Especially, on a couple of occasions these new professional members
seemed to dominate discussions, “hijacked” discussion threads, and sometimes discussed
among themselves. For example, while discussing hyperactivity symptoms in children
with autism, discussions moved to the topic of ADHD and Ritalin use. Then one of the
parents mentioned the name of an academic who is a well-known person known as a
child/parent advocate. Later, some of the professionals in the group started arguing that
the advocate should not be taken “seriously” because his specialization area is social
psychology. Others added that he is a member of anti-psychiatry movement. Later,
professionals stated discussing among themselves, whether a social psychologist is
eligible to comment on this topic or not. Eventually, when discussions went on a personal
level, the group moderator had to ask one of the professionals, to be more specific and

offer reasons her beliefs.
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Network Characteristics and Change over Time

First, in order to find out the most prominent members of the oPSG, degree
centrality measures were computed. These measures helped me to not only identify the
most important members, but also locate the interview participants in the group based on
their contributions. As discussed in the Methodology chapter, there are two degree
centrality measures: outdegree refers to all messages sent to the other members and
indegree refers to all messages received from the other members. To determine indegree
and outdegree measures Freeman Degree was computed using SNA software UCINET
(Borgatti, et al., 2002). Table 7 displays top ten group members based on their indegree
and outdegree scores. An interesting finding is that in addition to four mothers and four
fathers, there were two professionals among the top 10 active members. Of these
professionals, the male is a therapist and the female is a college professor. Except one
parent, the rest of the interview participants were also among the top 10 group. The fifth
interview participant, which is at the 46™ rank in the list, is also shown in the table.

The centrality measures identify that most of the parents are both central
(outdegree) and prestigious (indegree) in the group. Parent #1, Serpil, a mother and the
moderator of the group, is the most central and prestigious member in the group. This is
not surprising given the fact that she is the group’s moderator. Parent #3, Yesim, is an
example of a central (outdegree) group member. She has high outdegree and lower
indegree scores. On the other hand, father #9, Aziz, and mother #10, Burcu are more
prestigious, meaning that they receive more messages than they send.

In order to graphically present the relations (ties) among the members of the

oPSG network, I created a series of graphs. In these graphs, my purpose was to display
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Outdegree Indegree Demographics

Top Ten Members*

1. Serpil 116 127 Mother

2. Alper** 59 43 Father

3. Yesim™** 53 29 Mother

4. Ahmet 45 48 Father

5. Aynur 38 22 Professional, female

6. Selma** 36 27 Mother

7. Cihan 31 25 Professional, male

8. Levent** 29 9 Father

9. Aziz 28 42 Father

10. Burcu 20 34 Mother

46. Selin** 2 7 Mother
Sample Statistics

Mean 6.88 6.88

Standard Deviation 15.63 15.25

Minimum 0 0

Maximum 116 127

Note: * All names used are pseudonyms. ** Interview participants.

two aspects of the network: a) message sending patterns among network members, b)

pattern changes over time. To achieve this, I used k-core values of each network member.
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As mentioned previously in Methodology chapter, k-core values display network
members who belong to the same cliques or subgroups of the bigger network.

The second SNA analysis was the computation of k-core scores. Analysis of the
oPSG sociomatrix data revealed eight subgroups of oPSG members (ranging from 1 to 9
k-core values). Figure 6 presents network diagrams for each year displaying the sub-
groups of the oPSG. Each subgroup in the graphic is displayed by a different color. For
example, the members displayed by red nodes had the highest k-core values (all with 9-
core value) and belonged to the same subgroup. They can be considered as the most
interconnected members and the most central agents. These members not only
communicated with each other, but also communicated with the rest of the group and
answered their questions. This subgroup consisted of four mothers, five fathers, and two
professionals (one male, one female). Analysis of the demographic data showed that
except for one parent from another city, the rest of the parents were from Istanbul,
sharing similar demographical characteristics. The professionals (one therapist and one
college professor) in this subgroup seemed to have developed a close relationship with
the parents and accepted by them.

Creating a separate graphic for each year allowed me to visually analyze group
message sending patterns over time. Note that node locations in each diagram remain in
the same position across the years. However, links between nodes change for each year.
During the years of 2000, 2001, and 2002, the number of communications seem to be
higher, especially among members of the 9-core and 7-core subgroups. Analysis of the
email messages show that these were the members who were attending the annual

summer picnics and using other communication methods (e.g. telephone, chat) to
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Figure 6. Graphical representation of message exchanges per year.
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communicate with each other. As can be seen in the diagram for 2003, starting from this
year, most of the members in the 7-core group (represented in blue) did not participate in
the discussions. There is also a decrease in message sending patterns of the 9-core group.
When we analyze the diagram for 2004, it is clear that most of the email exchange occurs
between the newly joined members, with the exception of a few exchanges with old
members. In the first half of 2005, the oPSG seems to have disintegrated, with only a few
email exchanges among members.

Results from Analyses of Parent Interviews

This section begins with a brief description of each interview participant. In the
second section I present interview participants’ opinions about the non-parent members
of the group.

Interview Participant Descriptions

The interview participants include three mothers and two fathers. Of these, three
parents have sons diagnosed with autism, and the other, with PDD. The fifth interview
participant is an old member of the oPSG, whose twin daughters were suspected to have
autism. All interview participants have at least 4-year college degree or more. Except for
one parent who lives in a western Turkish city, all others were living in Istanbul.

Alper. Alper is the father of a 13-year old son with autism. His son first started
showing symptoms when he was two years old and was diagnosed at the age of three. He
has been receiving therapy and special education since he was two years old. Currently,
his speech is limited, he can read and write, do basic mathematics, and is very good at
computers. Alper has been actively involved in online parent support groups since 1999.

Formerly he was also a member of an international online support group. He joined the
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oPSG in March 2001 after being invited by another member of the group. Alper is one of
the frequent contributors to the oPSG. He mostly sends messages about therapy
techniques and outcomes, medical tests, and medications. Alper says that his wife is not a
member of the oPSG, but if an interesting topic comes up, he shares this information with
her. Alper works as an engineer and he is among the founding members of a local autism
association.

Table 8

Interview participant background information

Name* Participant ~ Location Child

1. Alper Father Istanbul 13-year old son, autism

2. Yesim Mother Istanbul 7-year old son, PDD

3. Selma Mother Istanbul 9-year old son, autism

4. Levent Father Istanbul 9-year old son, autism

5. Selin Mother Big city in western Turkey =~ 5-year old twin daughters,

developmental delay

* All names are pseudonyms.

Yesim. The mother of a seven-year old son with PDD. Her son was diagnosed
when he was 2% years old. He has communication problems, but according to his mother,
he is responding to therapy and his speech is improving gradually. After her son was
diagnosed with PDD, she suffered symptoms of depression for a few years, but she was
able to recover and focus on her work and her son’s education. In her messages, Yesim
usually investigates different therapy and special education options. In addition, she

provides emotional support to other group members and does not hesitate to disclose her
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personal information, emotions, and feelings. Yesim is an engineer. She joined the
support group in the Summer of 2001. She is also a member of another online parenting
group that focuses on general activities for children.

Selma. Selma is the mother of a nine-year old son with autism. Her son was
diagnosed when he was two years old. Currently, he attends a private school and receives
special education. Selma joined the group in May 2000. She is one of the frequent
contributors. About five years ago, she received psychological help for her depression.
Selma’s husband is not a member of the group; however, he is in touch with some close
members of the oPSG. Selma says she forwards almost 90% of the emails to her husband.
Selma works at a corporate business.

Levent. Levent has a 10-year old son with autism. His son was diagnosed at the
age of three. His son is sensitive to auditory stimuli and displays repetitive, stereotypical
behavior. Currently, he receives special education and attends a private school. Levent
joined the group in May 2000. Even though he is still a member of the oPSG, after March
2004, he stopped posting messages. In addition to responding to other parents, Levent
was also posting messages about the cultural events that are of interest to parents of
children with disabilities, book reviews, and links from the Internet. Levent’s wife, who
is a teacher, was also a member of the group in 2001 and 2002, but was not frequently
posting messages.

Selin. The mother of 5-year old twin daughters. When their daughters were 3
years old, she and her husband noticed a delay in their speech and communication skills.
After visiting several physicians, they heard about the possibility of autism. Then Selin

started looking for information on the Internet and found out about the oPSG. Before
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joining the oPSG, Selin was a member of another online parenting group. During her
pregnancy, she had joined an online parenting group that focuses on pregnancy, infant
and newborn care. As Selin states, in the beginning, almost all of the members were
pregnant mothers. Later, they formed a very close relationship that also included the
fathers and began meeting face-to-face or making phone calls. Selin has been a member
of this group since 2000. Selin says she used to spend about more than 3 or 4 hours a day
in her online parenting group mostly by reading emails, responding to emails and chatting
(instant messaging) with other group members. Currently, she considers her friends from
the parenting group to be “closer than most relatives.” Selin describes her experience
with the group as follows:

I used to spend more than 3-4 hours a day in these groups. Now that I started

working again, my participation decreased sharply. I feel like I’ve left the group.

We still talk on the phone. I feel like a fish out of water because we had been

communicating for the past 5-6 years.
Selin was a member in the oPSG between November 2002 and January 2003. She has a
college degree and works in the financial sector. Selin’s husband was not a member of
the oPSG. Despite her positive experience with the online parenting group, Selin was
somewhat dissatisfied with the support she received from the autism group. After
learning that her daughters are not autistic and seeing improvements in their
communication skills, Selin decided to leave the oPSG.
Opinions about Non-parent Members

Interviewing with the parents allowed me to find out what parents think about the

non-parent members of the oPSG. In general, parents seemed to be accepting other types
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of members including professionals. Analysis of the interviews revealed two important
factors in accepting non-parent members: credibility/familiarity of the non-parent
member, and the perception of potential harm vs. benefit.

First, interview participants mentioned that they know about most of the
professionals, either through experiences in professional settings, or hearing about them
from another parent or professional. In addition, some parents mentioned that they had
their special education teachers subscribed to the oPSG, so that the teachers would have a
better chance to learn about the parents’ experiences. Second factor in accepting non-
parent members is the perception of a potential harm that might come from these
members. Parents expressed concerns about non-familiar professionals’ potential of
imposing their ideas or commercial interests. When asked about how she feels about non-
parent members of the oPSG, Selma responded:

Many members are not actively involved in the discussions. We investigate the

individuals who have become members later or in an unusual way. As I told you

before, we know each other personally. Of course, we become cautious when new
people join in. It is because it makes us uncomfortable. [ mean, there is a group of
people in the group who inquire about the [special education] system, receive
information from different sources, and then make their decisions based on this
information. There are also people [parents] who are not well informed and lack
critical thinking skills. It is a concern that these people can easily be influenced
and misled. We are cautious about these people [non-parent members]. Some join
to obtain information. Of course, it would be nice if they used that information for

good. For example, there are educators and medical doctors in the group. The
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group provides them with information that might apply to their students or
patients. Most doctors or educators have not done anything to bother us. When we
have a problem, we contact the moderator and follow up. It is after tha