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QOB ope e

Abstract

This study presents a qualitative narrative analysis of interviews conducted
with 15 parents who have a child with autism spectrum disorder (ASD). This
study describes the perceptions of parents of children with regarding the se-
cret that is present in their lives, after reading the children’s book. The theme
of secrecy emerged indirectly and it exposed their experience as parents of a
child with ASD. The book served as an instrument, on the one hand, while on
the other hand, it constituted a medium that reflected the parents’ experience
relevant to ASD.
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1. Theoretical Background

A diagnosis of autism spectrum disorder (ASD) is a watershed event in the life of
any family [1]. This “life-long adventure” requires numerous emotional re-
sources; it evokes tumultuous emotions and internal contradictions, and often
the family has difficulty finding a way to express its hidden secret [2]. Children’s
literature can serve as a major socialization resource for coping with and ac-
cepting a child with special needs [3]. A book can provide a helpful reflection
that affords readers an in-depth view with clearer understanding of their emo-
tions; it is a tool that mediates some of the sensitive issues and emotional

processes that they may be undergoing. Through the medium of the story, par-

DOI: 10.4236/0alib.1105456 Jun. 11, 2019 1 Open Access Library Journal


https://doi.org/10.4236/oalib.1105456
http://www.oalib.com/journal
https://doi.org/10.4236/oalib.1105456
http://creativecommons.org/licenses/by/4.0/

B. Orli, B. Lea

ents can examine the reality described in the book as well as their own reality [4]
in an indirect and nonthreatening manner [5].

The children’s book 7 have a friend who is different, by Edna Mishori, deals
openly with autism: it provides an opportunity to learn about a child who is dif-
ferent and about the difficulties experienced by this child and by those who sur-
round the child. The story’s protagonist is a boy named Doron, who has been
diagnosed with ASD; he is different and yet he seeks to be in the company of
other children. Enveloped in his own world, he is approached by another boy,
Gadi, who wants to befriend him, despite the fact that Doron is not responding
to his invitation. The story is narrated through the voice of Doron’s mother, who
wishes to expand his circle of friend. Through the story, she illuminates the
unique world of children with autism as well as the complicated life voyage of
the child’s parents. The birth of a child with special needs shatters parents’ ex-
pectations and hopes [6]. Parents of children with special needs undergo a diffi-
cult and painful process of shifting their attitudes and expectations. They are
forced to accept the idea that their previous hopes and plans for the future are
bound to change. Their coping process is characterized by fluctuations [1]. Al-
though they start off with high hopes, they must relinquish these and instead
accept the disability as an inseparable part of their lives. The impact and the
length of the coping process differ from one person to another. In addition,
parents tend to experience feelings of guilt and embarrassment, as well as con-
tradictory feelings of love and joy on the one hand, and anger and disappoint-
ment, on the other hand. The broad range of difficulties that ASD entails also
creates a great deal of stress and burdens the routine functioning of the child,
which in turn can inhibit the development of various abilities [7]. Children with
ASD who feel that their parents accept and understand them can feel secure in
the company of their parents and will grow to rely on them increasingly, for
emotional support to overcome moments of crisis, and for assistance in com-
municating their needs and difficulties, and as a medium for their own
self-expression. The availability of such support can help reduce the intensity of
characteristic impairments, thus enabling these children to strengthen their aca-

demic and functional capacities [8].

1.1. Literature as a Cultural Agent

Children’s literature is perceived as a tool for molding the child’s personal and
intellectual character. It is characterized as contributing to three clearly defined
aspects of development: the child’s cognitive, mental, and linguistic skills; the
development of social, ethical, and ideological mores, in accordance with the so-
cial norms of the child’s surroundings; and the child’s development as a poten-
tial reader who forms a sense of literary preference in preparation for entering
the adult world [9]. Children’s books present a variety of social situations taken
from a child’s world. The characters enact a variety of situations, which evoke

emotions, desires, aspirations, and beliefs. Reading a children’s book can develop
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the child’s understanding of and ability to cope with complex social situations,
and thus also an understanding of limitations [10].

The children’s story in all its varieties is a window onto the human soul [10].
It serves as a therapeutic instrument in all cultures and is considered a powerful
tool both in terms of its impact and its significance. The use of children’s litera-
ture provides a way to reach the depths of one’s soul and thus provide healing
[11]. When we read, we do so in the hope of discovering something about who
we are and where we stand in relation to others. Children’s stories provide access
to a person’s hidden resources; they can stimulate the subconscious and open a
path to creativity, in the pursuit of new answers to essential questions about our
lives [12].

It is important to mediate the children’s story to the young reader, so as to in-
fluence the child’s array of future needs in terms of skill acquisition, thus in-
creasing the child’s motivation and ability to learn in the future. In the course of
this mediation, one helps the child identify parts of the text that can provide
guidance regarding moral values, while at the same time avoiding statements
that might send a negative message [13]. Furthermore, providing such media-
tion teaches the child how to streamline the learning processes through
self-mediation, and helps the child internalize various learning mechanisms and
develop cognitive functions that are weak [14]. Children who experience proper
mediation internalize the interaction and use it in later stages in a variety of
contexts; they are able to actively initiate such interactions and regulate them on
their own [15].

Furthermore, parents can benefit from the process of story mediation, as it
adds to their personal experiences. The experience of mediated learning is con-
sidered a factor that explains the ability to undergo cognitive shifts and is de-
fined as the person’s tendency to learn from new experiences and opportunities
and to change one’s own cognitive structures [16]. Such changes to the cognitive
structure are not automatic, but rather depend to a great extent on appropriately
administered and suitable mediation. Delivering this mediation depends not on-
ly on parents’ characteristics, but also on the strengths and cognitive weaknesses
of the child, the child’s motivations, emotional needs, behavioral tendencies, the
type of stimuli involved, and the given situation [15].

The current study examined the manner in which the mediation of the child-
ren’s story mentioned above affected the parents’ reading of the story. Among
the many insights derived from the interviews conducted with parents of child-
ren with ASD after having read the story, we discovered—hidden between the

lines, so to speak—the theme of secrecy.

1.2. The Essence of Secrecy

Research on the topic of family secrets has been conducted—for the most
part—from within the fields of social work, psychology, and family studies, and
these studies typically analyzed the source of the secret and the family’s func-
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tioning. However, every element of the social discourse on the topic of secrecy is
interpretive [17]. There is no one overarching theory or model that describes
how individuals make the decision to disclose or withhold a secret. Generally,
researchers examine separate factors individuals take into consideration when
deciding to disclose, such as privacy management, costs and benefits associated
with disclosure, and power [18].

The word secret is derived from the Latin word secretus, which means to sep-
arate or to place aside, a root which is also present in the word secretaire, i.e., the
place where one keeps objects that are private. Secretiveness plays an important
role in the development of experience and in the formulation of the self, and
“the core of the soul.” is described as a secret. This is the hidden and private
component that contains the uniqueness of the self: it is unknown and should
remain unrevealed. A secret is defined as something hidden, an event, an expe-
rience, or information known only to oneself. The owner of the secret keeps it
concealed from others, but not from the self [19]. The secret defines the boun-
dary that separates “those who know” from “those who do not know,” [20] and
the secret is what unites those in the know [21]. The keeping of family secrets
can be destructive, despite the fact that the main function of a secret is to protect
[22].

In referring to a secret, it is important to distinguish between an active process
of keeping a secret, that is, the decision to remain silent about a specific topic or
event, and “silence for survival”, whereby the need to survive creates the need for
secrecy. In the former case, the silence helps in the construction of the private
self, defining one’s individualism and thus differentiating between the private
and the public self. In the latter case, the silence might be motivated by humilia-
tion, guilt, or social stigma, which creates the need for secrecy [23].

A secret can manifest in various ways [24]. There is the secret that one owns
and of which one is aware [2], that is, when the possessor of the secret wishes to
prevent its content from reaching others. The essence of this secret is others’ lack
of knowledge, and it can become a source of torment if it comes under attack or
is revealed. The repressed secret refers to something threatening that is kept
hidden in the individual’s subconscious. The threat can be anything that remains
harmless as long as it is concealed. The individual feels simultaneously drawn to
and repelled by the secret and the need to cope with it. Occasionally, the diffi-
culty of coping with these conflicting feelings leads one to refuse out-of-hand
ownership of or any link to the secret [25]. A different approach refers to secrecy
as “a potential space” [26], where one can exist within the self in complete pri-
vacy. A deviation in a person’s developmental process is liable to convert this
secret space into a characteristic of secretiveness in one’s personality. Persons in
trauma can either hide internally and express only the symptoms of trauma, or
they can disappear entirely as they withdraw into their secret space. Finally, the
secret concealed in the margin of consciousness is placed aside so that the owner

of the secret remains unaware of it, even as he or she makes an effort to guard it
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as such. At some level, the individual is aware of the existence of the secret, yet
one hides it from oneself for fear of feeling internal discomfort and unease [25].
People keep secrets from reaching a conscious level when they are apt to discov-
er a discrepancy or dissonance between the moral code according to which they
were educated and their actions or thoughts; hence, concealing these thoughts
from surfacing to a conscious level is a way to avoid the anxiety that their revela-

tion would provoke.

1.3. A Family Secrets

As Tolstoy noted in the opening line of the novel Anna Karenina, “All happy
families are alike; each unhappy family is unhappy in its own way.” Borrowing
from this notion, we might say that all families with a child with ASD face simi-
lar issues, but the way that each cope with the issue of secrecy is different. Every
family forms its own core of unwritten rules and regulations and family mem-
bers are taught to abide by these from a young age. These rules of communica-
tion formulate and reflect major aspects of the family’s role [27]. Each family
type should be related to different attitudes about what secrets are appropriate to
disclose to family members [18]. A family secret is accompanied by feelings of
shame and is related to what a person thinks about him or herself: “Do I live up
to my own ideals?” It is also related to the way one thinks others perceive one:
“WIill I be accepted or rejected?” In some cases, the secret is kept guarded by the
nuclear family over a long period of time, in an attempt to protect children from
stress and discomfort and to allow them to develop in a protected sphere [2].
The parent’s secret develops in three stages [2]. In the first stage, the parent en-
counters a difficult reality that constructs his or her potential space and causes a
great deal of discomfort. In the second stage, this discomfort evokes conflicting
feelings, which are accompanied by a strong sense of guilt, shame, and aliena-
tion. The parent is involved in an internal struggle in an effort to keep things se-
cret. In the third stage, the parent becomes disassociated from his or her own
feelings, to the point that the feelings themselves become a hidden secret. This is
a secret that the parent rejects or severs from his or her conscious self. Given
that these conflicting emotions are never expressed directly, the parent is likely
to develop certain behavioral symptoms, such as overprotecting the child, be-
coming overly worried and adopting passive aggressive behaviors towards the
child, developing somatic responses, and directing anger towards the medical
team or towards oneself. Legitimizing the true feelings of guilt and shame that
the parent experiences is an important step, recognizing emotions that are nor-
mal in a situation that is a departure from the social norm. The parent expe-
riences a process that fluctuates between acceptance and rejection, hope and
hopelessness, secrecy and openness, guilt and forgiveness, burden and relief, lo-
neliness and emotional expression, inaction and action, fear and courage, loss
and renewal, as well as the absence of meaning and a revealed significance [28].

Following the reading of a children’s book that deals with the subject of aut-
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ism, we studied the emotions the experience evoked in parents of children with
ASD. Given that these parents are dealing with a reality that was forced upon
them, we were able to examine their external and internal worlds and consider
the ways in which the experience of reading a book on the subject of autism led

them to open up about the topic.

2. Method
2.1. The Central Problem and the Goal of the Study

The goal of the study was to examine the emotions evoked in parents of children
with ASD following their exposure to a children’s book on the subject of autism,
and to determine the ways in which the book reflects the parents’ perceptions

regarding the secrecy surrounding their child’s condition.

2.2. Methodology

This is a narrative-based, qualitative study, which sought to understand, interp-
ret, and generalize the studied phenomenon [29]. This is particularly suitable in
cases where one tries to understand a phenomenon and reveal factors and mo-
tives that were not considered so important at the outset, and which in retros-
pect are likely to be revealed as central from the standpoint of the participants in

the research and of the researchers [30].

2.3. The Study Population

The study population consisted of 15 parents of children with ASD: one father
and 14 mothers, who reside in the central region of the country of study, and
come from an average socioeconomic background. Their ages ranged from 35 to
50 years of age. The parents were recruited through the social platform of Face-
book. As they belong to a closed Facebook group intended solely for parents of
children with ASD, the researcher requested the group manager’s permission to
join the group. After being accepted, the researcher uploaded a post which ex-
plained that the author was seeking to interview parents of children with ASD
for research purposes. Many parents responded to the post and expressed their
willingness to participate; some even explained that they hoped their participa-
tion would contribute to a deeper understanding of the child’s disability, as a
way of helping themselves and others in their situation. All participants re-
sponded voluntarily and received an explanation regarding the ethical con-

straints that would be upheld in the course of the study.

3. The Research Instruments

The children’s story titled 7 have a friend who is different, by Edna Mishori, was
sent to the parents prior to conducting interviews. During the interviews, par-
ents were asked to describe how they felt about what they had read in the book
and about their own reality. They were asked to consider the extent to which the

book reflected their own lives and whether it helped them in any way to cope
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with the related difficulties. As the interview progressed and a feeling of trust
was forged between the interviewer and the interviewee, additional and com-
plementary questions were asked. The complementary questions were intended
to reaffirm points mentioned at an earlier stage of the interview, or additional
questions were posed to address aspects that had not been sufficiently developed
or which had remained unclear [31]. During the interviews, an effort was made
to carefully record and code the collected data [29].

In the first stage of the interview, the parents were asked to respond with de-
scriptions. Questions were open-ended and invited the participants to tell their
own story in relation to what they had read, without addressing any particular
angle [31]. Thus, parents were asked to describe their feelings towards the cha-
racter in the story. At a later stage, the questions asked for more specific descrip-
tions of examples related to interviewees’ own lives, vis-a-vis the content of the
book, as well as by free association. Throughout the course of the interviews, an
effort was made to maintain a balance between emotional involvement and em-
pathy, on the one hand, and emotional distance and critical thinking, on the
other hand.

3.1. Data Analysis

The transcribed interviews were read by two experts in narrative analysis. The
first stage of analysis consisted of open-ended coding, whereby each interview
was analyzed separately, paragraph by paragraph, in order to identify repeating
themes. Then, similar thematic categories that were common to all of the inter-
views were named. The second stage consisted of axial coding, after the catego-
ries had been defined, the relationships between the categories were formulated

until a single major theme emerged.

3.2. Ethical Considerations

Every participant signed an informed consent form, to ensure that decisions
were made independently [32]. Participants’ anonymity and privacy were care-
fully maintained; hence, pseudonyms are used in the current study and identify-
ing characteristics and backgrounds of the parents and children have been omit-

ted intentionally.

4. Findings

In the course of the interviews, parents referred to the reality as described in the
book, while comparing it with their own lives and emphasizing the extent to
which the secret affects their lives. This theme was not addressed explicitly, but
rather implicitly and through hints and clues, such that it reflects parents’ expe-
rience of their role as parents of children with ASD. Their responses manifested
a range of emotions, from identifying with the content of the book, through an
emotional reaction of sadness and anger, as well as rational responses that aimed

to examine their own reality. Herein, only responses related to the theme of the
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secret are described.

4.1. The Many Faces of the Secret-Parents’ Reflections

The parents related to the notion of a secret, although they did not necessarily
use the word secret explicitly. Some used anxiety as a tag word; others men-
tioned the need to conceal their situation, whereas others spoke of being clo-
seted.

Although, as mentioned, parents were ensured of anonymity throughout the
study, of the 15 interviewees, three mothers repeated the request that their pri-
vacy and anonymity be maintained and further asked that their life story should

not be divulged in the study.

No one in our family knows, nor do any of our friends; I don’t want people
hinting about this, about our family. You can’t tell how people will interpret

whatever I say, so in general, I prefer that no one knows. (Nurit)

“I don’t want to make this public for all the world to know, because then, you
know... [there’s no telling] how the neighbors and friends might react” (Tamar).

In contrast, other participants expressed things differently. “I don’t have a
problem if you even want to use our real names; it doesn’t worry us. Anyone
who knows us knows that our child has ASD. We’re happy to share information
so that everyone knows!” (Hani)

You don’t even have to tell us about anonymity; we don’t keep secrets—
everything is open and known. We don’t hide and we’re not ashamed. On
the contrary, if I can help someone else, I'd consider it an enormous privi-

lege. (Ronit)

4.2. Stages in the Evolution of the Secret

In the course of the interviews, participants described the experience of caring
for a child with ASD. Some of the choices regarding the child’s care and treat-
ment had to do with the issue of secrecy, or as some of the parents described it:
“we live a closeted life”. This symbolic definition expresses the way in which they
perceive their reality, Ze, forced to constrain the potential breadth of their lives
in a manner that causes discomfort and is accompanied by internal and external
conflicts, as well as by a restricting sense of guilt, shame, fear, and secrecy. As
one parent (Irit) said, “Because autism isn’t visible, you can try and hide it, and
many of the parents do.” In other words, many parents cope with an internal
conflict, and when this conflict becomes dangerously burdensome, there is the
risk that the parent might disassociate from reality and harbor negative feelings

as an internal secret.

I haven’t exactly outed us yet, you know, like people do when they come out
of the closet, so to speak. We haven’t even told our families. My husband’s
parents have no idea and my own parents know there’s something... Also

at school and with his friends—none of the mothers know, and I told no
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one at work either, not even my boss. No one! (Nurit)

[My child has] an accompanying tutor, who is supposedly unnoticed, but
really there’s no such thing. When we met her at school at first, my husband
repeated endlessly: “we really ask that you don’t make yourself noticed.”
But when we walked out, I told him I thought it [his effort] was pathetic:
“do you really think no one will notice that everywhere our child goes the
tutor goes too? You think no one will ask? Aside from the kids, the parents
will want to know: what gives us the right to have a tutor present at all
times? It’s the way of the world!” (Nurit)

4.3. Why Do We Keep It a Secret?

Parents hesitated in choosing a term with which they felt comfortable describing
their child’s condition, as they did not wish to label their child. They mentioned
personal issues related to shame, concern, and discomfort; hence, they elected to
use expressions such as “the child has a communication disorder”, “communica-
tion difficulties, a deficiency”. Occasionally no definition was used at all. The at-
tempt to avoid a definition is an attempt to escape, to pretend the problem does
not exist; however, reliance on buzzwords reflects a situation in which the par-
ents use softened or refined language to describe a phenomenon that is difficult
and painful for them, in order to avoid calling it by its proper name. Occasio-
nally, this is related to the surrounding environment, factors in the family, or
concerns that the child might not be accepted in his or her environment, either

by professionals or by the parents of his or her peers.

I don’t tell people what the problem is exactly; I don’t define it by name, I
won’t say the word autism, because of the stigma surrounding it. There are
lots of people who don’t even know what autism is, and they confuse it with
delayed development or other things. That’s why I say communication
problems, because I don’t think people have a sufficient understanding of
what autism is. Autisticis currently used in society for name calling. I don’t
know if people know exactly what it is and I don’t want to create the wrong
impression about my son. I also don’t want to go into extensive explana-
tions with every person I meet: “look, you should understand, there’s a
spectrum...” That’s not where I'm at. Instead, I use this kind of shortcut, an
expression that I am sure represents things as accurately as possible. (Mi-
chal)

Irit noted:

People ask, people are curious; no one needs to know the exact terminolo-
gy, but at the end of the day, people know, because that’s life. We try to help
him. If people are uncomfortable and don’t want their child to be friends

with mine, that’s okay with me.

A study conducted [17] deals with parents’ attempts to conceal their child’s

mental disability. The family creates a distinction between the internal family
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narrative, and the public narrative; but in reality, there is really only one story.
The function of the separate narratives is to protect the family’s “public image”,
revealing the details of the family’s story could harm individual family members,
as well as the family’s public image [33].

The secretiveness comes into play in the closest social circle and with the im-
mediate family. Many parents choose to conceal this information from their
other children, for fear that these siblings will be unnecessarily burdened by the
information or that they will not be able to cope with the information, concep-
tually and emotionally. Nurit revealed, “My mother knows that my child has an
accompanying tutor at school and that he sees a communication therapist; my
parents even help take my son to the therapy sessions, but they do not know the

precise definition!”

My eldest child doesn’t know. She knows that her sister has communication
problems, but she doesn’t know it’s called autism, because autism still has a
terribly negative connotation in our society. I think this situation has to

change, but until then, I’'m not going to use the word autism. (Tamar)

In the second, more distant social sphere, the participating parents contend
with the school environment, as well as with the parents of their child’s class-
mates, and with the neighbors. Efrat described how she manages things at

school.

You know, the environment is made up of spheres. My parents and friends
know. But, I don’t necessarily share this everywhere. For example, I don’t
tell people at school, because I don’t think it would help to have kids calling
him names or something like that. I just say that there are some difficulties.

If a classmate’s parent asks me about the accompanying tutor, my answer is
“yes, he has some social and communication difficulties,” but I don’t want
to give the definition. I know from my own experience how it affected me
to hear the term autism. You imagine a total catastrophe. So I don’t want to
make things more difficult for him; on the contrary, I want to make things

easier whenever and in any way I can. (Tali)

Also, some educational professionals prefer to keep the term a secret, as Hani
described.

The kindergarten teacher didn’t want us to tell. We thought this was a ma-
jor mistake; we did want to tell, but she forbade us. She said that some of

the parents would make our lives miserable. I think it was silly.

This may have been the kindergarten teacher’s way to cope with the social en-

vironment, or perhaps this choice was personally or professionally motivated.

4.4. The Price of Secrecy

Hiding, covering up, and keeping secrets, as well as manipulating or softening

certain facts, all require an enormous emotional investment [2]. Traces of the
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internal battle within the soul of the parent are expressed through mental and
physiological symptoms, and occasionally they obscure the link between the

symptom and the secret [17].

I find it difficult to come out and say, “this is my child,”—that is my own
weakness, so 'm constantly covering up. I'm still in the stage of feeling
ashamed; yet I never expected such a child and I still can’t come to terms
with the fact that this is what I've got. It means constantly coping. When I
think of whether to take him with me, I have to consider every aspect:
where I'm going, whether he’ll have bursts of rage, the length of the trip,
whether he’ll be able to cope with the people around. I can’t just take him
with me anywhere. It’s not like her [the character in the story] who takes
the child with her. When we are in the playground, I'm constantly hovering
around him and protecting him. I find it difficult, because I'm left with a
secret. I have to cover up or justify. There’s something easy about just say-
ing “okay, he has autism” without trying to explain or conceal it. She [the
character in the story] is courageous and she also believes that it would be
good for the child to find a friend. (Dina)

Another aspect of concealing the situation is related to the perceived need to
justify oneself. The word justification reflects the parents’ desire for justice, to
prove they are not responsible for what happened, on the one hand, while on the
other hand, it is an attempt to explain why they do not want to be exposed and

the price of keeping the secret.

None of us asked for this and each of us copes as best as he or she can... I
see around me parents who have a hard time coming to terms with it and
they conceal the issue of the autism... We didn’t steal or do anything
wrong, so there’s nothing for anyone to judge... Nevertheless, coming out

is a [complicated] process... (Shira)

Keeping a secret reflects the belief that this is a personal and private matter
and that it is related to a sense of guilt, failure, or prejudice [34]. In contrast,
some parents are interested in sharing their feelings with the environment, as
part of a worldview that encourages openness and transparency for the sake of

diminishing lack of knowledge.

I made sure that they [the siblings] would tell their classmates that we have
a child with autism, in order to increase awareness. I didn’t want to have
any secrets... My daughter was very active in her youth group and she was
good at “selling” the ASD. We hide nothing. (Avi)

He is completely aware. We’ve always spoken about autism as if it were
another friend at home. We never hid it or kept it secret. Today they are
adolescents and it is a “fact”. They are aware of what is going on with
them... From the start, I never hid the fact that [their sibling] has some
kind of problem. [In the book] I loved the part where she [the mother] says
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he has autism, that he experiences difficulties, and the way she explained
the difficulties and the positive things. (Galit)

The book gave me hope that maybe I too can manage to be brave and say
the things out loud: that this is the child and this is how you need to behave
with him. Maybe this will open the way for me to be less protective and less
secretive. (Dina)

After the diagnosis I deliberated whether or not to come out about it. At the
end, he [the husband] convinced me. To this day I am not completely at
peace with the step we took.... Nowadays, society is more understanding;
everybody’s coming out about everything: homosexuality, illnesses, disord-
ers — it’s not as secretive as it used to be. There was a time when people with
disorders were kept indoors and never appeared in public. So yes, things are
improving, but still, the word autism is a difficult one. At the same time, I
have to have some answer to give people who come and ask what the child
has. (Irit)

Irit’s comment summarizes the ambivalence with which parents of children
with ASD must cope, an ambivalence that stretches across a continuum ranging
all the way from denial to acceptance, from secrecy to openness and exposure.
This ambivalence may surface as part of the way the parents’ interpret their
emotions and their surroundings vis-a-vis the child’s condition; it is part and
parcel of the need to construct a new narrative about a reality that is forever
changed and irreversible. Perhaps the deliberation is resolved with the realiza-

tion that secrecy does not solve the problem [17].

5. Discussion and Conclusions

In the course of the interviews about the role of the book, without being asked
directly, without intending to, and occasionally even without being aware, par-
ents revealed the role of secrecy in the process of coping with the issue of autism.
The current study examined the perceptions and emotions evoked in parents of
children with ASD following a reading of the children’s book 7/ have a friend who
is different, which deals with autism. The research question aimed to demon-
strate the way in which the reading process reflected the readers’ own world to
them. Findings indicated that secrecy was a focal point through which the par-
ents related the story to their own world. In addition to the roles attributed to li-
terature as an agent of socialization, verbal enrichment, and moral principles
[35], it has been shown that literature can serve as a symbolic mirror of the
readers’ lives, from which readers can draw support and encouragement [4].

The first stage of the research was to present the book to the parents; from the
interviews, we gathered information about their feelings and the role the book
played for them. The fictional situation is multilayered and the story is symbolic
[5], which gives the book a mediating role. The emphasis is on the importance of
human mediation, based on the tendency to learn from new experiences and

opportunities, a learning that entails changing one’s own cognitive structures. By
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means of the book, important emotional processes were highlighted, which
served a preliminary role in determining the type of mediation and its effects
[15]. Books are recognized as an important therapeutic instrument in all cul-
tures, an instrument known for its effects and its significance [12]. Hence, a
book can serve as a therapeutic instrument also in the discourse on autism, a
context in which it has not yet figured prominently. The book served as a factor
that humanized the interaction between the outside world and the parents’ pri-
vate inner worlds. Reading the book created for them a new need, namely, to
collect information so as to understand the world thus, it turned them into po-
werful and independent consumers.

The parents were exposed to a variety of possible actions and reactions, which
spelled out for them an option of flexibility, creativity, and the ability to under-
stand and generalize to insights beyond what is told in the story. At this stage,
parents expressed frustration, pain, and anger, on the one hand, while on the
other hand, they were given the opportunity to rethink the reality of their lives.
The parents became aware of social and ethical needs and expressed a desire to
change themselves, in order to contend more effectively with their situation. In
fact, at this stage, the parents began to raise significant questions about their own
actions and behaviors.

The term secret or secrecy was not used explicitly, but hinted at through ex-
pressions that describe concealment, pretense, and “coming out of the closet.”
According to the professional literature, parents tend to deliberate over a period
of weeks, months, or years about the terminology they ought to use and with
which they can feel comfortable relating to their child’s condition [36]. They de-
liberate whether to share the information with the child and with others, and if
so, with which family members. The fact that the word autistic is often used for
name calling [8] prevents parents from using it when communicating with the
surrounding environment and even amongst themselves.

Through the book, the parents were able to discern certain processes, which
they had often blocked from themselves and from those surrounding them. A
parent who keeps a secret is heavily invested in the secret, which is referred to as
a conscious secret [2]. The parent is forced to cope with the enormous emotional
burden of this internalized secret, until he or she can do so no longer, and the
truth or parts of it seep out. In fact, due to the particular features of ASD, at a
certain point it becomes impossible to continue keeping it hidden. Another sce-
nario is the repressed secret, in which case the person feels simultaneously
drawn and repelled by the object (the secret) and the need to cope with it. Occa-
sionally, the difficulty of coping with this internal conflict can lead the parent to
reject the object entirely.

The coping demonstrated by the parents participating in this study can be
perceived in terms of three major groups. In the first group are the two mothers
who were completely secretive and felt threatened by the possibility that the se-

cret might be revealed and hence the disability remained completely repressed.
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The second group consisted of parents who were well aware of the essence of the
disability and spoke of it openly without any fear, threat or attempt to repress
the information. The third group consisted of the majority of the parents, whose
stories demonstrated their sense of dissonance, trapped as they are between
secrecy and openness. The secret was deeply hidden and the experience of read-
ing the book penetrated their consciousness and made them aware of the repres-
sion caused by secrecy. In fact, parents in this group were aware of the secret
they harbor within and of their ability to cope with it when they come in contact
with others. This finding suggests that the experience of reading the book served
as a catalyst, which enabled them to talk about the secret that they harbor. The
book shed light or brought to the surface that which they knew to be true but
which they refused to admit; it teased out the secret that had been hidden and
about which they had refused to speak either with themselves or with those in
their environment.

In the case of this third group, the secret is considered “hidden from the eye
but close to the consciousness.” It forms around a nucleus of anxiety, which
leaves the person distant and unconnected, so that he or she turns inward to seek
solace [2]. This third group is inhabited by parents whose stories are not re-
vealed on Internet sites and who remain unreachable. When we examine the
three stages as described by [2], that lead parents to harbor a secret, it is clear
that the participants in the current study underwent the first two stages, al-
though in their case, the third stage was somewhat different than that described
in the model.

In the first stage, the parents encounter a new and difficult reality, which con-
strains their potential living arena and creates a feeling of discomfort. This stage
is similar to that of receiving the news, before the stages of denial and accep-
tance. In the second stage, parents’ discomfort creates internal conflicts and an
emotional burden. In the current study, the internal conflict revolves around the
secret. In the third stage—in the current context—in distinction from the model
in which parents are described as removed from their own feelings to the point
that these are not recognized, the facts become known and it is at this stage that
parents must cope with the situation. Moreover, the parent becomes active, both
at home in their immediate community and in society at large. In fact these
parents do not become disassociated, but rather engage in activity for the sake of
the child, each in his and her own way, according to their individual under-
standing and using their own unique tools [37]. The use of the book, which was
intended to emphasize an experiential aspect, became a mediating tool for the
parents’ emotional processes. The book reflected the parent’s issues that they
previously dared not speak of, either with each other or in society. However, in
the book, someone had written it all down in words [24].

The main contribution of the current study is in demonstrating that the book
served as an experimental instrument and is the source of support and encou-

ragement. The goal was not to reveal the secret, but rather to deal with its exis-

DOI: 10.4236/0alib.1105456

14 Open Access Library Journal


https://doi.org/10.4236/oalib.1105456

B. Orli, B. Lea

tence and consider how it could be handled. Addressing parents’ needs in a pro-
fessional and experimental (sp.) manner can bring not only relief to the parents,
but also help them tailor the environment to the needs of the child, culminating
in a beneficial relationship with the child and with the child’s immediate sur-
roundings.

The parents, each in their own way, presented a personal interpretation of the
book and gave it new meaning, based on stimuli, context, prior knowledge, em-
powerment and the personal and the cultural world of one’s background. Stories
serve as a window to the human soul. Hence, for every one of the participants in
this study, the story was able to mirror their lives and serve as a source of sup-
port, encouragement, and empowerment. The book helped the parents find ways
to cope with whatever was amiss in their way of handling the child’s disorder
vis-a-vis the communal and social spheres. The book made the parents more
aware not only of ways to treat the child, but also more aware of the way they
treat themselves. When the issue of their reality was placed in the spotlight, they

had no choice but to come face-to-face with the truth.

6. Conclusions and Recommendations

Books in general can serve as a source of stimulus and as a mediating tool for
parents of children with any type of disability. It also serves to increase the
awareness of educators and therapists who treat children with ASD of the
enormous emotional burden which these parents bear. It is important that pro-
fessionals understand the potential effects of using books and thus can provide
professional support and information to parents. Such help may diminish the
internal conflicts with which parents of children with ASD cope throughout the
course of their lives and help establish a better balance. Although the parents in
the current study are not representative of all parents of children with ASD, the
content that emerged from the interviews is certainly characteristic of this group
(which group?) of parents. Limitations of the study included the small sample
size, which prevents findings from being generalizable to all families of children
with ASD; nevertheless, findings of the current study shed light on the complex
reality with which these parents cope. The issue of secrecy and parents’ emo-
tional burden is an important aspect that should be further studied in future re-

search.
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