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Students with significant disabilities, including those with autism-spectrum labels,
are increasingly being included in the regular education classroom for literacy
instruction and held to high standards for literacy achievement (Yell, Drasgow, &
Lowrey, 2005), but research with these students as participants has been limited, es-
pecially in inclusive settings such as the home or classroom. Grounded in perspec-
tives from disability studies (Biklen, 2005; Kliewer, Biklen, & Kasa-Hendrickson,
2006) and socio-cultural theories of literacy (Gallego & Hollingsworth, 2000;
O’Brien, 2003), this qualitative study used inductive methods (Strauss & Corbin,
1998) to analyze the literacy-related messages of 16 autobiographies authored by
individuals on the autism spectrum. Analysis revealed a key role for parents in
supporting their children’s literacy development at home, with results clustering in
these three areas: (a) parents’ persistence in following small cues related to literacy
development, (b) their use of literacy to make social codes explicit, and (c) their
strategic employment of support to ensure their children’s success with literacy
while increasing challenges over time. Implications for practice and research are
discussed, with an emphasis on collaborative inquiry with learners on the autism
spectrum and their parents.
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Restimen

Muchos estudiantes que presentan discapacidades significativas, incluyendo a aque-
llos en el espectro autista, estdn siendo incluidos con mds frecuencia en la edu-
cacion regular y son sometidos a altos estandares de desempefio en lectoescritura
(Yell, Drasgow, & Lowrey, 2005). Sin embargo, los estudios que incluyen a
esta poblacién son pocos, en especial en contextos como el hogar o el salén
de clases. Utilizando los principios de teorfa fundamentada de los estudios en
discapacidades (Biklen, 2005; Kliewer, Biklen, & Kasa-Hendrickson, 2006) y
teorfas socioculturales de lectoescritura (Gallego & Hollingsworth, 2000; O’Brien,
2003), este estudio cualitativo utilizé6 métodos inductivos (Strauss & Corbin, 1998)
para analizar los mensajes relacionados con la lectoescritura de 16 autobiografias
escritas por individuos en el espectro autista. Los andlisis revelaron el importante
papel que juega el apoyo de los padres en el desarrollo de la lectoescritura en casa.
Los resultados se presentan agrupados en las siguientes dreas: (a) la persistencia
de los padres en seguir pequeiias sefiales relacionadas con el desarrollo de la
lectoescritura, (b) el uso de la lectoescritura para hacer explicitos ciertos cédigos
sociales, y (c) el apoyo estratégico de los padres para asegurar el éxito de sus
hijos en la lectoescritura en la medida en que aumentan los desafios para sus hijos.
El estudio discute las implicaciones para la prictica y la investigacion, haciendo
énfasis en la investigacion colaborativa con estudiantes en el espectro autista y sus
padres.
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Résumé
Les éleves ayant des incapacités sérieuses y compris ceux qui sont dans la catégorie
d’autisme a intensité variée, sont de plus en plus intégrés dans des classes régulieres
de lecture-écriture et maintenus a des niveaux de succes €levés dans ’enseignement
de la lecture-écriture (Yell, Drasgow, & Lowrey, 2005), mais la recherche avec ces
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éleves comme participants est limitée, surtout dans les environnements intégrés
comme la maison ou la salle de classe. Fondée dans des perspectives d’étude
d’incapacité (Biklen, 2005; Kliewer, Biklen, & Kasa-Hendrickson, 2006) et des
théories socio-culturelles d’instruction, cette étude qualitative a utilisé les méthodes
inductives pour analyser les messages reliés a la lecture-écriture de 16 autobiogra-
phies écrites par des individus autistiques a intensité variée. L’analyse a révélé
le role clé des parents qui soutiennent le développement lecture-écriture de leurs
enfants chez eux, avec des résultats se regroupant dans les trois zones suivantes:
a) la persistance des parents a suivre des signes reliés au développement de
lecture-€écriture, b) leur utilisation de la lecture-écriture a rendre les codes sociaux
explicites, c¢) leur emploi stratégique de soutien pour assurer le succeés de 1’enfant
en lecture-écriture tout en augmentant les défis a long terme. Les implications
pour la pratique et la recherche sont discutées en mettant ’accent sur la recherche
collaborative avec les éleves autistiques d’intensité variée et de leurs parents.

I was bored and furious [at Special School], so [my mother] eventually made a
suggestion. “While you are sitting around doing nothing in the Special School
classroom, get your mind working,” she said. “Every evening I expect you to have
planned part of a story ready to be typed out.” Silly woman! That is not how I
write. I flash up paragraphs and hook up phrases as I require them. However in
my misery I daydreamed an image of me typing at home, and later that day found
some of her assumptions were true. A little planning does make language more
effective. (Blackman, 1999, p. 124)

This excerpt comes from an autobiography by Lucy Blackman, an Australian
teenager with autism whose unreliable speech and uncooperative body made it
difficult for her to learn, interact with others, and communicate her needs until
she began, in her early teens, to type her thoughts on a computer. In the years
following this breakthrough, Lucy composed poems, stories, and essays; struck
up a friendship through letters with an award-winning novelist whose work she
had read; communicated with university researchers investigating autism; and
earned a bachelor’s degree with honors in literature. The profound influence of
her mother, Jay, on her literacy development is threaded through the 288-page
autobiography: Jay helps Lucy to organize her thinking for written assignments,
assigns Lucy additional work when she is disengaged from school, and even
serves as the production assistant for a video about autism that Lucy makes
for a communications project. In Lucy’s account, her mother, far more than her
teachers, facilitates access to text allowing Lucy’s increasing participation in,
and impact on, a variety of communities beyond her home and family.

The research reported in this paper rests on our assumption that educators
and researchers have a good deal to learn from people with autism such as
Lucy Blackman—and from family members such as Jay—about how to foster
literacy development for a population of students who have traditionally been
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poorly served in school (Kliewer & Biklen, 2001; Erickson & Koppenhaver,
1995; Mirenda, 2003). Dissatisfied with the limitations of the scant body of
research on literacy and autism, particularly research rooted in a medicalized,
deficit-oriented model, we (a literacy educator and a special educator) sought
other sources to guide our work. Eventually, we realized that autobiographical
literature by people on the autism spectrum was a rich but underused source of
information about how individuals with this label think, learn, and communicate.
To mine these narratives systematically for attention to literacy acquisition and
learning, we designed a study with these research questions as guides:

® What do people with autism spectrum labels who write autobiographies
report about their acquisition and development of literacy?

® In their view, what aspects of their homes and school communities sup-
ported them in developing literacy?

® What instructional practices for supporting students’ literacy development
might be suggested by their accounts?

Although other reports of the study address all three of these questions (cf.,
Chandler-Olcott & Kluth, 2005; Kluth & Chandler-Olcott, 2008), this paper
primarily addresses the second question. More specifically, it focuses on the
role of parents such as Lucy Blackman’s mother, Jay, in students’ literacy
development.

Before we share results, however, we offer a road map for the rest of
this paper. After providing some background about disabilities on the autism
spectrum, we review findings in several areas related to our project. Next, we
describe our approaches to conducting the study, including discussion of the
theoretical perspectives that influenced us. Following a presentation of three
themes related to parents’ roles, the paper concludes with consideration of the
study’s limitations and its potential impact on research and practice.

BACKGROUND AND DEFINITIONS

First described in the 1940s by American psychiatrist Leo Kanner and Aus-
trian pediatrician Hans Asperger, autism and other related disabilities such as
Asperger syndrome, pervasive developmental disorder not otherwise identified,
and childhood disintegrative disorder have featured prominently in recent news.
In February 2007, the United States Centers for Disease Control and Prevention
released new data about the prevalence of autism spectrum disorders (ASD),
reporting that 1 in 150 children in the 14-state sample had an ASD label
(Centers for Disease Control, 2007a, n.p.). Around the same time, the U.S.
Congress passed a bill allocating $950 million over five years for autism research,
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screening, diagnosis, and intervention. The past year has seen popular-press
outlets such as 60 Minutes and Newsweek produce cover stories discussing
the impact of autism spectrum labels on individuals and their families, and
describing programs designed to identify and support people with these labels.

But what do the labels represent? Some of the most widely disseminated
definitions come from the medical community. For example, the Web site of the
Centers for Disease Control uses the following:

Autism spectrum disorders (ASDs) are a group of developmental disabilities de-
fined by significant impairments in social interaction and communication and the
presence of unusual behaviors and interests. Many people with ASDs also have
unusual ways of learning, paying attention, or reacting to different sensations.
(Centers for Disease Control, 2007b, n.p.)

According to the Diagnostic and Statistical Manual of Mental Disorders-IV-TR
(American Psychological Association, 2000), designed to provide guidelines for
diagnosis and classification, individuals with autism have one or more “impair-
ments” in the areas of social interaction and communication as well as “re-
stricted, repetitive and stereotyped patterns of behavior, interests, and activities”
(p- 75). In this model, people with autism are seen as having little interest in
making friends, preferring their own company to the company of others, failing
to use imitative behavior, avoiding eye contact, seeming unaware of the existence
of others, lacking imagination, failing to use symbolic gestures, lacking empathy,
and being aggressive and self-injurious (American Psychological Association,
2000). The same source describes people with Asperger syndrome as having
no clinically significant delays in language development or the acquisition of
self-help skills but rather suffering from “severe and sustained impairment in
social interaction” and, like those with autism, “the development of restricted,
repetitive patterns of behavior, interests, and activities” (p. 80).

Scholars working from a socio-cultural perspective have criticized these char-
acterizations of people with autism spectrum labels on a number of counts. They
point out that since there are no agreed-upon biological markers associated with
these disabilities, the categories and descriptions people use have been socially
constructed and culturally reproduced (Biklen, 2005; Kliewer & Biklen, 2001;
Kluth, 2003). In their view, medical-model labels and descriptions tend to frame
disability as a disease or deficit and position the person with a disability as
a constellation of problems to be cured or solved. According to Donnellan
and Leary (1995), such a model is neither cautious nor generous enough: “For
the purpose of diagnosis, behaviors are often described with phrases such as
‘prefers to,” ‘failure to,” or ‘unusual interest in” without specifying what particular
symptoms may lead to that impression” (p. 40). These researchers question
whether an observer, especially one who does not have intimate knowledge of
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a particular child, can know if that child “prefers” to play alone. Perhaps the
child prefers to play with his sister but is playing alone because she is wearing
a lotion or hair gel that bothers his sensory system. Perhaps he would like to
take part in a game with other children but does not intuit the rules or know
how to signal his interest.

Socio-culturally oriented researchers do not deny that those on the autism
spectrum often experience the world differently than nondisabled people, but
they—and many people with autism spectrum labels themselves—maintain that
individuals can be positioned as more or less disabled by the absence or presence
of particular supports or by the rigidity or flexibility of societal norms regarding
appropriate behavior in a particular setting (Kluth, 2003). Some people with
autism also point out that while autism can be a source of frustration, anger,
and isolation for individuals, it can offer positive benefits as well, including
an ability to focus on small details for long periods of time (O’Neill, 1999),
heightened awareness of visual images (Grandin, 1995), and facility with poetic
language (Prince-Hughes, 2004). Although these perspectives are considerably
less prevalent in popular culture than conventional wisdom about autism as a
static, tragic, and disabling condition, they have begun to gain more currency at
academic conferences, within advocacy organizations, and in print resources.

In addition to these increases in funding for and awareness of autism, efforts
by parents, educators, and disability-rights advocates have led to increases in
the number of students with autism-spectrum labels who are placed in regular-
education classes with their peers. According to data from the National Center
for Education Statistics, the percentage of individuals ages 6-21 with autism and
traumatic brain injury (two labels that the federal government tracks together)
receiving 79% or more of their instruction in regular classes increased from
24.7% in 2002 to 29.1% in 2004 (National Center for Education Statistics, 2005,
n.p.). This trend paralleled a broader trend for all students with disabilities, as the
same source documented that inclusion of students with disabilities in regular
classes for 79% of the time or more increased from 31.7% in 1989 to 51.9% in
2004.

Amplified classroom presence for students with autism spectrum labels has
coincided with the federal government’s codification of higher expectations for
achievement by students with disabilities (Yell, Drasgow, & Lowrey, 2005).
One of the signature elements of the No Child Left Behind Act of 2001 is
its disaggregation of achievement data for a number of sub-groups, including
students in special education. Although some students with significant cogni-
tive disabilities continue to be exempt from mandated standardized tests (the
U.S. Department of Education permits up to 1% of the total population in
a state to be assessed as proficient or advanced using alternative methods),
more and more students with autism spectrum labels find themselves sitting for
state assessments. Regardless of current debates about whether this aspect of
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the law actually benefits students with disabilities or not (Darling-Hammond,
2006; Karp, 2004), teachers of grades 3-8, where annual testing in reading and
mathematics is mandated, must prepare nonexempt students as best they can for
the challenges of these tests.

For all of these reasons, literacy researchers cannot afford to defer attention to
literacy development for students on the autism spectrum to colleagues in special
education, psychology, or medicine—fields that have historically focused more
on students with low-incidence disabilities than have fields such as elementary
education or reading. To serve literacy learners with autism best in the regular
classroom, insights from those who specialize in K—12 literacy education will
need to be combined with the research base from those other fields. Collaboration
will need to take place that cuts across those disciplinary lines. In the next
section, we review literature that attempted such interdisciplinary work.

REVIEW OF RELATED LITERATURE

Our study is informed by two main bodies of literature—one on literacy learning
for students with autism spectrum labels and the other on parents’ role in
supporting their children’s learning. Each is discussed below.

Literacy Learning for Students with Autism
Spectrum Labels

Numerous authors (Kliewer & Biklen, 2001; Koppenhaver & Erickson, 2003;
Mirenda, 2003) have documented the exclusion of students with low-incidence
disabilities like autism from literacy instruction, sometimes because they were
perceived as being incapable of benefiting from it and other times because their
communication or movement differences were perceived as disruptive to other
students. When students with autism have had access to literacy instruction, it has
most often focused on the acquisition of high-frequency sight words needed for
basic communication (Marshall & Hegrenes, 1972; McGee, Krantz, & McClan-
nahan, 1986) or on the development of so-called “functional” literacy skills,
such as reading bus schedules, making lists, and following recipes (Erickson
& Koppenhaver, 1995; Porco, 1999). Although some teachers have begun to
challenge these norms, literacy instruction for many students with autism still
means completing decontextualized phonics worksheets, copying other people’s
text, or sitting in silent exile outside a circle where their peers discuss a story.
Until very recently, literacy-focused research involving students with autism
spectrum labels was as narrowly focused as the instruction they were offered.
According to Koppenhaver and Erickson (2003), these studies have historically
been clustered in three domains: sight-word learning; hyperlexia (a precocious
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ability to read words that is often accompanied by difficulties in understanding
and using verbal language); and validation of facilitated, or typed, communi-
cation by individuals whose other means of communication are unreliable. No
matter how one views the progress that has been made in these areas, taken
together they represent only a tiny fraction of what needs to be known in order
to support full and equitable participation in literate communities by students
with autism.

Fortunately, the past few years have seen researchers with an interest in
both literacy and special education explore a broader range of issues related
to how students with autism learn to read and write, through investigations
often set in richer and more authentic contexts than was previously the case.
One early example (Colasent & Griffith, 1998) involved a teacher reading three
fiction books about rabbits to middle-school students with autism who were
subsequently engaged in related literacy activities such as drawing pictures in
response to the stories and answering comprehension questions. Before the study,
these students had been labeled as “essentially nonreaders” (p. 415), with their
scores on several standardized reading tests ranging from a low of “untestable”
to a high of Grade 3. Yet they bloomed when given opportunities to listen to and
discuss stories on the same theme, each demonstrating the ability to “state a title,
state their favorite character, and describe their personal feelings” after listening
to the target texts (p. 416). All three wrote longer passages and longer sentences,
using more sophisticated vocabulary, than they had in their past instruction. They
clearly developed some important skills related to literacy that no one noticed
or valued prior to the project, and they were able to develop these skills further
as a result of being given opportunities to engage in literacy activities common
in many classrooms.

A small body of other research has reported important gains for students
with autism when their educational programs included more attention to literacy.
Some of the most provocative research in this area has taken place with very
young children. Koppenhaver and Erickson (2003), for instance, introduced
literacy supports, including a wide range of reading materials, an electronic
writing center, and a sign-in routine, into a preschool program that had in-
cluded little attention to emergent literacy in the past. After four months of
the intervention, which also featured print-based interactions in the play center
and during singing time, these researchers reported dramatic changes in focus
and duration for independent book explorations by the three-year-olds with
autism whom they studied closely. Similarly, Kliewer, Fitzgerald, Meyer-Mork,
Hartman, English-Sand, and Raschke (2004) conducted ethnographic fieldwork
in nine inclusive classrooms enrolling preschoolers and/or kindergartners with
significant disabilities, including autism, and found that when young children
in these settings were positioned as sense-makers who could draw on multiple
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modes of representation, including role playing, storytelling, and art, they were
able to construct narratives as full participants in the classroom community.
Other studies have shown literacy gains for older learners with autism labels.
Schlosser and Blischak (2004) investigated the effects of three different kinds of
feedback on spelling development for four boys aged 8 to 12, all of whom had an
autism diagnosis and no functional speech. While different methods appeared to
be more efficient for individual children depending on their learning preferences,
all four children met their spelling goals with each type of feedback, suggesting
that, if given the opportunity, students with autism can learn to spell well under
a variety of instructional conditions. In an experimental study involving 20
high-functioning adolescents with autism spectrum labels, O’Connor and Klein
(2004) compared three different methods of promoting reading comprehension
while the students negotiated a number of different texts written at the sixth-
grade level. They found that deliberately cueing the students to consider the
referents for the pronouns that they encountered in the texts—a literacy skill
with which students with autism often struggle—Iled to statistically significant
gains in post-reading comprehension for more than half of the students. Their
work suggests that teaching students with autism explicit strategies to monitor
their comprehension—and to repair it when it breaks down—may be promising.
These studies suggest what is possible when the previously ignored (or worse,
previously discounted) literacy capabilities of students with autism are care-
fully nurtured in print- and language-rich environments. Little of this research
has taken place, however, in authentic settings such as the home or inclusive
classroom, with the exception of several studies in early childhood settings
(Kliewer et al., 2004; Koppenhaver & Erickson, 2003). Instead, small numbers
of students with autism have been asked to perform literacy-related tasks in
segregated classrooms or in pull-out situations associated with research projects.
Consequently, little is known about how to promote literacy for students with
autism-spectrum labels in ways that honor their individual interests, build on the
strengths they possess, and support growth and development over time. More
research is needed that will suggest how such instruction might be organized,
especially in contexts that allow for social interaction and relationship-building.

Parents’ Role in Supporting Their Children’s Learning

Considerable research documents how parents support the education of their
children with disabilities by adapting routines and/or materials in the home
to facilitate children’s learning (Keilty & Galvin, 2006), volunteering in their
children’s classrooms (Bennett, Deluca, & Bruns, 1997), communicating with
teachers (Epstein, Munk, Bursuck, Polloway, & Jayanthi, 1999), and monitoring
homework (Harry, Allen, & McLaughlin, 1995). An intriguing study by Harris
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(2003) documented the largely invisible, though essential, work that mothers
did in recruiting and maintaining school friendships for their children with
disabilities—work that classroom teachers relied upon when attempting to in-
tegrate those students into regular-classroom activities. Parents of children in
special education also participate in formal meetings to establish and monitor
their children’s individual education plans, although research on this process
suggests that it tends to marginalize parents’ perspectives, especially where
working-class and/or minority parents are concerned (Harry, Allen, & McLaugh-
lin, 1995; Rogers, 2003). Parents’ influence on their children’s opportunities
continues through adolescence and into adulthood, as focus-group interviews
of students with disabilities conducted by Morningstar, Turnbull, and Turnbull
(1995) revealed that families played a key role in helping young people to
develop a future vision of their career and lifestyle options, with numerous
individuals planning to live near their families for what they saw as vital support.

Research also exists on the efforts made by parents of students with significant
disabilities to achieve inclusive schooling for their children (Azzopardi, 2000;
Bennett, Deluca, & Bruns, 1997; Biklen, 1992). Parents report the need to devote
considerable energy to advocacy on their children’s behalf, sometimes leading to
tensions between parents and teachers (Bennett, Deluca, & Bruns, 1997). Some
parents of children with autism even report moving from one district to another
to achieve inclusive schooling for their children—a commitment to perceived
better education that comes with considerable disruption and, often, expense to
their families (Kluth, Biklen, English-Sand, & Smukler, 2007).

Families’ influence on young people’s literacy development is a similarly
well-documented phenomenon (Neuman & Celano, 2001; Paratore, 2002;
Purcell-Gates, 2000; Taylor & Dorsey-Gaines, 1988). According to Paratore
(2002), numerous research studies across cultural groups suggest that “nearly
all families embed some forms of literacy and language events within their
daily routines” (p. 186), although some of these literacy practices, for instance,
the interactive reading aloud of picture storybooks, are more congruent than
others with the dominant culture associated with formal schooling. In addition
to supporting the interests of the school (e.g., by supervising homework
completion), parents help their children to engage in literacy practices specific
to particular communities of practice such as church (McMillon & Edwards,
2000) or a family business (Knobel, 1999).

A number of studies have shown that students benefit from home-school
partnerships explicitly designed to foster literacy. A teacher-research project by
Shockley, Michalove, and Allen (1993), for example, of home-school journals in
the primary grades revealed the value of “parallel practices,” oral, written, and
visual responses to literature captured in a family journal that bridged the space
between school and home. Edwards (1995) documented the positive effects of a
respectful collaboration between parents and teachers to develop a family book-
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reading program. Still other researchers (Kerr, Makuluni, & Nieves, 2000; Moll,
Amanti, Neff, & Gonzalez, 1992) provided data about the success of a permeable
literacy curriculum drawing on families’ expertise and interests from outside the
school walls. Although parents appear to be more involved in literacy-related
activities for preschool and elementary-age children than for those in middle and
high school, Chandler (1999) found that adolescents forged important reading
relationships with their parents around a shared interest in the popular fiction of
Stephen King.

Little work has been done at the intersection of these two bodies of literature,
however. Studies on how parents support school participation for their children
with disabilities have tended to focus on academic achievement in general, with
little specific attention to literacy. The body of research on family literacy and
home-school connections around literacy has a similar gap, as most studies in
these areas have been conducted with participants who had not been labeled at
all or who had high-incidence labels such as learning disabilities. Consequently,
we know little about the literacy support provided by parents to their children
with significant disabilities, such as autism, nor do we know much about their
literacy-related collaboration with their children’s teachers.

Our study is located at the intersection of these gaps—one associated with
participation by students with autism spectrum labels in authentic, literacy-
focused activities, the other associated with the role played by parents of students
with disabilities in helping their children to learn literacy. Despite its small
sample size and preliminary results, it has an important contribution to make to
the literature.

METHODS

Over the past 20 years, research using autobiographies or memoirs as pri-
mary sources has gained popularity and credence among scholars in education
(Clandinin, 2007; Clandinin & Connelly, 1994; Grumet, 1988; Hankins, 1998;
Kliewer & Biklen, 2001). What Clandinin and Connelly (1994) call “inquiry
into narrative” (p. 416) offers the opportunity to explore the complexity and
contextualization associated with human experience. This is especially important
for informants with autism spectrum labels since others have often presumed to
speak for them (Biklen, 2005). The relatively scant literature on teaching literacy
to students with autism can be augmented significantly by the extensive de-
scriptions of their literacy histories, preferences, and attitudes in autobiography.
Since autism spectrum disabilities are often accompanied by communication
differences, traditional qualitative methods such as in-depth interviewing and
observation can produce data about these participants, even those with largely
reliable speech (O’Neill, 1999; Williams, 1992), that are sometimes difficult to
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interpret. In contrast, an autobiography offers these individuals the opportunity
to tell their own stories in ways that are comfortable for them, revising and
adding to those texts with assistance from assistive technologies as needed and
with feedback from trusted audiences to ensure message clarity. For all of these
reasons, we see formal inquiry into these texts as a valid and rigorous way to
increase knowledge about promoting literacy development for this population of
students.

At the same time, we recognize that analysis of autobiographical sources
presents some limitations as well. Like Clandinin and Connelly (1988), we see
autobiographical writing as “a particular reconstruction of an individual’s narra-
tive,” and we acknowledge, as they do, that “there could be other reconstructions”
(p- 39). Authors with autism often use unusual language constructions or employ
genres in unusual ways that can make them difficult to interpret (e.g., Sellin’s
[1995] use of stream-of-consciousness poetic verse or Mukhopadhyay’s [2000]
third-person narrative about himself). Some of the authors in our sample recount
experiences that happened many years ago, with intervening time and reflection
coloring their perspectives on those experiences; others share in- and out-of-
school experiences so upsetting and painful that they have likely suppressed
some of the details. Although we see these authors as “experts” on their own
experiences, we are careful not to assume that their perspectives are the final,
authoritative word on teaching students with similar labels. In this, we are guided
by Biklen’s (2005) frank and explicit discussion of his own use of first-person
accounts to supplement empirical research on the lives of people with autism:

I do not assume that the perspectives of a person classified as autistic are especially
“authentic,” for this person, like anyone, lives in the world, is affected by available
ideas and language, and is not any more context-free than the next person. The
fact that an account is personal and based on lived experience does not make it
“true” in the sense of being objective (i.e., not subjective) or wholly divorced from
“public” understanding. (p. 5)

Despite these cautions, we believe, as does Biklen, that it can be valuable to
explore the subjective reality of these individuals, for to see their narratives as
social constructions positioned in a particular context does not diminish their
potential power, especially for educators who have not had many first-hand
experiences with people on the autism spectrum.

Backgrounds and Beliefs of the Researchers

Our research team includes one investigator with expertise in literacy education
and another in special education. We have both taught in inclusive K—12 settings,
and we currently work with teachers in university classes and professional
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development. We identify as able-bodied, middle-class women of European-
American descent, mothers each of two young children.

The study is grounded in our shared belief in presuming competence, a
construct we borrow from work in disability studies by Douglas Biklen and his
collaborators (Biklen, 2005; Biklen & Burke, 2006; Kliewer & Biklen, 2001;
Kliewer, Biklen, & Kasa-Hendrickson, 2006). According to Biklen (2005):

In its simplest articulation, presuming competence means that the outsider regards
the person labeled autistic as a thinking, feeling person. This is precisely the
stance that every educator must take—failing to adopt this posture, the teacher
would forever doubt whether to educate at all, and would likely be quick to give
up the effort. Aside from the optimism it implies, another benefit of the presuming
competence framework over a deficit orientation ... is that when a student does
not reveal the competence that a teacher expects, the teacher is required to turn
inward and ask, “What other approach can I try?” (p. 73)

Such a question “refuses to limit opportunity” and casts the person who asks
it “in the role of finding ways to support the person to demonstrate his or her
agency” (Biklen & Burke, 2006, p. 167). This emphasis on agency for those with
autism labels serves as a reminder that the obligation of teachers, researchers,
or other advocates who presume competence

is not to project an ableist interpretation of something another person does but
rather to presume there must be a rationale or sympathetic explanation for what
someone does and then to try to discover it, always from the other person’s
perspective. (Biklen & Burke, 2006, p. 168)

Applied to literacy, this premise ensures that all children, including those with
disabilities such as autism that can interfere with traditional communication,
should be “considered active participants in the construction of literate meanings
within specific contexts. This assumption of literate value then serves as the core
from which literate capacities are realized” (Kliewer, 1998, p. 100).

Most learners without significant disability labels receive informal, and later
formal, support for language and literacy development from their parents and
teachers that presumes competence. Both the parent who takes an infant’s bab-
bling as evidence that she wants a particular toy and the teacher who invites
a first grader to “label” her drawing with a scribble make their moves based
on a belief that these children are meaningfully engaged in forms of talking
and writing, even in the absence of much proof to support these assumptions.
Considerable evidence suggests that these expectations, and the interactions that
stem for them, create the possibility for children’s language development, rather
than simply respond to existing potential (Weaver, 1994; Wertsch, 1986). For
students with autism labels, the opposite is often true, however, as a medical-
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model understanding of such a label can erode the optimism that educators have
about children’s potential. This lack of optimism can translate into a lack of
expectation and opportunity that becomes a self-fulfilling prophecy.

We have long believed that the realization of literate capacities for students
with disabilities happens most productively in settings where they are educated
with nondisabled peers and where responsive and student-centered approaches
to pedagogy are utilized (Jorgensen, 1998; Kluth, 2003; Kluth, Straut, & Biklen,
2003; Udvari-Solner, 1997). As we see it, inclusive settings are those with the
following shared characteristics:

® committed leadership: administrators articulate a vision, build support for
it, and provide resources so that it can be enacted

® democratic classrooms: teachers and students see themselves as collabora-
tive partners

® reflective teachers: teachers’ systematic inquiry and self-critique drive change

® supportive school culture: the learning environment is safe, positive, and
supportive of high achievement for all

® engaging and relevant curriculum: teaching and learning activities reflect
and draw on students’ wide range of interests and talents

® responsive instruction: teachers provide differentiated support grounded in
their ongoing assessment of individual learners’ needs (Kluth, 2003)

Connected to these views is our commitment to multiple literacies, specifi-
cally, to the idea that literate competence should be conceptualized more broadly
than school literacy success with print texts (Gallego & Hollingsworth, 2000).
Such a conceptualization invites participation by a wider range of learners,
including those who have traditionally been seen as at risk (O’Brien, 2003), and
makes visible strengths and interests that might otherwise be lost as resources
for literacy instruction. As Kliewer, Fitzgerald, Mayer-Mork, Hartman, English-
Sand, and Raschke (2004) have shown, a classroom focus on “multiple symbolic
modes of narrative participation” (p. 396) not only opens up membership in that
classroom community for students with disabilities who might otherwise have
been excluded, but it also has the potential to help learners employ those other
modes of representation in service of print literacy acquisition. Such a theoretical
stance supports new competencies for individual learners and a diverse, vibrant
learning community for all.

Selection of Texts for Analysis

In the study’s initial phase, we reviewed approximately 30 full-length autobi-
ographies written by individuals on the autism spectrum. We cast this wide
net because, again, no biological markers are currently associated with autism



PARENTS’ ROLE IN SUPPORTING LITERACY DEVELOPMENT 475

spectrum labels, making these diagnoses a subjective process. Consequently,
a person with one label may have a good deal in common with a person with
another label, or, conversely, people with the same label may differ significantly.
To account for this variety, we used an inclusive approach to gathering texts for
consideration, and we often use the term autism by itself as a cover term to
represent a range of related labels, rather than employing the more awkward
and less person-centered phrase, “autism spectrum disorders.”

Because we wanted to place literacy in a broad context within each author’s
life history, we chose to analyze only book-length autobiographies, not chap-
ters or articles. Because we wanted these individuals’ own perspectives, not a
narrative filtered through others’ lenses, we reviewed texts authored directly by
people with autism, not by family members, teachers, or professional writers.
(One title we included, There’s a Boy in Here, by Judy and Sean Barron [1992],
might be seen by some as inconsistent with this criterion because it appears
to be co-authored; we included it in our sample because each member of this
mother-and-son team wrote his or her own sections.) Because of our interest
in the preparation of K—12 teachers, we sought out texts written by young
people as well as those written by adults. Last but not least, we were careful
to include texts written by individuals whose unreliable speech requires them to
use augmentative communication such as facilitated writing or a communication
board as well as those written by individuals whose verbal skills are more typical
of people without disabilities. In developing and applying these selection criteria,
we hoped to consider a pool of texts representing the widest possible range of
experiences with literacy that these authors might offer.

Once the pool of possibilities was complete, we read all of the texts in their
entirety before selecting for formal analysis those whose authors included more
than five total pages to their literacy development, experiences, and/or interests.
This arbitrary page limit helped us to focus our attention on texts where literacy
figured prominently enough to allow for analysis on a number of dimensions.
Of the original 30 texts, 16 texts by 14 different authors met all of our criteria,
listed in alphabetic order: Barron & Barron (1992), Blackman (1999), Gerland
(1996), Grandin (1995), Hall (2001), Jackson (2002), Mukhopadhyay (2000),
Newport (2001), O’Neill (1999), Prince-Hughes (2004), Sellin (1995), Shore
(2001), Willey (1999), Willey (2001), Williams (1992), Williams (1994).

Data Analysis

Consistent with the tradition of grounded theory (Strauss & Corbin, 1998), our
analysis of these 16 texts began inductively. We began coding with Asperger
Syndrome, the Universe, and Everything, a book authored by Kenneth Hall
(2001), because it was one of the shortest and most accessible texts in the
sample. We individually reread the text, making lists of possible codes related
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to the narrative itself, schooling, and literacy. After reading, we shared these
lists with each other, resolving differences in terminology and combining codes
as necessary. We then used the joint list to analyze a second autobiography
(Jackson, 2002), refining the code list as we did so. The coding scheme we
developed from this process was used in all subsequent analysis with only minor
revisions. It includes the following main categories:

® Book (e.g., age at authorship, purpose for writing book, rhetorical features
of the text)

® Family/Home (e.g., location of family home, family size, parental occupa-
tion)

® Personal (e.g., age at diagnosis, attitudes toward disability, personal inter-
ests)

® School (e.g., type of school, reception by other children)

® Reading (e.g., memories of learning to read, perspectives on instructional

practices)

® Writing (e.g., attitudes toward writing, organizational strategies, use of
computers)

® Oral Language/Communication (e.g., reliability of speech, communication
style)

Table 1 includes a sample page from the code sheet for Grandin (1995), showing
how we included both verbatim data and paraphrases of some key ideas in the
preliminary analysis. Code sheets ranged from 3 to 17 pages for the 16 texts we
analyzed formally.

After the preliminary coding was complete, we examined the material by sub-
category across authors to establish themes associated with the main categories.
From the Oral Language/Communication category, for example, we constructed
the idea that explicit talk about norms for social situations could help people with
autism with fairly reliable speech to negotiate social contexts more easily. Data
in the Writing category suggested to us that individuals with autism sometimes
reported struggling with organization in their writing but appreciate explicit
strategies to address these struggles. Reading-coded data led us to conclude that
while some authors reported finding phonics-focused instructional approaches
to be confusing and even pointless, others saw them as comforting and helpful,
often because they were rule-governed.

Our final analytical step was to reread the code sheets to identify themes that
cut across the seven categories. During this level of analysis, the important role of
parents in supporting students’ literacy development was salient in the following
categories: School, Reading, Writing, and Oral Language/Communication. To
explore this theme further, we cut and pasted material related to it into a separate
file; then we sorted and labeled data focused on this topic to create a number
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TABLE 1
Sample Page from Code Sheet for Grandin (1995)

School

Type

Attitude Toward
Parental Interaction with

Nursery school for speech handicapped children at age two and a half, instruction from governess at age three,
normal kindergarten at elementary school where there were only 12—14 kids in a class, liberal arts college,
university

Positive about elementary school, where activities were generally well-structured and hands-on, but whole-class

“The day before I entered kindergarten, Mother attended the class and explained to the other children that they
needed to help me. This prevented teasing and created a good learning environment” (p. 97).

Reading

Beginning/Learning to Read

“I learned to read with phonics and sounding out words, because I was able to understand speech by age three.
Children with more severe auditory processing problems often learn to read before they can speak. They learn
best if a written word is paired with an object because many of them have very poor comprehension of spoken
words” (p. 55).

“My mother spent thirty minutes five days a week for several months teaching me to read” (p. 56).

“I was still a poor reader at age eight, when my mother tried a new approach. Every afternoon after school, I sat
with her in the kitchen and she had me sound out the words in a book. After I learned the phonetic rules and the
sounds, she read a paragraph out loud to me. Then I sounded out one or two words. Gradually, she had me read
longer and longer passages. We read from a real book that was interesting instead of a little kid’s beginning
book. I learned well with phonics, because I understood spoken language. It took me a long time to learn to read
silently, though. Saying the words out loud helped me to keep the sequence organized. I also used to tell myself
stories at night. Saying them out loud gave each story a sequence, which made them seem more real. Even in
high school I would discuss philosophical concepts out loud with myself” (p. 98).

(continued)
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TABLE 1
(Continued)

Reading (continued)

Purposes/Benefits for Reading

Response to Instructional
Approaches

“Many autistic people know that there is something about them that is different, but they don’t know what it is. I
only learned the full extent of my differences after reading many books and carefully questioning many people
about their thinking and sensory processes” (p. 78).

“From reading books and talking to people at conventions, I have learned that autistic people who adapt most
successfully in personal relationships either choose celibacy or marry a person with similar disabilities” (p. 133).

“Mr. Carlock’s training served me well. Later in life, when anxiety attacks were tearing me apart, I was able to
research what medication I needed in the library. Through the Index Medicus 1 found the answers” (p. 99).

“Over time, I have built up a tremendous library of memories of past experiences, TV, movies, and newspapers to
spare me the social embarrassments caused by my autism, and I use these to guide the decision process in a
totally logical way. I have learned from experience that certain behaviors make people mad.... Using my
visualization ability, I observe myself from a distance. I call this my little scientist in the corner, as if I'm a little
bird watching my own behavior from on high” (p. 137).

“When two people are talking at once, it is difficult for me to screen out one voice and listen to the other. My ears
are like microphones picking up all sounds with equal intensity. Most people’s ears are like highly directional
microphones, which only pick up sounds from the person they are pointed at. In a noisy place I can’t understand
speech, because I cannot screen out the background noise. When I was a child, large noisy gatherings of relatives
were overwhelming, and I would just lose control and throw temper tantrums. Birthday parties. . . .
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TABLE 2

Summary of Authors’ Attention to Parents’ Role in Literacy Development
Significant Attention to Some Attention to Parents’ Role No Explicit Attention to Parents’
Parents’ Role in Literacy in Literacy Development Role in Literacy
Development Development
Blackman (1999) Barron and Barron (1992) Jackson (2002)
Grandin (1995) Gerland (1996) Newport (2001)
Hall (2001) Prince-Hughes (2004) O’Neill (1999)
Mukhopadhyay (2000) Sellin (1995) Willey (1999)
Shore (2001) Williams (1992) Williams (1994)

Willey (2001)

of assertions about parents’ roles, the most important of which are reported
below. In 6 of the 16 books in our sample, authors discussed receiving what we
saw as significant assistance or support from a parent, most often a mother, in
some aspect of literacy learning as we defined it. Another five books included
minor mentions—two or three paragraphs of material—of a parent’s role in their
literacy learning, while five books did not contain any identifiable references to
parents’ roles with literacy at all. Table 2 contains a table summarizing these
patterns related to parents for the books in our sample. We discuss the main
themes we identified for the 11 books in the first two categories in the next
section.

FINDINGS

Analysis of the autobiographies in our sample revealed that parents played
various roles in supporting literacy development for their children with autism
spectrum labels. Some of these roles were similar to those previously docu-
mented in the research literature about parental involvement. For example, a
number of authors wrote about the importance of their parents’ communication
with their teachers. Lucy Blackman (1999), the young woman with autism
whom we described in the opening of this paper, wrote about how her mother
and her teachers exchanged a home-school journal over five years that detailed
Lucy’s activities and behavior in each location. According to Blackman, these
“message books” contributed greatly to her comfort as a learner: “Because of
this interchange ... I never felt as lost as I had in my previous schools because
writing in the message book was part of the teachers’ daily routine” (pp. 57—
58). Before Temple Grandin (1995), an American woman with autism who
has achieved international recognition as an animal scientist, began school, her
mother met with her teachers, discussed options, and visited Temple’s future
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kindergarten peers to explain how they could help Temple. As Temple saw it, her
mother’s initiative “prevented teasing and created a good learning environment”
(p. 97).

Authors in our sample also described how their parents modeled reading,
writing, and viewing (Blackman, 1999; Mukhopadhyay, 2000; Shore, 2001;
Williams, 1992). Although Lucy Blackman’s mother was the parent who worked
most closely with Lucy on her writing, her father modeled pleasure reading of
both novels and newspapers, and Lucy reports learning about current events
and print literacy from the quiz shows “favored by Dad, because there were
clear words shown on the screen which the announcer or presenter emphasized”
(Blackman, 1999, p. 14). Initially intimidated by the voracious reading done by
other members of his family, Sean Barron, a young man with an autism label,
eventually decided to join them in their preferred activity:

Last December I said to Mom, “Could I have some books for Christmas?” Before
that I always thought: Why bother trying to read when everyone else in my family
has read thousands of books and I'll never catch up even if I read twenty-four
hours a day for the rest of my life! Suddenly I realized I didn’t have to catch up,
that I didn’t have to compare my accomplishments to theirs. I saw that I was only
denying myself education and pleasure. Since then I read all the time and love
discussing books with my mother. (Barron & Barron, 1992, p. 256)

The memoirs and autobiographies also described how parents made literacy-
related resources available to their children at home, another practice described
in the literature on parental involvement and literacy (Neuman & Celano, 2001).
Some parents created materials designed to help their children learn about
letters and sounds (Gerland, 1996; Grandin, 1995; Mukhopadhyay, 2000). Others
bought or borrowed books for their children on school-related topics or topics
of interest (Blackman, 1999; Hall, 2001; Mukhopadyay, 2000; Sellin, 1995). Of
particular note were reports by some authors that their parents gave them texts
meant to help them reflect on and deal with the difficult dimensions of life with
autism. Sean Barron’s mother gave him a copy of This Boy’s Life, a memoir by
Tobias Woolf, and he reported finding it “a revelation—the author had grown
up isolated and misunderstood, filled with the same raging anger and attraction
for violence that I'd felt. I was autistic and he wasn’t, but his feelings were
so very much like mine” (Barron & Barron, 1992, p. 256). Similarly, Stephen
Shore (2001), an American musician with an Asperger syndrome label, wrote
about his mother sharing a book on autism that he found helpful:

[She] called to tell me about a book on autism she had just read. She was reluctant
to tell me about it because she was afraid that if I read it I might feel bad about
myself. I told her that I would read the book and at least find out more about
myself and reassured her that [ was willing to take on any risks of feeling bad
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about myself. The book was Thinking in Pictures and Other Reports from My Life
with Autism by Dr. Temple Grandin. As usual, my mother had made annotations
in the book where certain traits Dr. Grandin described pertained to her. I went
through the book and did the same but in another color.

As I read the text, I felt that Temple Grandin validated feelings I had about
myself. The sleeping dragon of autism awoke and I began to read other texts on
the subject at used bookstores with a trusted friend of many years who is also
interested in psychology and cognitive development. (p. 139)

In addition to interactions that parallel those described by literacy-focused re-
search on parents and children, both with and without disabilities, we constructed
several less predictable themes related to parents’ roles from the autobiographical
data. These include (a) parents’ persistence in following small cues related to
literacy development, (b) their use of literacy to make social codes explicit, and
(c) their strategic employment of support to ensure their children’s success with
literacy while increasing challenges over time. Each is discussed below.

Parents Are Persistent in Following Small Cues

A number of authors, particularly those lacking reliable speech, reported that
their interest in—and often their competence with—Iliteracy was often difficult
to discern for people who did not know them well. Their parents, however, were
usually able to sort through distracting or even contradictory data to identify
opportunities for literate engagement, celebrating even the smallest indications
of progress and making sensitive adaptations as needed. One example of this
parental persistence comes from Lucy Blackman (1999): “[My mother] still was
not sure whether I could store narrative long enough to read a full-length novel.
To date I had yelled every time she had tried to get me to sit still while she
turned pages, and when I picked up a book I read what was on the open page
in front of me, and then just fanned through the leaves” (p. 121). Convinced
that her daughter had both the desire and the ability to sustain interaction with
text but that her sensory difficulties prevented her from doing so, Lucy’s mother
boxed Lucy into a corner of the sofa with her body, put a book across both their
laps, and moved Lucy’s hand to help her track the print. Lucy later described the
discovery of this position, which led to her becoming an avid reader of novels,
as “wonderful for me because I always feel so much more competent when I
am squashed” (p. 121).

The same theme played out in the largely third-person autobiography of Tito
Mukhopadhyay (2000), an 11-year-old Indian boy with autism whose mother, a
trained elementary teacher, dedicated countless hours to his acquisition, first of
written literacy and, later of speech. The following extended excerpt from Tito’s
book Beyond the Silence, which served as the basis for a BBC documentary,
demonstrates the degree of her patience and persistence:
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His mother insisted that he should write. She brought him a pencil and a paper.
She drew a line. The boy showed reluctance to hold the pencil. Any new activity
terrified him. He kept his grip on the pencil so loose that every time his mother
gave it to him, he dropped it.... But mother was equally stubborn. She tied the
pencil to his hand with a rubber band, so that he could not shake it off. She kept
him sitting in the same place, until he drew the lines. By the end of the day, the
boy was drawing not only horizontal lines, but vertical lines too. A notebook was
given to him and he soon filled it up with lines. But there was more to be done.

He needed to move onwards. He needed to write.

The next thing his mother did was to paste pictures from magazines. She insisted
that the boy should point on the board of the alphabet first and answer questions,
then write the answer by copying the alphabet as he pointed.

The problem was seen. He was unable to copy and mother was throwing a
tantrum. She was not ready to give up.

“Let me hold your shoulder like I used to when you started pointing and
communicating,” she said, trying to find a way.

This time it was easy for the boy to write, as he could feel the presence of the
hand, his own hand linked to his body, at the shoulder point, where his mother
was holding him. (p. 32)

What makes these and other examples like them so striking is not just that
parents believed their children could learn literacy but that they held this belief,
and grounded daily interactions with their children in it, sometimes even in the
face of considerable opposition to that belief from their children’s teachers. For
instance, Stephen Shore’s parents were told by his second-grade teacher that
he could not read “and that something had to be done.” According to Shore,
his parents were “taken aback at this comment as they had seen me read the
newspaper at home” from a very early age (Shore, 2001, p. 55).

Parents Use Literacy to Make Social Codes Explicit

A common characteristic of people with autism spectrum labels is difficulty in
intuiting the “rules” of language-mediated social situations. To address this issue,
a number of parents used strategies specifically designed to help their children
rehearse unfamiliar situations and/or practice new kinds of social behavior. For
instance, Liane Willey (2001), a woman with Asperger syndrome, constructed
the following explicit rules to help her daughter, who also has an autism spectrum
label, negotiate social interaction:

® When in doubt, think it but don’t say it.
® [If you don’t have something nice to say to someone, do not say anything
at all.
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® Write in your journal when something really bothers you, rather than
exclaiming it to the world. Then bring your journal home and let Mom
and Dad help you figure out what to do with the thought. (p. 41)

While the language of these rules may not differ all that much from guidance
shared by parents of children who lack an autism label but have a tendency to
speak their mind, what is different is Willey’s explicit instruction to her daughter
around the use of print literacy—a reflective journal to be shared and processed
with a parent at home—to curb verbal outbursts that might be hurtful to others
in unintentional ways.

Other authors wrote about how their parents integrated oral and written
literacy in attempts to promote more satisfying social interaction. Ten-year-
old Kenneth Hall (2001), a student from Northern Ireland with an Asperger
syndrome label, reported engaging with his mother in drama therapy that allowed
him to use his favorite fictional texts as behavioral scripts:

Sometimes in drama with Mum we do a role play situation where I am a very
spoilt cheeky brat who won’t do anything I am told at all and I want everything my
way. A bit like Draco Malfoy from the Harry Potter books. Mum plays a harassed
mother who completely spoils me to try and get me to keep quiet. This can be
really good fun. (p. 76)

According to Hall, who learned to read easily but struggled with some aspects of
oral communication, interactions with his mother, including what they came to
call the Clear Speech Game, helped his oral language become more intelligible
while providing other benefits: “I know I have definitely made progress with
interrupting, because I used to find it extremely difficult not to interrupt, and
now I only find it moderately difficult” (p. 78). While Hall’s account suggests
that these literature-based activities did not solve his communication problems
entirely, they appear to have made him more metacognitive about his difficulties
and to have grounded the work that he and his mother pursued in a sense of fun
and language exploration.

Parents Gradually Increase Literacy Challenges
for the Learner

A number of authors in our sample also reported parents’ use of approaches to
support literacy at home that reminded us of Pearson and Gallagher’s (1983)
gradual release of responsibility model, an instructional framework that de-
scribes how teachers and students share responsibility for a learning task as
they move from teacher modeling and guided practice to independent practice
and ultimately application. Most of the parents described in the autobiographies
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appear to have made tasks manageable for their children’s current skill levels
and adjusted those levels of support as their children gained competence. One
example of this trend comes from Tito Mukhopadhyay’s (2000) book, in which
he described how his mother’s habit of reading aloud to him (an approach
that evolved over time into choral reading) built a foundation for his eventual
independence as a literacy learner:

Mother’s voice was the main source of learning. Mother had to read out everything
from text books to story books because I could not keep my eyes on any page
for a long time. However, we need to improve our performances and cannot stay
where we are. [A teacher] helped me to learn how to read.... When she read, I
had to naturally follow the words in order to keep pace with her speed. Slowly my
concentration improved and I could keep my eyes fixed on a page without getting
distracted. Mother practiced it at home and within a month I read a two hundred
page book, reading about seven pages a day, reading in chorus with my mother.

®-75)

In her memoir, Thinking in Pictures—the same book referenced by Stephen
Shore (2001)—Temple Grandin described her mother’s key role in helping her
to “crack the code” through 30 minutes a day of carefully sequenced reading
intervention over several months:

I was still a poor reader at age eight, when my mother tried a new approach. Every
afternoon after school, I sat with her in the kitchen and she had me sound out the
words in a book. After I learned the phonetic rules and the sounds, she read a
paragraph out loud to me. Then I sounded out one or two words. Gradually, she had
me read longer and longer passages. We read from a real book that was interesting
instead of a little kid’s beginning book. I learned well with phonics, because |
understood spoken language. It took me a long time to learn to read silently,
though. Saying the words out loud helped me to keep the sequence organized.
(Grandin, 1995, p. 98)

Grandin points out in an earlier book that her mother’s incremental attention to
progress was only part of the secret to her growing confidence as a reader. The
other crucial ingredient was her mother’s assumption of her maturity, both in her
selection of texts (“real” books that were “interesting”) and in her orchestration
of the social context surrounding the instruction:

She improved my reading skills by having me read aloud and sound out the words,
and she made me feel grown-up by serving me tea. I realize now that the drink was
hot lemon water with a tea flavor, but at the time it was pure, grown-up tea. She
helped me educationally and raised my self-esteem. (Grandin & Scariano, 1986,
p- 37)
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Grandin’s mother, like most parents described by these authors, appears to have
understood that developing an identity as a literate person—an identity that is
shaped through social interaction with others—was just as important for her
child as acquiring discrete literacy skills.

DISCUSSION

While the importance of parental support in the overall learning of children with
disabilities is well known, what has not been clear to date is the significance
of the roles played by parents of children with autism spectrum labels in those
learners’ literacy development, often by employing methods more responsive
and systematic than those typically used in school. Some of these literacy-
related interventions (e.g., the shared reading reported by Mukhopadhyay) are
not dramatically different from those typically used by parents, though the
commitment of time and energy that parents of children with autism make
to engaging in them over time is perhaps unusual. Others, however (e.g., the
physical positioning employed by Blackman’s mother as they read on the sofa),
depart significantly from the practices common to most families, making them
of interest to school-based practitioners and literacy researchers.

The autobiographies we reviewed showed parents to be skilled at judging
how much support to provide for a given literacy task. At first, they offered
explicit instruction, sometimes requiring that their children mimic their actions
immediately after the modeling took place. As their children became more
proficient, however, parents relinquished more of the responsibility, insisting on
greater independence at home and in some cases at school, when they thought
that teachers weren’t expecting enough of their children. The parents who were
most active in supporting their children’s literacy identified small, in some cases
almost imperceptible, signs of progress and built on them, engaging their chil-
dren in many repetitions of a task (e.g., handwriting a letter, typing an answer to
a worksheet question, generating a story from a picture, responding appropriately
to a greeting) until the learner gained control over it. They designed innovative
reward systems with their children that were tied specifically to individual tastes
and needs (e.g., the opportunity to stay in pajamas all day after handwriting
practice, at one cent per word written) and used them judiciously, adjusting
the rewards as their children’s needs changed. In a number of cases, parents’
support for their children’s literacy development appeared to be embodied, not
just verbal. They made rules for social interaction explicit with their language,
but they also provided physical cues for oral and written literacy—Iliterally taking
their children by the hand to demonstrate writing, pushing them slightly to
initiate oral language, flipping the keyboard over to “interrupt” a writer stuck
on one train of thought, and so forth. These intimate acts helped to mediate
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literacy for their children, addressing the confusion some of these authors often
associated with communication in ways that we suspect verbal intervention alone
would not.

On some levels (e.g., the reward systems, the repetition), the approaches these
authors reported their parents using are reminiscent of behaviorism (Skinner,
1976)—an educational philosophy with which many parents of children with
special needs in the Western world would undoubtedly be familiar (Kluth,
2003). Parents seemed to ascribe to the notion that practice with a behavior
could make it perfect—that being guided to act in a particular way even before
the learner could understand why he or she was doing so might be a crucial
step in acquiring new ways of being literate. In this way, parents appeared to
be building students’ automaticity (LaBerge & Samuels, 1974) with some key
literacy-related behaviors.

In other crucial ways, however, these parents’ approaches reflect the best
of Vygotskian-influenced socio-cultural theory (Moll, 1992) and perhaps even
conceptions of critical literacy that frame literacy as a political act, one to make
change in the world (Freire, 1987). The authors whose work we analyzed report
that their parents were steadfast in the belief that their children could learn
to read, write, and communicate, even in the face of evidence that might have
discouraged someone less committed to this idea (or less committed to a specific
child). A number of these accounts, particularly those authored by people with
less reliable oral communication, position their parents as the ultimate daily
enactors of the “presume competence” philosophy outlined by Biklen (2005)
and his colleagues (Biklen & Burke, 2006; Kliewer, Biklen, & Hendrickson,
2006). These parents appeared to operate from the assumption that what their
children could do with them today, at home, with considerable support, they
could do in a wider setting in the future, if that support were faded over time
and paralleled by partner teachers. Such optimism combined with what might be
called theoretical eclecticism in choosing their day-to-day approaches to literacy
support yielded results, the most tangible of which might be the autobiographies
themselves.

Limitations

We see these findings as helpful in advancing preliminary knowledge about liter-
acy development for students with autism. At the same time, the findings should
be approached cautiously, as the study was conducted on a small scale, involving
fewer than a dozen autobiographies that had direct attention to parents’ roles in
literacy. Also, the nature of the data sources, authored over a 12-year period by
individuals living in five different countries, meant that we could not conduct
interviews with participants to fill in gaps in our understanding or to clarify
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ambiguity. Furthermore, as we discussed in a previous section, autobiographies
and memoirs as a genre present their own interpretive challenges.

Another limitation is related to the authors’ status as exceptionally literate
people (albeit people whose abilities to communicate orally range widely). Indi-
viduals with the skills and motivation to write a book are likely not representative
of the overall population on the autism spectrum, so we cannot assume that their
experiences and perspectives will be shared by others with the same label. We
don’t see it as a flaw of the research that we gathered data about and from
people, both the authors and the parents, whom we see as extraordinary on
several levels. After all, there is a rich tradition in literacy research of studying
proficient readers’ strategies to understand what kinds of instructional support
needs to be provided for all learners to attain that proficiency (Dole, Roehler,
Pearson, & Duffy, 1991; Wilhelm, 1997). However, it is worth noting that others
who adopt these parents’ approaches may achieve significantly different results,
depending on any number of factors.

Implications for Practice

Despite these caveats, we hope that the themes we have identified, and the
practices we have described, will validate parents’ efforts, encouraging them
to continue with their literacy-related work and increasing the repertoire of
strategies available to them for supporting their children’s development in ever
more sophisticated ways. We also hope that our results will prompt teachers
of students with autism spectrum labels to reach out to parents systematically,
seeking their insights about approaches to literacy instruction that work at home
and attempting to make students’ literacy experiences at school as congruent
as possible with their successes at home. We were personally inspired by these
authors’ accounts of their parents’ literacy-related aspirations for them; we think
that other teachers will be, too. For that reason, we urge teacher educators
to incorporate the reading and discussion of some of these narratives into
coursework for preservice teachers or professional development sessions for
in-service practitioners who have high expectations for all students’ literacy
learning as their goal.

Since individuals with autism present unusual, often idiosyncratic, needs
as learners, however, we caution against trying to convert these findings into
prescriptive advice for either parents or teachers. What worked for one parent to
support the literacy development of one child with autism at one time may fail
miserably for another, even when the learners’ profiles appear on the surface
to be similar. Instead, we advocate that both teachers and parents interested in
promoting literacy view our results, as well as the individual ideas contained
within each of the books we analyzed, as hypotheses to be tested in the context
of interaction with a particular learner with an autism spectrum label.
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Implications for Further Research

As we’ve discussed, this study should be seen as preliminary, offering provisional
insights that need to be explored further in the context of face-to-face interactions
over time with students with autism-spectrum labels and their families. Although
we learned a good deal from analyzing the literacy-related messages that existed
in these autobiographies, there were many moments during the study when we
wished we could ask an author, or a person described by that author, to provide
more detail about a comment or to explain his or her thinking. Interviews with
people with autism and/or their parents would allow for this dynamic between
researcher and participant in ways that textual analysis could not. Supplemented
with participant observation of parents’ literacy-related interactions with children
on the autism spectrum, interviews such as these would provide even greater
insights.

To maximize the potential of this in-person data collection, however, we
believe researchers will need to use multiple methods, as well as develop close,
collaborative relationships with the families who participate. Because of what
Biklen (2005) calls “the big disconnect” (p. 54), that is, the impossibility of
understanding what a person with autism is thinking and feeling from obser-
vation alone, we believe those studies should rely on methods that document
participants’ language and behavior at a given time and then subsequently
invite reflection and interpretation of that data by the participants and their
family members. More than a “member check” as qualitative methods textbooks
typically define it, this process will need to be ongoing and dialectical in
nature to allow a researcher or research team access to thoughts, feelings,
and actions that might otherwise be impenetrable for a detached outsider. In
addition to asking individuals with autism and their family members to share
their own literacy-related perspectives and practices, researchers might consider
sharing some of the most notable examples of literacy support from published
autobiographies and asking participants to comment on them. In this way, the
autobiographical literature might serve as a catalyst for research talk while,
perhaps, simultaneously offering participants new ways of promoting literacy
that might enhance their lives together.
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