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ABSTRACT

Developing collaborative partnerships with new Canadian families of children
with disabilities requires that educators understand the cultural foundation of their
professional practice. To address this need, | interviewed five new Canadian families of
children with disabilities, regarding their perspectives on the process contributing to
effective family-professional partnerships. The intent was to listen to the families’ real-
life stories. In addition, three focus groups were conducted with educators and
administrators to document the perspectives of school professionals regarding positive
partnerships.

The interviews and focus group results were interpreted from the point of view of
existing literature about partnerships between families and school professionals.
Recommended practices were identified and provided a framework of principles for
professional behavior and attitudes essential for positive partnerships with families. The
recommended practices were organized into four broad themes: (a) communication, (b)
cultural reciprocity, (c) professional knowledge and practice, and (d) advocacy. In
general, the interviews suggested that educators can develop culturally reciprocal
partnerships with the families by helping new Canadian families of children with

disabilities acquire “cultural capital.” While more exploration of families’
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perspectives is still needed, the outcomes of this study can serve as dialogue between
educators and new Canadian families, a measure that will enhance the quality of home-

school partnerships.
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CHAPTER |

RATIONALE FOR STUDY

The mandate in special education requires educators to involve parents of
students with disabilities in the educational decision-making process (Manitoba
Education, Citizenship and Youth, 2006). However, there is a gap between
recommended practice and reality in providing positive home-school partnerships
(Blue-Banning, Summers, Frankland, Nelson & Beegle, 2004; Kalyanpur, Harry,
& Skrtic, 2000; Lynch & Hanson, 1997; Turnbull & Turnbull, 2000). One reason
for the gap between recommended practice and the implementation of those
practices may be the lack of understanding by educators of the “meaning” of
home-school partnerships. The purpose of this study was to explore the
question: What are the recommended practices associated with successful
partnerships from the perspective of new Canadian families of children with
disabilities and educators?

Banks (1997) has stated that cultural identity is dynamic, and that no two
families share the same values or levels of acculturation. Along the same line,
educators possess values, attitudes, knowledge of resources and recommended
practices, previous experiences, and training and skills, which they bring to their
professional role (Bruder, Harbin, Whitbread, Conn-Powers, Roberts, Dunst, Van
Buren, Mazzarella, and Gabbard 2005). Developing culturally reciprocal

relationships with families, involves “an understanding of each family’s
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uniqueness and the recognition that the relationship is an outcome of the
interaction of all the variables of cultural identity of both the family and the
professional” (Kalyanpur & Harry, 2004; p. 532).

Any terminology intending to describe a group that has been marginalized
is controversial, which is as true for people with disabilities as for ethnic groups
(Harry & Klingner, 2006). Aware of the sensitivity of this process, | wrestled to
reach a decision on appropriate terminology to use in this research study. After
considering as alternatives “culturally and linguistically diverse”, “minorities”,
“immigrants”, and “refugees”, | decided on two references, “new Canadians”
and “newcomers”. The focus of this study is the experience of new' Canadians
in negotiating the special education system in Canadian schools

In this chapter, | outline the concept of home-school partnerships. Then, |
introduce the notion of disability as a socially constructed concept, and present
definitions of culture and ethnicity. Next | introduce theoretical frameworks that
concern home-school partnerships and cultural awareness. This leads to the
question that | developed about recommended practices associated with
successful partnerships from the perspective of new Canadian families of
children with disabilities and educators.

Disability as a Socially Constructed Concept

Kalyanpur and Harry (1999) observe that the conditions included in the
term disability vary in different contexts and that diagnosis of specific disabilities
is subjective and culturally derived, as are the findings about the severity, impact

and response to those conditions. The most substantial change in the
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understanding of disability is not in the realm of clinical services but in the
research literature that finds that while disability is universal, there is distinct
variation in how cultures interpret disability (Groce, 1999).

Families of children with disabilities from diverse cultural and linguistic
backgrounds may have perspectives towards the etiology and treatment of
disabilities that differ from the North American biomedical model. Fér instance,
the same problem may not be perceived as a disability in different societies
(Kalyanpur & Harry, 1999). Family members’ beliefs about the cause of their
child’s disability influence their expectations about their child’s behaviour, their
goals for their child, and their involvement in special education services.
Traditional cultural patterns have been described for particular groups, such as
the belief that conditions such as epilepsy are reflections of spiritual phenomena
within the individual (Fadiman, 1997).

Concepts of Culture and Ethnicity

Culture is a complex construct that is often used interchangeably with race
or ethnicity. It is important to first define culture and point out its relationships to
these related concepts. Carter and Qureshi (1995) define culture as “a learned
system of meaning and behaviour that is passed from one generation to the
next” (p. 241). According to Sodowsky, Kwan & Pannu (1995) in every culture
there is a “set of people who have common and shared values; customs, habits
and rituals; systems of labeling, explanations, and evaluations; social rules of
behaviour; perceptions regarding human nature, natural phenomena,

interpersonal relationships, time, and activity; symbols, art, and artifacts; and
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historical developments” (p. 132). Based on this definition, culture comprises an
identifiable pattern of behaviour exhibited by people in response to diverse
phenomena in their environment, and the meanings they attach to that
encounter. Because a culture is learned, it varies over time. However, culture
has certain constant features, including language, which characterizes it from
other cultures.

Culture, as defined by Misra (1994) is the “collective beliefs and
knowledge that govern social behaviour. Culture includes the language of the
people, their standards and perceptions, the ways in which they display anger or
joy, and the gestures they use during a conversation.” Banks and McGee Banks
(2003) suggest a more fluid and less discrete way of thinking about cultural
identification applicable to multicultural societies such as Canada, in which there
is a “shared core culture as well as many subcultures” (p. 7). This concept
offers a complex image of macro and micro levels of culture with the
macroculture being an overarching framework that includes many microcultural
groups. Consequently, the cultural identity of an individual may indicate features
of the macroculture as well as his or her microculture. Banks and McGee Banks
(2003) see the essence of a culture not in its artifacts, food or clothing, but how
the members of the group interpret, use, and perceive them. According to the
authors, it is the attitudes, values, and beliefs that distinguish one group from
another.

Ethnicity is used to describe a group defined by a common nationality,

culture or language. Ethnicity itself does not constitute culture. However, it may
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be that associative ethnic interactions contribute to the transmission of culture
(Betancourt & Lopez, 1993). Wright (1983) in explaining the difference among
these terms, states that, “Ethnic groups will be so defined if they share a
common sociohistory, have a sense of identity of themselves as a group, and
have common geographical, religious, racial and cultural roots. The central core
of each ethnic group, welding it together with the thread of belief, styles of being,
and adapting, is culture” (p. 5). |

Despite the realization that there are multiple cultures for ethnic and racial
groups, the perception remains that there is a universal culture. Culture specific
information does not apply to all individuals within a racial or ethnic group
category. By making assumptions, inaccurate conclusions can lead to
stereotyping and misinterpreted findings. Even though many researchers
acknowledge the limitations of cultural characterization, they still proceed to
make them. The dilemma lies in the question posed by Tatum (1997): “How can
I make the experiences of my Latino, Asian, and Native students visible without
tokenizing them?” (p. 132). She concludes that “a sincere, though i_mperfect
attempt to interrupt the oppression of others is usually better than no attempt at
all” (pp. 132-133).

Theoretical Models

A strong theoretical basis for promoting home-school partnerships is
derived from two theories: the family systems theory (Turnbull & Turnbull, 1990),
and Bronfenbrenner’s (1979) ecological theory. The family systems theory

focuses on understanding related aspects of the family in order to meet the
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needs of both the family and the individuals within it (Turnbull & Turnbull, 2001).
A primary feature of the ecological theory is its distinctions among environmental
influences that are organized hierarchically — micro, meso, exo, and macro
(Bronfenbrenner, 1979). The ecological perspective views the child as part of a
family which is connected to community resources ,to extended family, to a social
support network, and to ethnic, cultural, and religious factors. The ecological
model explains development as a joint function of environmental influences and
child characteristics.

In addition, | have considered two theoretical frameworks that examine
cultural influences. Bourdieu (1986) referred to “cultural capital” as resources
and information which contributes to a person’s symbolic and material wealth,
status, and power. Acquiring cultural capital about the special education system,
would “empower parents to become effective partners in the educational
decision-making process for their child” (Kalyanpur & Harry, 2004, p. 532). The
sociocultural theory, drawing mainly on the insights of Vygotsky, defines and
supports a pedagogy for conceptualizing cultural differences, and the possibilities
for creating partnerships between families of children with disabilities from
diverse backgrounds and school professionals (Lim & Renshaw, 2001). These
theoretical frameworks will be interpreted more thoroughly in chapter two.

Significance of the Study

My interest in family-professional partnerships began when | was a special

education resource teacher in inner city schools. An important elemént of the

philosophy | took to the schools | worked in, was a strong belief that
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communication with the families of children with disabilities was extremely
important. However, quite often | realized that not only were there barriers and
missed opportunities to communication by the family, but also by the educators
and administrators.

This study is an extension of my Master’s Thesis “Establishing
Partnerships with Families of Children with Disabilities from Culturally and
Linguistically Diverse Backgrounds”, completed in 2003. In the qualitative study,
[ conducted interviews with six families of children with disabilities from culturally
and linguistically diverse backgrounds, concerning their child’s education,
including the expectations with respect to the roles of both home and school.
Factors were identified which affected their participation in their children’s
education. In the present study, | compared the perspectives of both families
and school professionals regarding effective partnerships.

Research and legislation from the United States dominates the review of
the literature concerning partnerships between families and school professionals.
The concept of collaborative partnerships between parents and schools in the
design and implementation of special educator programs is one of six principles
of the Individuals with Disabilities Act (IDEA) (Turnbull & Turnbull, 2000). This
research was designed to examine recommended practice in Manitoba
legislation: Appropriate Educational Programming in Manitoba: Standards for
Student Services and the recent Bill 13 legislation focus on the right of all
students to “appropriate educational programming” (Manitoba Education,

Citizenship and Youth, 2006, p. 5).
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Purpose of the Study

Given these interests and concerns, both personal and professional, in
this study | conducted interviews with families of children with disabilities from
diverse backgrounds, as well as educators, regarding their perspectives on the
process contributing to effective home-school partnerships. Two research
questions guided this inquiry: What are the recommended practices associated
with successful partnerships from the perspective of new Canadian families of
children with disabilities and educators? How do the perspectives of families and
educators compare? Implications of these findings for designing new directions
for models to support more effective partnerships between families and
educators are presented.

Organization of the Study

In chapter one, | provide a rationale for the study, Connecting'the concepts
of culture, ethnicity, and disability. A theoretical framework concerning home-
school partnerships is introduced. A review of the literature is presented in
chapter two, including the significance of partnerships in research and legislation.
| explore theoretical models as a focus for partnerships between families of
children with disabilities from diverse backgrounds and educators. The research
methods are described in chapter three. In chapter four, | describe the five new
Canadian families who participated in this research study. In chapter five, the
results of the interviews and the focus groups are presented. Finally, in chapter
six, | discuss the findings and their implications for practice and for future

research.
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CHAPTER I

LITERATURE REVIEW

A thorough, sophisticated literature review is the foundation and
inspiration for substantive, constructive research (Boote & Beile, 2005). Boote
and Beile (2005) emphasize that a researcher cannot perform significant
research without first understanding the literature in the field, the strengths and
weaknesses of existing studies, and their relevance. Shulman (1999) defines
generativity as the ability to build and learn from prior research and scholarship
of researchers who have preceded us.

The literature review sets the comprehensive context of the study, clearly
defining the scope of the research and situating the existing literature in a
scholarly and historical context (Boote & Beile, 2005). By not only reporting the
results of the existing literature, but also critically examining the research
methods used, the researcher is able to determine what still needs to be learned
and accomplished in a way that allows for a new perspective. A good literature
review is the basis of both theoretical and methodological insight (Boote & Beile,
2005).

Based on this premise, the review of the literature includes four main
areas. Both families and educators bring to an interaction a set of beliefs and
attitudes within their own ecological realm that affects how they understand the

concerns that they encounter, which dictates the solutions they arrive at. | begin
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with the historical background of partnerships, and continue with an examination
of the different theoretical perspectives, including ecological, sociocultural, family
systems, and cultural capital that have influenced home-school partnerships.
Drawing on perspectives, theories, and research methodology from other fields
of study is integral to understanding home-school connections. Although the
ecological, sociocultural, and family systems theories provide a framework for
home-school partnerships, using cultural capital theory has the potential to
increase the knowledge base that allows us to consider issues that would impose
successful partnerships for new Canadian families with children with disabilities.
Next, | synthesize and critically analyze prior research in the area of home-school
partnerships. | focus on barriers to participation, and suggest the need to
incorporate approaches that allow educators to recognize the cultural
foundations of their practice towards more effective partnerships with families. |
discuss Manitoba’s recently mandated legislation to provide “appropriate
programming and services “ (Manitoba Education, Citizenship and Youth, 2006),
that meet the individual needs of every student in the most inclusive
environment. | examine the guidelines and policies concerning parental
involvement and effective partnerships. From a practical perspective, the
population of Canada is becoming increasingly diverse, which, in turn, results in
classrooms becoming increasingly diverse. The final section of the literature
review discusses Canadian trends in immigration, and entrance procedures for

individuals with disabilities.
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The Framework for Partnerships

Evolution of Partnership Models

Historical accounts of families of children with disabilities are important to
better understand the need for family-school partnerships. Proponents of the
eugenics movement (1880-1930) viewed parents as the underlying genetic
cause of their child’s physical, emotional, or intellectual disability (Turnbull &
Turnbull, 1990). Beginning in the 1930s, parents began to organize local parent
support groups which, in turn, generated national organizations. From the 1950s
to the 1970s the medical model supported an authoritative role for professionals
discouraging initiative on the part of parents and creating a culture of
dependence (Fine & Gardner, 1994). Parents were expected to accept and
implement the treatment programs prescribed by professionals.

The psychotherapy model most prevalent is the 1950s and 1960s,
assumed parental pathology in the discovery of their child’s “deficits” (Turnbull,
Turbiville, & Turnbull, 2000). This model focused on helping the parent through
the “grief cycle” to emerge as accepting of their child’s disabilities and if
necessary, placing him or her outside the home (Wolfensberger, 1967). The
professional was the primary decision-maker in this model, with control over
diagnosing treatment, and decisions about best outcomes for the child and family
(Skrtic, 1995). This “power-over” approach was especially problemlatic for
families from culturally and linguistically diverse backgrounds (Turnbull &

Turnbull, 2002).
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The parent training/involvement model from the 1960s to the 1970s was
based on an assumption that the family environment was partially the cause of
the child’s disabilities. Parents were provided with training to improve their
child’s learning environment (Turnbull et al, 2000). The focus remained on the
professional as the primary decision-maker.

The family-centered model introduced in the 1980s, was more of a
“power-with” relationship, in which families and professionals shared power
(Turnbull & Turnbull, 2002). Family choice was honoured, and family strengths
were recognized in developing and implementing early intervention (Turnbull et
al, 2000).

The collective empowerment model expands the concepts of family
centered programs to expand the capacity of families, professionals, and the
broader community to access resources and make choices. Power is redefined
as access to resources rather than control; it is conceptualized as capacity
building for all participants (Turnbull et al, 2000).

Home-School Collaboration

Home-School collaboration is very important as a means of improving
education for all students. Friend and Cook (1996) define interpersonal
collaboration as “a style for direct interaction between at least two coequal
parties voluntarily engaged in shared decision making as they work toward a
common goal” (p. 6).

Turnbull and Turnbull (2001) refer to collaboration as “the dynamic

process of families and professionals equally sharing their resources in order to
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make decisions jointly” (p. 13). Thousand, Villa, Paolucci-Whitcomb, and Nevin
(1996) discuss collaboration as an essential element in the successful
development of partnerships between schools and parents, enabling schools to
meet diverse student needs through shared expertise, such as: (a) shared
ownership of problem definitions and solutions, (b) shared knowledge and
expertise, and (c) increased cohesiveness and willingness to work together on
future projects. Parents should be included in decisions affecting their children
both on ethical and professional grounds, and because family members provide
valuable information regarding a student’s language skills, behaviours at home,
and school background (Gersten, Brengelman & Jimeniz, 1994).
Theoretical Perspectives of Home-School Partnershipé
Early theories of learning charted new unexplored territory. They provided
experimental paradigms for research and introduced basic constructs that could
be studied scientifically (Gredler, 2005). As the 21 century unfolds, Canada’s
changing population challenges both educators and the workplace. Each of the
four theories that are discussed, the cultural capital theory (Bourdieu, 1986), the
sociocultural theory (Vygotsky, 1987), the family systems theory (Turnbull &
Turnbull, 1990), and the ecological theory (Bronfenbrenner, 1979) address
particular issues relevant to home-school partnerships.
Cultural Capital
Consideration of cultural capital is an important component of a holistic
theoretical framework from which to examine home-school partnerships,

particularly for new Canadian families of children with disabilities. Based largely
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on the work of French sociologist, Pierre Bourdieu, (1930-2002) educational
researchers have examined the unequal distribution of power and status among
various populations as it relates to acquiring education (Harker, Mahar & Wilkes,
1990). Bourdieu (1986) focused on class based structures and inequity, and
identified three types of capital, known as human, cultural, and social, which
contribute to a person’s abilities to acquire symbolic and material wealth, status,
and power in society (Trainor, 2008).

Human capital is easily understood, however, cultural and social capital
need clarification. Cultural capital, according to Bourdieu (1986), consists of a
style of interaction, including the knowledge and skills that are the products of an
individual’s position in society that inform the way a person thinks and acts.
Bourdieu (1986) states that cultural capital is initially passed down by the family.
Families whose home and community environments reflect mainstream culture
acquire social networks that implicitly transmit knowledge of patterns, and norms,
providing them the skills to function well within the school environment. In
analyzing the experiences of working-class and immigrant families in French
schools, Bourdieu used this concept to explain how the social structures of a host
society tend to sustain themselves (Weine,Ware & Kilebic, 2004). Bourdieu
(1998) claimed that cultural capital is portioned out through “information capital”,
for example, some newcomer families know more than others about how the
education system works. Application of the definition to parent advocacy in
special education is presented in the following example: A parent who attends

the IEP meeting for her child has specific questions and requests regarding the
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educational program of her child. She understands her role in the IEP meeting
and communicates her ability and intent to collaborate with the school
professionals (Trainor, 2008).

Bourdieu (1986) defined social capital as resources, both tangible and
symbolic, that come from a person’s connectedness to society through social
networks. According to Bourdieu, (1986) social capital is a personal asset that
provides tangible advantages to those individuals, families or groups that are
better connected. Following upon the work of Bourdieu, other proponents of
social capital (Coleman, 1988). Fukuyama (1999), and Putman (2000) have
defined social capital as social networks of trust, reciprocity and cooperation.
Coleman’s (1988) research on “social capital”, the norms and relationships that
enhance the likelihood of success, examined parental commitment to the
success of children and youth in school. Within the family, he saw social capital
as bonds between parents and their children, demonstrated in part through
involvement with their children’s efforts at school. To expand on the previous
example, before attending the IEP meeting, the parent joins a support group and
connects with other families who have knowledge and experience about special
education processes. She receives social and emotional support, as well as
information that influences her involvement in the IEP meeting. Newcomer
families may not be aware of these avenues for participation in their child’s
education.

Bourdieu (1974) maintained that capital resources operated éoncurrently,

resulting in social reproduction. This means that people who have acquired



Cultural Interpretation of Disability 16

different forms of human, social, and cultural capital are able to gain access to
further resources, whereas those who do not, struggle to gain access to
resources. The concepts of field and habitus, also developed by Bourdieu, help
explain the function of capital (Harken et al., 1990). Field is the contextual
environment in which people exist and carry on with their daily lives (Webb,
Schirato, & Danaher, 2002). Referencing the example the field would refer to the
interactions between the family and the educators.

Habitus, or “a system of cognitive and motivating structures” (Bourdieu,
1990, p. 53) refers to the rules and structures under which people perform daily
living activities. Through day-to-day interaction, people acquire information about
their habitus, allowing them to function within a society without questioning why it
is they act a certain way, or assign value to one object, action or interaction more
than another (Bourdieu, 1986). Concerning IEP meetings, there are explicit rules
and guidelines, including who is involved, where it takes place, what topics are
discussed, as well as protocol for communication and interaction.

Family involvement in both general and special education varies,
according to the types of both social and cultural capital resources, valued and
used by families (Lareau & Horvat,1999). Horvat, Weininger, & Lareau (2003)
found that families advocated for their children to obtain effective teachers,
address behavioral disputes, and receive equitable special education services.

Although special education legislative initiatives have done much to create
opportunities for equity, very often these structures do not achieve this goal

(Trainor, 2008). These opportunities depend upon parental involvement, without
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which these opportunities are reduced. Yet, families who have not acquired
cultural capital may hesitate to become involved (Harry, 1992), and educators
may marginalize families input (Harry & Klingner, 2006). They may also lack the
linguistic ability to become involved, and are more likely to work long hours
making it difficult to attend.

Bourdieu’s theoretical position of cultural capital is useful in understanding
inequity in relationships between families and educators. According to Bourdieu
(1986), school is the major site where cultural capital is acquired, and how the
social status quo is maintained. Relationships between families and educators
are viewed as ones in which the preferences, attitudes, and behaviours of the
dominant class are most highly valued (Lareau, Horvat, 1999; Valenzuela, 1999;
Stanton-Salazar, 2001). Those in power, control the form of culture that is
acceptable and dominant within the school system (Bourdieu, 1986)1 Educators
and administrators are already overburdened with many responsibilities and
therefore, taking the time to have cultural connectedness with students and their
families is challenging. It is not that the school system wants to perpetuate these
power differentials, it is just that the reality of over-stretched and under-staffed
education requires great effort to provide for cultural differences. This places
newcomer families, especially those who are economically and socially
disadvantaged as former refugees, at a significant disadvantage. It is much

easier for schools to ignore the needs of these students since the students and

their families lack the power to appeal.
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A major question is to determine whether new Canadian families of
children with disabilities feel co-equal with school professionals. Parents may
want a more active role, yet may defer educational decisions to professionals
who are perceived to be the experts in the education of children with disabilities
(Kalyanpur & Harry, 1999; Parette & Petch-Hogan, 2000). Kalyanpur and Harry
(1999) have indicated that the prevailing model of professionalism is a barrier
that significantly impedes collaboration: “The perception that a professional is a
person of high standing and a figure of authority makes it difficult for parents to
participate in education decision making” (p. 29).

Fine and Gardner (1994) also mention the concept of “co-equal status” in
regards to collaboration. Fine and Gardner (1994) allege that it is impossible to
ignore the specialized training of professionals but it is equally important to
acknowledge “...the beliefs and perception of parents by professionals, and an
appreciation of the parents’ insights, ideas and experiences” (p. 299). Skrtic
(1995) differentiates between “the professions” and other social groups:
“Society gives professionals greater autonomy than it does other social groups
on the assumption that their knowledge is valid and useful and that they will use
it on behalf of their clients and the public good” (p. 7).

Bowers (1984) refers to cultural capital as the knowledge and skills with
which we find our way in society as competent adults. By acquiring cultural
capital relating to the special education system, families become empowered to
become effective partners in the educational decision-making process for their

child. The acquisition of cultural capital is challenging for families who have



Cultural Interpretation of Disability 19

recently immigrated to Canada, partly because they have little knowledge of the
educational system, of the practices valued by teachers and schools, and of their
rights with respect to educational issues (Rueda, Monzo, & Arzubiana, 2003).
Kalyanpur and Harry (2004) contend that school professionals, as members of
the special education system, “have the responsibility to share with parents the
“cultural capital:” or the knowledge that will help them to negotiate their way
through this system” (p. 531).

In a qualitative study, Lareau and Horvat (1999) found that African
American families of high socioeconomic backgrounds used social and cultural
capital in ways that differed from African American parents from low
socioeconomic backgrounds. They found that families whose expectations and
patterns of behavior matched well with the school’s expectations and culture,
experienced less conflict than did families whose actions and expressions
contradicted “a narrow band of acceptable behaviours” (p. 42). The value of
capital is determined mostly by community members who have the power to
make such evaluations. Bourdieu (1986) argues that these decisions are made
by the decision-makers to cling to their hierarchy of professional expertise.

In Valenzuela’s (1999) study of U.S. — Mexican youth living in Houston,
Texas, generational status, relationships among peers, and immigration issues
were variables in the educational experiences of the participants. Teachers and
administrators were interviewed about the academic achievement and
postsecondary options available to students. It was determined that educators

very often make assumptions about the students based on how well they
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assimilate into the dominant culture (Valenzuela, 1999). In addition, these
assumptions often inhibit culturally and linguistically diverse students’
understanding of self, futures planning, and goal attainment.

Stanton-Salazar (2001) also explored the concepts of social capital and
social integration as they relate to the educational attainment of U.S.-Mexican
youth living in California. Limited resources available to the participants affected
their ability to make the most of their public school experience. Both social
capital and cultural capital, including community involvement, links to resources,
and references to postsecondary education and career opportunitieé may escape
the group of families from diverse cultural and linguistic backgrounds (Stanton-
Salazar, 2001).

Trainor (2008) examined the cultural and social capital that parents use
while advocating for their children with disabilities. Five focus groups and twenty-
seven in-depth interviews of participants from a range of socio-economic,
disability, and racial or ethnic backgrounds revealed important aspects of
advocacy and access to information (i.e., cultural capital) and relationships and
connections between people (i.e., social capital) (Trainor, 2008). Both
intercultural and intracultural differences existed among parents. The data also
illustrate the use of capital during advocacy for individuals and advobacy for
systemic change. Implications for the practice of education, based on Trainor’s
(2008) findings, include increasing educator’s attitudes and skills about

collaboration across groups of families with diverse backgrounds.



Cultural Interpretation of Disability 21

Sociocultural Theory

Vygotsky, (1987) widely recognized as the founder of sociocultural theory,
conducted research on the relationship of culture and learning in the early 1900s
under cultural circumstances very different from those of today (Mahn, 1999).
Sociocultural theory supports a pedagogy for valuing difference and creating
inclusive communities useful to framing the cross-cultural interactions between
professionals and families of children with disabilities (Lim & Renshaw, 2001).

Sociocultural theory views learning as situated within interrelated
historical, cultural, institutional and communicative processes (Lim & Renshaw,
2001; Mahn, 1999). The notion of learning extends beyond the individual to the
individual in interaction with others within communities of practice. Through this
interaction individuals gain sociocultural knowledge and practices, such as ways
of speaking and behaving, conventions for representing ideas, communicating,
and values and beliefs (Lim & Renshaw, 2001). For Vygotsky, the key
sociocultural concept of acquiring cultural tools is the zone of proximal
development (ZPD) which highlights the way individuals with greater cultural
capital can scaffold the participation of novice participants in social and cultural
activities.

Fitzgerald and Goncu (1993) applied Vygotsky’s theory of the zone of
proximal development to the area of family-professional partnerships. They
suggest that parents and professionals explain to each other the skills that each
considers necessary to create culturally inclusive partnerships. Research studies

on the perspectives of parents of children with disabilities from ethnic groups



Cultural Interpretation of Disability 22

such as African-Americans (Harry, Allen, & McLaughlin, 1995; Kalyanpur & Rao,
1991), Latino-Americans (Harry, 1992), and Native Americans (Sontag &
Schacht, 1994) have revealed cultural dissonance as a barrier to parent-
professional collaboration. These studies illustrate the importance of
understanding the perspectives of, and interactions between, culturally diverse
families and professionals. The research procedures used in these studies
included ethnography, interviewing, life histories and case studies. This research
explores the perspectives of the participants by examining their locally situated
“funds of knowledge” (Moll & Greenberg, 1992, p. 320) and providing them a
voice. |

The metaphor of scaffolding, is extremely relevant to the process of
building cultural reciprocity between culturally diverse families and professionals.
Scaffolding refers to the “forms of assistance that enables an individual to learn
and acquire new knowledge, skills, and tools that are initially beyond the
learner’s capacity” (Lim & Renshaw, 2001, p. 17). Scaffolding activities for
building home-school partnerships include opportunities and assistance to
express and compare values and ideas with others; acknowledge multiple
representations of concepts, and agree to advance to effective courses of action
(Lim & Renshaw, 2001).

Besides enabling a voice for newcomers, sociocultural theory encourages
the creation of culturally inclusive communities. Kalyanpur and Harry (1997)
emphasize the importance of “a posture of cultural reciprocity” in which

professionals “engage in explicit discussion with families regarding differential
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cultural values and practices...respect the new body of knowledge that emerges
from these discussions, and make allowances for differences in perspective
when responding to the family’s need” (p. 25). These researchers assert that
collaboration between parents and educators requires that professionals first
develop an awareness of their own cultural and ethical values, and recognize the
assumptions and taken-for-granted beliefs imbedded in their professional
practice, a process that facilitates the empowerment of professionals (Kalyanpur
& Harry, 1997). Next, by communicating this knowledge when interacting with
the families towards a shared understanding, the empowerment of families is
facilitated. Cultural reciprocity occurs through scaffolding the participation of
each other to appropriate cultural tools and capital.
Family Systems Theory

Family systems theory provides a framework for understanding what a
family is and how it functions. Turnbull and Turnbull (1990) merged family
systems with disabilities. By shifting to a family focus, the student ié no longer
viewed in isolation, but within the context of his or her own family. Turnbull and
Turnbull (1990) proposed a family systems framework to organize four major
perspectives which include: 1) family characteristics, which focus on the
descriptive elements of the family that shape each family’s individuality, 2) family
interactions, which focuses on the relationships that occur among family
members, 3) family functions, which refers to the tasks family members perform

to meet individual and collective needs such as economic or educational needs,
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and 4) the family life cycle, which represents the sequences of changes that
affect families over time.

Family systems theory makes three assumptions relevant to partnerships
with families: 1) the input/output configuration of systems, 2) the concepts of
wholeness and subsystems, and 3) the role of boundaries in defining systems
(Turnbull, Turnbull, Erwin & Soodak, 2006). A family’s characteristics are the
inputs into family interactions. The output of these interactions is related to
family functions and how family members interact with each other and with others
outside the family.

Family systems theory must be understood as a whole and not by its
parts. The family consists of subsystems (marital, parental, sibling, and
extended), and the child with a disability can impact each of these subsystems.
Professionals should focus on the reciprocity within the family (Turnbull et al.,
2006).

The third assumption of family systems theory is that subsystems are
separated by boundaries that define the interactions family members have with
each other, and with others outside the family. Families vary in the degree to
which their boundaries are open or closed to educators. This will affect how
much the family will collaborate with educators (Turnbull et al., 2006). In some
families, extended family members take on parental roles because fhe boundary
between the two subsystems is open. Grandparents may meet resistance when

they make suggestions to their grandchildren’s teachers (Cantor, 2003).
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Ecological Theory

Bronfenbrenner’s (1979) ecological model views the child as part of a
family, and encourages exploration of the family’s connectedness to community
resources, the involvement of extended family, the nature of the social support
network and the meaning of ethnic, cultural and religious factors.
Bronfenbrenner’s ecological model supports the understanding of development
as a joint function of environmental influences and child characteristics.

Bronfenbrenner (1979) defines the ecology of human development as
“...the scientific study of the progressive, mutual accommodation between an
active, growing human being and the changing properties of the immediate
settings in which the developing person lives, as this process is affected by
relations between these settings, and by the larger contexts in which the settings
are embedded” (p. 21). Bronfenbrenner focuses on three features of this
definition: 1) the ecological model views the developing person as influencing
and contributing to his environment; 2) development is not conceptualized as
unidirectional rather it is reciprocal, requiring interactions between the child and
the environment, and; 3) there are multiple environments that impact the child,
and the child impacts multiple environments (Bronfenbrenner, 1979).

A primary feature of ecological theory is hierarchical environmental
systems of influence (Bronfenbrenner, 1979). Hierarchical systems of influence

refer to the analysis of development within the larger ecological contexts of four
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levels of systems — micro, meso, exo, and macro — rather than on one level only.
Turnbull, Blue-Banning, Turbiville and Park (1999) suggest how the ecological
perspective can enhance the overall quality of life for the child and the family by
encouraging families and service providers to: “1) regard the child as an
authentic member of the family’s and community’s ecological environments; 2)
determine what is important to the child and the family in terms of quality of life
across all four systems; 3) find out what is in place that is consistent with their
priorities; 4) establish what changes are necessary to create a better match
between what is important and what exists in their lives, and 5) provide
partnership education, supports and services to create preferred quality of life
enhancements” (p. 166). An ecological perspective shifts the focus from only
concentrating on the child’s developmental gain to concentrating on a
transformed ecology in which children with disabilities can improve in their
development as they interact within a responsive environment (Turnbull et al,
1999). The partnership team for each family may include other family members,
professionals, and members of the family’s community from all four ecological
levels.

One feature of the macrosystem, the fourth level in Bronfenbrenner's
(1979, 1992) taxonomy refers to the concept of a “cultural repertoire of belief
systems” (Bronfenbrenner, 1992, p. 288). Bronfenbrenner's theory suggests
that the belief systems of the significant others in the child’s world (e.g., parents
and teachers) create a “blueprint” (Bronfenbrenner, 1979, p. 26) for the child’s

developmental competence (Sontag, 1996). Identification of macrosystems,
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describe the child’s place within the broader context of family, community,
lifestyle, and cultural belief system becomes an important step in the
development of the child. By incorporating Bronfenbrenner’s ecological
framework into special education research, there is the potential to generate
knowledge and influence practice. The child is considered an active agent
influencing the interactions in his or her microsystems (Bronfenbrenner, 1992).

Communication between families and school professionals is a major
indicator for effective and successful partnerships. In my Master’s thesis
(Cantor, 2003) it was noted that families from non-English language backgrounds
may be reluctant to interact with school personnel because they feel that they
lack the necessary skills to communicate. These language differences may be
even more complicated by difficulties in understanding special education
terminology and practices. By creating access to cultural mediation, not only to
translate from one language to another, but also to serve as a liaison between
two cultures, can be an invaluable resource to support families of chﬂdren with
disabilities from diverse cultures.

Research on Family-Professional Partnerships

The current literature on family and professional collaborative partnerships
contains numerous references to expectations for parents with respect to home
and school relationships. Epstein (1995) identifies six components in a
framework for parent involvement. The six types of involvement identified by
Epstein include: (a) parenting (helping families with parenting skills), (b)

communicating (assuring effective communication about school programs and
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students’ progress), (¢) volunteering (organizing volunteers and providing
volunteer opportunities), (d) learning at home (involving families in working with
their children at home), (e) decision making (including families in school
decisions), and (f) collaborating with the community (coordinating resources and
services).

Although Epstein (1995) stresses that the six types of involvement may be
initiated by anyone, including schools, family members, or a community
organization, some scholars have criticized her categorization as limited by its
school-centered focus (Kohl, Lenguma, & McMahon, 2000).

Epstein’s (1995) model of “overlapping spheres of inﬂuence”l presents
three overlapping circles representing family, school and community. Various
factors, including time, experiences, philosophy, and practices of the family, the
school and the community, determine the degree of overlaps among the circles.
With families from culturally diverse backgrounds, these spheres of influence are
likely to be divergent (Southwest Educational Development Laboratory, 2003).
However, there are varied perspectives on how congruence, or overlap, should
be defined — it may mean sameness in values, lifestyle, behaviour, etc., or it may
mean mutual acceptance, understanding, and respect for differences (Southwest
Educational Development Laboratory, 2003). Special education policy and
literature outline additional responsibilities for parents to advocate for their child’s
disabilities, and to participate in decision making through development of the

individualized education program (Turnbull & Turnbull, 2001).



Cultural Interpretation of Disability 29

Although professionals support collaborative interactions with parents,
research indicates that a gap exists between professionals’ intentions and actual
practice (McWilliam, Tocci, & Harbin, 1998; Roberts, Rule, & Innocenti, 1998).
Blue-Banning, Turnbull, and Pereira (2000) conducted focus groups with parents
and professionals to examine facilitative factors in the achievement of visions for
Latino adolescents and young adults with disabilities. Both stakeholder groups
identified the disparity of power and authority in the relationship between parents
and professionals as a major challenge to successful partnerships. The essence
of their comments was that parents were not seen as equal partners and that
professionals maintained control.

Harry, Rueda, and Kalyanpur (1999) applied the basic concepts of
sociocultural theory, and ecocultural analysis in a research study of seven
culturally diverse families with children with disabilities. Their results indicate that
a central problem in the development of partnerships is failure to establish
collaborative, trusting, empowering relationships between families and educators
that support effective service delivery. They suggest that service providers need
to cultivate a habit of learning to understand and respect the beliefs of others.

Blue-Banning, Summers, Frankland, Nelson, and Beegle (2004)
conducted a qualitative research study, designed to increase understanding of
the indicators of professional behaviours associated with collaborative
partnerships from the perspectives of parents from ethnically diverse
backgrounds and professionals. The study involved families with and without

children with a disability, as well as professionals and administrators. Focus
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groups served as the primary data collection method, and in-depth ihdividual
interviews with families with limited English language proficiency, and
professionals who provide direct services to these families were also conducted
using translators. Transcripts were analyzed using the constant comparison
method of identifying, coding, and iteratively revising response categories to
develop a series of indicators. These indicators were organized into six
hypothesized domains of interpersonal partnership: professional skills,
commitment, respect, trust, communication, and equality. Within each of these
domains the indicators served to define the domain, e.g., listening as an indicator
of communication, reliability as an indicator of trust. The Comments'ofthe
families and professionals provided a “grounded theory” foundation for the
development of observable measures and self-assessment tools for
professionals. My research study contributes to the existing research by offering
a Canadian perspective of families from diverse cultures and professionals from
Manitoba.

Summers, Hoffman, Marquis, Turnbull, Poston, and Lord Nelson (2005)
developed an 18 item Family-Professional Partnership Scale which measures
how satisfied families are with the practitioners serving their child. This
satisfaction relates to the practitioners’ behaviours and attitudes toward their
child and themselves. Indicators were constructed from qualitative research on
families with children with and without disabilities of various ages and disability
types and severity (see Blue-Banning et al., 2004). The survey has questions

concerning the services that the child and family receives with the main service
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provider who has worked the most with their child over the last six months. The
eighteen items relate to the six domains: Professional Skills, Commitment,
Respect, Trust, Communication, and Equality (Blue-Banning et al., 2004) and are
rated on a 5-point scale form 1 (very dissatisfied) to 5 (very satisfied). The items
focused on the activities, attitudes, and services of the professional caring for the
child with a disability (e.g., the importance of the professional’s reliability and
competency to meet the child’s needs, and being respectful of the child). Other
items related to respectful and supportive treatment of the family as a whole
(e.g., polite communication, and respect for the family’s values). Future work
should be conducted to examine the extent to which the items on the Family-
Partnership Scale are applicable to families from culturally and linguistically
diverse backgrounds.

In a qualitative study in Winnipeg, Manitoba, using ethnographic
interviews, Cantor (2003) described the participation of six families of children
with disabilities from culturally and linguistically diverse backgrounds, in their
children’s education, and identified factors which affected their partiéipation in
their children’s education. By listening to the families, Cantor (2003) discovered
who were the members of the family, reasons for immigrating, the language
spoken at home, and how families access resources in their communities.
Factors that encourage the families to participate in their children’s education, as
well as barriers to participation were also identified.

The findings that emerged from the data resulted in five main themes.

The first theme explored the value of family from different cultural and linguistic
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backgrounds. The second theme was concerned with attitudes towards disability.
Factors influencing parental participation in their children’s education was
examined as a third theme. Parental advocacy, and the families’ sources of
support were the final two themes. Extended family relationships were important
to all of the families. One family relied on the grandparents for daycare,
homework supervision, and to attend school events. The families in this study
possessed a variety of culturally-based perspectives concerning the etiology of
their children’s disabilities. Language barriers and feelings of cultural disrespect
or disregard were the two major factors that interfered with parental participation.
One family sensed that their opinions were not accorded equal status to that of
the teachers. The availability of support methods helped the families with coping
strategies and empowered the families to be better equipped to advocate for their
children.
Barriers to Collaboration

The principle of parent involvement is based on ideals that are highly
valued in the dominant culture (Kalyanpur, Harry & Skrtic, 2000). As Skrtic
(1995) alleges, the field of special education arises from the dominant positivist
model of western rationalism that values objectivity and professionalism.
Therefore, since professional knowledge is scientifically based, it is assumed to
be objective and is given more authority than knowledge that is subjective, such
as parents’ perspective of their child (Kalyanpur et al., 2000).

Ware (1994) indicates that this emphasis on a hierarchy of knowledge and

professional autonomy creates “contextual barriers” in traditional school
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organization, such as hierarchical authority and power structures which further
undermine the collaborative process. Ware (1994) maintains that the
expectation of autonomy and the presumption of professional expertise lead
further to professional compartmentalization than to interdisciplinary
interdependence and shared responsibility with parents. While the legal
mandate is based on the standard of equity, special education epistemology is
based upon a standard of a hierarchy of professional knowledge (Kalyanpur et
al., 2000). Professionals who have been trained to believe that their knowledge
gives them authority to make decisions about a student’s education, must now
come to terms with the idea that parents are also experts (Kalyanpur et al.,
2000).

Kalyanpur, Harry & Skrtic (2000) contend that there are two problems that
exist, making collaboration between families and school professionals complex.
The first is that the expectation of equity, individual rights, and freedom of choice
challenges that hierarchical structure of knowledge and status which is part of the
positivist paradigm of professionalism. The second problem is that the
expectation of advocacy assumes that all families believe in individual rights and
freedom of choice, and places families from culturally diverse backgrounds that
may not share these values, at an unfair disadvantage (Kalyanpur et al., 2000).

Research studies have identified barriers to family involvement in their
children’s education. These barriers include contextual factors; language
differences; cultural beliefs regarding the role of families in their children’s

education; lack of knowledge and understanding of the Canadian educational
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processes; and issues of exclusion and discrimination (Southwest Educational
Development Laboratory, 2003).

Contextual factors include family resources and logistical constraints.
Common barriers include lack of time; an inability to take time away from work to
attend meetings; lack of transportation; and lack of child care (McGrath & Kuriloff,
1999; Turnbull & Turnbull, 1990).

Language barriers are a critical factor for many new Canadians (Cantor,
2003; Pena, 2000, Turnbull & Turnbull, 2001). Limited English language
proficiency may interfere with a family’s capacity to access appropriate resources
(Turnbull & Turnbull, 2001). A qualitative case study by Pena (2000) in an urban
Texas elementary school with a large population of Mexican American families,
noted that “language was particularly influential in determining the activities in
which parents chose to participate” (p. 46). She found that parents’
backgrounds, including education levels and language, as well as cultural values,
availability of transportation and child care, parent cliques, and attitude among
school staff members “influenced the ability of parents to take advantage of the
parent activities organized by the school staff’ (p. 46).

Cultural beliefs and the families’ view of disability and its causation affect
parental participation (Fadiman, 1997; Harry, 2003; Pena, 2000; Smart & Smart,
1991). Each culture has its own explanation for why some individuals are born
with disabilities, how these children are to be treated, and what roles and
responsibilities are expected of family members, and other members of the

community (Groce, 1999). These beliefs are also highly variable within cultural
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groups. Several studies have examined the perceptions and beliefs that families
use to understand the causes and meanings of their children’s disabilities.

Cho, Senger, and Brenner (2000) compared the adaptation of Korean and
Korean American parents to their children with developmental disabilities. Eighty
percent of the Korean parents attributed causes of disabilities to their own
mistakes relative to prenatal enrichment practices and parenting attitudes, poor
“Tae Gyo.” The majority of Korean-American families with children with
disabilities were members of Korean ethnic churches. The religious influences
seemed to mitigate the experience of poor “Tae Gyo” and they experienced a
new sense of hope and support through their involvement in the church.

Similarly, Fadiman (1997) illustrates the Hmong way of life in the United
States as it is perceived by western medical epistemology. The main discourse
is a medical case study of Lia Lee, a Hmong baby diagnosed with severe
epilepsy by her American doctors. However, the condition of epilepsy is seen
more as a spiritual issue than a medical one in the Hmong culture. In the
traditions of the Hmong people during an epileptic seizure, literally a “spirit
catches you and you fall down.” The story chronicles the conflicting
interpretations of the issue and the subsequent differences of opinions regarding
the treatment of the problem by the family and health care providers. Fadiman’s
argument is that a better understanding of the Hmong culture might have
enabled the Western doctors to overcome the family’s resistance to science and

help them adopt a more reciprocal attitude. Fadiman herself questions her
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ineptitude as a cross-cultural interviewer, reminding us of how complex
communications can be when different cultures are represented. |

According to Serpell, Margia and Harvey (1993), some tribal societies in
the central region of Africa attribute disability to magical or religious explanations.
However, the authors indicate that individual differences are widely tolerated and
the causation does not affect how the family regards the child with a disability.

Families lack of understanding about the policies, practices and
expectations of American schools were described as a barrier to involvement by
newcomer families (Harry, 1992). In a study of low income Puerto Rican
American families, Harry (1992) noted that parents from culturally diverse
backgrounds may possess cultural perspectives and expectations with respect to
education that restrict their ability to collaborate with educators, and negotiate
their way within the special education system. Parents who are not well informed
about special education assistance requests, assessment, intervention, and
follow-up procedures may not understand their rights, responsibilities and options
regarding their child’s education.

Families lack of knowledge about the subject matter their children were
learning was cited as a barrier to families help with homework (Pena, 2000).
Families’ past negative experiences, and fears of bureaucratic intervention may
also challenge family-participation (Thorp, 1997; Parette & Petch-Hogan, 2000).

Issues of exclusion and discrimination were also noted as a barrier to
partnership (Cantor, 2003). Cantor (2003) reported that educators need to

attend to family structures that do not reflect Canadian norms. They need to
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“expand the parent-school partnership to a family-school partnership that allows
for participation of grandparents, aunts, uncles, elders, and advocates, at the
discretion of the parent” (Cantor, 2003, p. 74).

Research into Practice: Implications for Building Partnerships

Preservice preparation for educators. In order to become professionals,
preservice teachers are required to complete a formal program of training that
includes instruction in the theoretical and applied knowledge of the field, as well
as practical experience in schools (Kalyanpur, Harry & Skrtic, 2000). They are
inducted into the professional field of special education, in which knowledge,
practices and discourses are explicitly taught. Harry (1996) proposes that even
though macroculture provides the framework in which special education
professional knowledge is based, various microcultures to which the researcher
belongs may or may not coincide with the values of special education.
Microcultures are a set of characteristics such as race, ethnicity, religion, social
class, and gender under an overarching macroculture (Banks, 2003). When
students have demonstrated that they have realized the “profession’s
knowledge, skills norms and values” they are certified as professionally
competent (Skrtic, 1995, p. 11).
However, Skrtic (1995) indicates that professional induction is designed to

create professionals with a deep commitment to a particular knowledge tradition
(p. 40). As a result, professionals are operating within a cultural context often

without an awareness of its imbedded values, or the factors that might impede
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collaboration with families from culturally diverse backgrounds (Kalyanpur, Harry
& Skrtic, 2000).

Recognizing the limitations of the prevailing model of professional
education, several researchers (Blue-Banning et al., 2004; Cantor, 2003;
Kalyanpur & Harry, 1999; Kalyanpur, Harry, & Skrtic, 2000; Parette & Hagan,
2000; Sileo & Prater, 1998; and Summers et al., 2005) have stressed the need
for professional education to incorporate more training for professionals on
developing collaborative relationships with families.

Educator attitudes and beliefs that facilitate connection. Kalyanpur and
Harry (1999) suggested that educators adopt a “posture of cultural reciprocity” in
which educators engage in discussions with families regarding cultural values
and practices, acknowledging differences, and developing a reflective practice
that will lead to effective parent-professional partnerships. For professionals the
first step toward cultural reciprocity is building self-awareness and developing a
sense of one’s own cultural identify (Kalyanpur & Harry, 1999). Gay and Kirkland
(2003) contend that developing personal and professional consciousness about
racial, cultural, and ethnic diversity combined with self-reflection should be major
components of both preservice teacher education and in-service staff
development. By developing our cultural awareness and enabling families to
acquire “cultural capital” (Bowers, 1994), we can develop culturally reciprocal
interactions with the families we work with.

Parent education. This research also has implications for helping parents

to participate as effective partners by providing parent education and awareness
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training programs that would empower parents. Parent training models that are
based on a group counseling and support model, as opposed to a teaching
model may be more culturally relevant (Mahoney & Kaiser, 1999; Turnbull, Blue-
Banning, Turbiville & Park, 1999). This model allows families to share
experiences within their own cultural context. Researchers should invite school
districts to nominate teams interested in implementing improved models of
professional practice as they relate to the family-school partnership for children
with disabilities from culturally and linguistically diverse backgrounds.
Demonstrate active and ongoing support from school principals. Levine
and Truckett (2000) noted that support from principals made a difference in
helping diverse families become more involved in their children’s education.
They suggest that principals can show support by communicating with families
(in their native language) through school newsletters, and other written materials;
meeting with families to seek their perspectives; maintaining a strong presence at
parent-teacher meetings and other school-sponsored events for families; and
making the implementation of family-involvement policies a priority.
Acknowledge both commonalties and differences among étudents and
families. Most families, regardless of race, ethnicity, or culture care about their
children’s future and do whatever they can to support them (Cantor, 2003; Halle,
Kurtz-Costes, & Mahoney, 1997; Harry, Kalyanpur & Day, 1999). The research
studies suggest that there are more similarities than differences in families’
hopes and concerns for their children. However, differences do exist in families’

experiences, cultural values and practices, and world views. It is important for
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educators not to simply ignore issues related to diversity, or to act as if
differences do not exist (Lynch & Hanson, 1997; Tatum, 1997). In a study by
Lareau and Horvat (1999), ignoring racial issues forced parents and schools
farther apart. Acknowledging and valuing diversity means making room for a
range of voices, perspectives, resources and styles of interacting.

Impact of school outreach. A number of studies stress the importance of
school outreach (Blue-Banning et al., 2004; Cantor, 2003; Kalyanpur & Harry,
1999; Lynch & Hanson, 1997). Important elements for outreach include flexible
scheduling to accommodate working parents; drawing on families’ experiences
and interests to get involved; ensuring that families and professionals can
communicate in the language with which family members are most comfortable,
by having a translator available for all family conferences and meetihgs;
providing written materials in families’ first language; and post welcome signs
and other information in the language spoken in the community.

Role of intermediaries in building partnerships. An emerging concept from
the literature is that of an intermediary as an alliance between families and
school professionals (Cantor, 2003; Fadiman, 1997; Lynch & Hanson, 1997).
Intermediaries or “cultural mediators” (Lynch & Hanson, 1997) act as a liaison
with families, and will be sensitive to the family’s cultural background.

Legal Requirements for Collaboration

Special education began as a movement to protect the civil rights of

children with disabilities (Turnbull & Turnbull, 2003). Ensuring that they had

access to educational opportunities was the basic issue. In the United States in
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1975, Congress enacted the Education for All Handicapped Children Act, now
known as the Individuals with Disabilities Education Act (PL101-476) of 1990
(IDEA) with its re-authorization in 2004. This legislation mandates that children
with disabilities are to be provided a "free appropriate public education” in the
“least restrictive environment.” The policy requires professionals to involve
parents of students with disabilities in the education decision-making process by
incorporating parents’ knowledge of their child when deciding on the most
appropriate education, and informing parents of their rights and of any changes
in placement (Kalyanpur, Harry & Skrtic, 2000). This allows parents the right to
go to an administrative hearing on any issue related to their child’s rights
(Turnbull & Turnbull, 2003). IDEA legitimizes parents and students as
educational decision makers, and enables parents, students, and professionals
to develop partnerships with each other (Kalyanpur et al., 2000; Turnbull,
Turnbull, Erwin & Soodak, 2006).

Inclusive Education in Manitoba

Basically, Manitoba educators have adopted a philosophy of inclusion as
the foundation for the service delivery of special education. The molst accepted
delivery model is grounded in inclusive philosophy combined with a continuum of
programming and supports (Freeze, Bravi & Rampaul, 1990; Hutchinson, 2002).
First choice for students with disabilities is “the right to attend the designated
catchment school for their residence in a regular classroom with their peers”
(Manitoba Education, Citizenship and Youth, 2006). The philosophy of inclusion

in Manitoba states:
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Inclusion is a way of thinking and acting that allows every individual to feel
accepted, valued, and safe. An inclusive community consciously evolves to meet
the changing needs of its members. Through recognition and support, an
inclusive community provides meaningful involvement and equal access to the
benefits of citizenship.

[n Manitoba we embrace inclusion as a means of enhancing the wellbeing
of every member of the community. By working together we strengthen our
capacity to provide the foundations for a richer future for all of us (Manitoba
Education, Training and Youth, 2001).

Manitoba Initiatives

In Manitoba government documents and directives encourage educators
to establish effective and meaningful family-professional partnerships. In a
recently updated document School Partnerships: A Guide for Parents, Schools,
and Communities (Manitoba Education, Citizenship and Youth, 2005) guidelines
are suggested to support partnerships in Manitoba schools. This document
suggests that “school partnerships play an important role in decision making and
accountability” (Manitoba Education, Citizenship and Youth, 2005, p. 3).

In another Manitoba initiative Working Together: A Handbook for Parents
of Children with Special Needs in School (Manitoba Education, Citizenship and
Youth, 2004 ) parents are recognized as valued partners in education, knowing
best their child’s strengths, abilities, needs and challenges. This document
provides valuable information to families with a child with disabilities‘ about

identification and assessment procedures, as well as planning and programming
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for students with disabilities. The definitions of words that are often used as part
of the language of special education are included, such as adaptation, curricular
modification and individualized programming. Language influences all aspects of
communicating with families, so understanding special education concepts is
extremely important. The document also focuses on the area of communication,
and recognizes that both parents and educators feel that ongoing communication
is vital to the success of a child’s education. This is a valuable source of
information for both families and professionals to work collaboratively, however
this document does not address barriers to communication from culturally diverse
families.

Manitoba Legislation

The recent mandate in Manitoba concerning special education
Appropriate Educational Programming in Manitoba (2006) is revolutionary, as it
requires school professionals to involve students with disabilities in the education
decision-making process. The consultation process defined “appropriate
educational programming” as:

A collaborative school-family-community process where school
communities create learning environments and provide resources and services
that are responsive to the lifelong learning, social and emotional needs of all
students (Manitoba Education, Citizenship and Youth, 2006, p. 1).

This document states that “parents have a right and a responsibility to be
involved in their children’s education. It is the obligation of schools and parents

to make the best educational interest of students the paramount consideration for
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decision-making and educational programming” (Manitoba Education Citizenship
and Youth, 2006, p. 4). To individualize a student’s appropriate education,
educators must be committed to collaboration with the family. The document
stresses that it is important that assessment results must be interpreted for
parents in a way that is clearly understood based on language and literacy
needs. The report also proposes that the assistance of an interpreter or
translator be provided if necessary, in order to involve the parents in the planning

meetings.

Canadian Trends in Immigration

Immigration to Canada exists as a means of achieving the national
objective of social, economic, and cultural development, as well as family
reunification (Krahn, Derwing, & Abu-Laban, 2003). It also satisfies international
obligations through the resettlement of refugees (Krahn et al., 2003).

Canada’s immigration records are available from 1860, when 6,276
newcomers arrived (Krahn et al., 2003). At that time, most immigration was from
northern Europe. In the earliest days of Canadian immigration there were no
restrictions on newcomers countries of origin. However, by 1885, the
government established a head tax to ensure that Chinese immigration would be
limited (Krahn et al., 2003).

Discriminatory policies continued to restrict immigration until 1962 when
the federal government started to reform immigration law. The 1976 Immigration

Act was a milestone in Canada’s response to refugees, designating “refugees”
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as a class distinct from “immigrant.” The 2002 Immigration and Refugee
Protection Act clarified the humanitarian goals of the program established to offer
protection and durable solution to refugees in need of resettlement (Citizenship
and Immigration Canada, 2004). Among the objectives of the act are “to permit
Canada to peruse the maximum social, cultural and economic benefits of
immigration,” and “to promote the successful integration of permanent residents
into Canada, while recognizing that integration involves mutual obligations for
new immigrants and Canadian society” (Immigration and Refugee Protection
Act, 2001).

Who is a refugee?

In my study, four of the families came to Winnipeg as refugees. They
came from Afghanistan, El Salvador, Sudan, and Bosnia.

The 1951 Refugee Convention and its 1967 Protocol Relating to the
Status of Refugees established the legal standards for refugee protection. The
United Nations High Commissioner for Refugees (UNHCR), established in 1951
is the branch of the United Nations authorized with the international protection of
refugees (Cultural Orientation Resource Centre, 2008).

The term, refugee, is used to refer to someone who has fled his or her
home, whether to escape war, natural disaster, economic hardship, or political
persecution (Cultural Orientation Resource Centre, 2008). However, according
to the 1951 Refugee Convention, the term has a precise legal definition, a
refugee is someone who “owing to well-founded fear of being persecuted for

reasons of race, religion, nationality, membership of a particular social group or
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political opinion, is outside the country of his nationality, and is unable to or,
owing to such fear, is unwilling to avail himself of the protection of that country”
(UNHCR, 2007). This definition includes people who have experien'ced
persecution because of political beliefs or religious activities or because they are
members of a particular ethnic group (Cultural Orientation Resource Centre,
2008).

Refugees escape situations in their home countries and find temporary
asylum in refugee camps or communities in neighboring countries (Cultural
Orientation Resource Centre, 2008). The UNHCR interviews them to decide
whether they should be granted refugee status, thereby qualifying for UNHCR
protection.

The UNHCR also tries to find a “durable solution” for any refugee
situation. There are three durable solutions: voluntary repatriation fo the home
country, integration into the country of asylum where social and cultural
conditions are usually similar to those of the home country, and resettlement to a
third country (Cultural Orientation Resource Centre, 2008). Resettlement is a
very difficult decision. It means separation from friends and relatives, and it may
also mean that a refugee cannot return to their home country for many years.
Refugees cannot request their city or country of destination. If sponsored by
government or private agencies, refugees have no choice as to where they will
be relocated, or they face losing their assistance (L. Wilkinson, personal

communication, May 6, 2009)
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Manitoba settled 16 percent of privately sponsored refugees, and seven
percent of government assisted refugees arriving in Canada (Manitoba Labour
and Immigration, 2007). Winnipeg was the top destination in Manitoba, receiving
76.5 percent of all refugees to the province (Manitoba Labour and Immigration,
2007).

Manitoba Provincial Nominee Program

In 1998, Manitoba was the first province to develop a Provincial Nominee
Program to attract a greater share of immigrants (Manitoba Labour and
Immigration, 2008). The Manitoba Provincial Nominee Program is an
immigration program established under the Canada-Manitoba Immigration
Agreement which recognizes that the province has required immigration
priorities, and economic, cultural and social needs (Manitoba labour and
Immigration, 2008).

Manitoba recognizes the important role that ethno-cultural and regional
community organizations can represent in assisting immigrants to successfully
relocate. To facilitate the involvement of Manitoba community organizations in
the settlement process Manitoba has created a Strategic Initiative. This allows
community agencies to prescreen applicants who meet Manitoba Pfovinoial
Nominee Program eligibility criteria, and issue a Letter of Support to those
applicants, indicating the community willingness to assist the applicant to
establish in Manitoba (Manitoba Labour and Immigration, 2008). Nominees to

the program have to meet federal requirements related to health and security.
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This program comprises almost 70% of all newcomers arriving to
Manitoba (Manitoba Labour and Immigration, 2008). In 2006, Manitoba attracted
half of all provincial nominee immigrants to Canada (Manitoba Labour and
Immigration, 2008). As of January 1, 2007, Statistics Canada estimated the
population of Canada at 31,612,897 and Manitoba’s population at 1,148,401
(Statistics Canada, 2007). Manitoba immigration increased by nine percent in
2007 reaching 10,955 immigrants. Table 2.1 lists the source countries of
newcomers to Manitoba, either as refugee claimants, or through the provincial
nominee program. For the first time ever the province of Manitoba welcomed the
largest annual number of immigrants in Canada. The Manitoba population of
1,186,679 received 10,955 immigrants in 2007. Most newcomers came from the
Philippines, Germany, China, and ElSalvador.

Canadian admission requirements for individuals with disabilities

Canada’s immigration and refugee legislation admits claimants through
various avenues, the independent or economic class, refugee designation, or by
the provincial nominee program (De Voretz, Pivnenko, & Beiser, 2004). To
qualify for Canadian admission, refugees must meet several criteria. Convention
refugees are people who leave their country because of a distinct fear that they
will be persecuted due to their religious beliefs, race, nationality, political opinion
or membership in a persecuted group (De Voretz et al., 2004). Canada also
admits Protected Persons, or humanitarian designated classes which was
introduced by the federal government in 1997 to provide for resettiement of

individuals personally affected by situations including civil war and armed conflict.
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Canada selects immigrants on the basis of attributes such as education,
employability, and youth, all of what are considered human capital (Beiser,
2005). Assessing new arrivals for the presence of serious infectious disease, or
the presence of illnesses that would impose a drain on public services is also a
fundamental principle underlying the Canadian approach to immigration health
(Gushulak & Williams, 2004). However, there is some allowance for “special
cases,” especially among asylum seekers and war-affected.

All immigrants undergo comprehensive medical screening before entry
into Canada. They are asked if they, or their dependents, have been diagnosed
with mental or physical health problems, and to list them on the application form.
Those applicants identified as having conditions that would render them
inadmissible due to potential excessive demands on health services may have
their applications delayed, or may be refused permanently (Gushulak & Williams,
2004). Diseases and health issues developing after arrival are provided for by
the Canadian government. Immigrants or refugee claimants with disabilities
need to have a designated representative. Children with disabilities who are
accompanied by one or both parents, are considered to have a designated

representative.
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Table 2.1
Source Countries of Newcomers to Manitoba

Total Population 1,186,679
Philippines 3,279
Germany 1,382
India 1,016
China 609
El Salvador 429
Israel 326
Ethiopia 274
Korea 268
Ukraine 228
United States 210
Other Countries 2,934

Total immigrant population 10,955

Manitoba Labour and Immigration (2007). Manitoba immigration facts:

2007 statistical report. Retrieved from www.immigratemanitoba.com



Cultural Interpretation of Disability = 51

Conclusion

In this literature review, | discussed four major areas which underlie home-
school partnerships with new Canadian families with children with disabilities. |
began with a historical account of “parent involvement”, and then examined
different theoretical perspectives. Then | analyzed prior research of home-school
partnerships, and discussed Manitoba’s legislation to provide “appropriate
programming and services” (Manitoba Education, Citizenship and Youth, 2006)
that meet the individual needs of every student in the most inclusive.

environment. Finally, | discussed Canadian trends in immigration.
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CHAPTERIIII
RESEARCH PERSPECTIVES AND METHODS

Research Design

The study took place in Winnipeg, Manitoba the eighth largest city in
Canada with a population of just over 700,000 people (Statistics Canada, 2007).
This research was designed to explore the question: What are the specific
indicators associated with collaborative partnerships from the perspectives of
families and educators? To understand the meaning of home-school
partnerships the stakeholders are new Canadian families with a child with a
disability, classroom teachers, special education teachers, resource teachers,
educational assistants, special education coordinators and administ_rators. It was
hoped that this study would be used as a starting point for discussion and
dialogue between educators and families which, in turn, would enhance the
quality of home-school partnerships. The most appropriate methodology for
examining the meaning of partnerships from the perspectives of families and
educators was qualitative inquiry (Creswell, 2002).

Qualitative Research

Today’s qualitative research creates opportunities for a more complete
understanding of the experience of individuals and their families- whose stories
that, until recently, have been suppressed in mainstream educational research

(Pugach, 2001). Research participants in a qualitative research study are
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complex individuals with many unique characteristics. The variables of age,
gender, socioeconomic status, employability, disability status, geographic
location, language, and culture, often impact significantly on an individual’s belief
system.

The tradition of qualitative, naturalistic research is associated with efforts
to better understand the qualities of phenomena within natural contexts (Boudah
& Lenz, 2000). Personal narrative and life histories are valuable forms of
qualitative research that explore the lived experiences of individuals with
disabilities (Brantlinger, Jiminez, Klingner, Pugach, & Richardson, 2605).
Brantlinger et al. (2005) explain how these personalized accounts provide insight
into how classification and treatment are perceived by people with disabilities and
their families. They contend that qualitative research contributes to the field of
special education and disability studies “capturing involved people’s
perspectives and by adding to our understanding of discourses that shape social
life in schools and society” (p. 200).

In the world of educational research it is through qualitative methodology
that individuals’ stories are told (Pugach, 2001). Taylor and Bogdan (1998)
explain that the researcher looks at settings and participants holistically. They
allege that qualitative research is concerned with how people think and act in
their everyday lives. Emphasis is placed on understanding the complexity of a
given situation and clarifying the theoretical framework. Bogdan and Biklen
(2003) describe the data collected as a result of this qualitative process as “rich

in description of people, places and conversations” (p. 2).
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Researcher as Instrument

The inductive nature of qualitative methodology requires the researcher to
approach the data from a “perspective of relative neutrality” (Harry, Sturges, &
Klingner, 2005, p. 11). The main purpose is to describe and understand patterns
within and across cultures, rather than to evaluate (Bogdan & Biklen, 2003). In
educational research the researcher is usually very knowledgeable in the field,
studying a concept in which he or she is very familiar. Preconceived beliefs and
perspectives will intentionally affect the data (Harry, et al., 2005). Bogdan and
Lutfiyya (1996) acknowledge that researchers do bring preconceived beliefs into
the research. However, the methods that qualitative researchers use aids the
process of credibility. The researcher is challenged to examine his or her
personal biases, in order to realize how their assumptions, beliefs and prejudices
impact relationships (Harry, 1992). In both the individual interviews and the
focus groups, the researcher served several functions; moderator, liétener, and
observer as participant (Taylor & Bogdan, 1998), interacting in the proceedings
to allow for a comfortable interpersonal climate.

Many aspects of my personal identity may have contributed to my position
as both an insider and an outsider. As a European Canadian woman, | may
have been considered an outsider in data collection research that involved new
Canadian families. When | conducted focus group interviews with educators in
schools, my identity fluctuated between being a teacher, and therefore an insider

and being a stranger, consequently, and outsider.
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| was raised in a middle-class Jewish family by parents who instilled in me
the belief that people of all races/ethnicities are equal. They taught me to
question inequitable treatment of people based on racism, classism, and sexism.
My first experience living and working in a developing country was the beginning
of a long journey to acknowledge and celebrate differences, and to consider the
impact on my own beliefs and values. While conducting research for this study
on the possible dissidence between diverse groups of people and the underlying
value system embedded in the special education system, | reflected on my time
as a teacher. | reexamined the values that | presumed had been shared by the
families | worked with, and how this affected my efficacy as a special educator.

My experience as a special education resource teacher provided me with
the experience of working with children and adolescents with many types of
challenges. These experiences influenced me as | interacted with participants
with respect and empathy in an effort to create a shared sense of personal
credibility, and acknowledge each other as coequals. | have learned to maintain
sensitivity with regards to disability labeling and avoid deficit language.
Ethical Issues

As a university-based researcher, | am required to adhere to the Human
Subject Ethics Protocol Submission Form when making decisions about
qualitative research practice. In the realm of ethics the primary relational focus is
on the interaction between researcher and participant. The term trustworthiness
recognizes that participants can be vulnerable, and that researchers are

responsible to promote their welfare and guard against harm (Haverkamp, 2005).
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Haverkamp (2005) explains that “what makes research ‘ethical’ is not a
characteristic of the design or procedures, but of our individual decisions,
actions, relationships, and commitments” (p. 147).

Human subjects is the term used in most legislation to describe the
individuals who participate as subjects in a research study. Use of the term
“subject” emphasizes the power difference and the need to protect vulnerable
people. The National Biothethics Advising Commission uses the term
“participant” as a more neutral term that identifies the person as different from
the researcher (NBAC, 2001).

The participation of human beings in research studies is necessary in
order to achieve advances in medical and social/behavioral science. Such
research is not risk-free and researchers must identify and examine the potential
risks to participants, weigh them against potential benefits, and share that
information with the individuals recruited to voluntarily participate in research.

Traditionally, human subjects review boards are concerned that research
should benefit society at large. Newer paradigms have advocated for research
designs that benefit the participants directly (Fontes, 1998). Lather’'s (1991)
concept of “catalytic validity” is the degree to which the research influences the
participants to understand their experiences, and emphasizes benefits, including
those such as empowerment, access to knowledge, and community change.

Research ethics is premised on the basis that qualitative research
requires participants who are willing to share information about themselves which

may be extremely personal (Haverkamp, 2005). The ethics code is designed to
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protect these participants. Pseudonyms were used for the participants and
people mentioned by the participants. Names of schools or other places in the
communities were also altered.

| always considered what is and what is not appropriate to report about a
culture based on my belief system. Some information may be given in
confidence, so that even though it may be interesting or helpful for cross-cultural
understanding, it should not be reported (McCurdy, Spradley, & Shandy, 2005).
It is important to weigh the “ethical appropriateness” of everything that is written
when it represents the lives of other people (McCurdy et al., 2005).

Informed consent is a process, not just a document. Information must be
presented to enable persons to voluntarily decide whether or not to participate as
a research participant. The procedures used in obtaining informed consent
should be designed to give information to the prospective participants in terms
that they can understand.

Participants

As previously stated, the focus of this study is the immigrant experiencé in
negotiating the special education system in Canadian schools. In-depth
individual interviews with families who have immigrated to Canada served as the
primary data collection method. In addition, focus groups with educators who
support these families were also conducted.

As recommended in the literature, a process of theoretical sampling
(Blaser & Strauss, 1967) was used to select the families for this study. As

categories emerged from the data, | added to the sample to strengthen the



Cultural Interpretation of Disability 58

emerging concepts and theories (Taylor & Bogdan, 1998). The aim of
subsequent data collection is to saturate the categories and find any
disconfirming evidence that might suggest revisions in the categories identified or
in interrelationships among them (Glaser, 1998). The criteria for participation for
the family interviews included families who have children between the ages of 9-
21 years with “exceptional learning needs” (Manitoba Education, Citizenship and
Youth, 2006), and attend elementary or secondary schools in Manitoba.
Manitoba Education, Citizenship and Youth (2006) offers a definition of a student
with exceptional learning needs as:

“a student who requires specialized services or programming when

deemed necessary by the in-school team because of exceptional learning,

social/emotional, behavioural, sensory, physical, cognitive/intellectual,

communication, academic or special health-care needs that affect his or

her ability to meet learning outcomes” (p. 70).
Nominations of the families were selected based on the recommendations of the
program directors of the disability support groups and ethno-cultural groups.
Every effort was made to ensure that participants came from a range of
backgrounds. In theoretical sampling, the potential of each case to aid the
researcher in developing theoretical insights is important.

Focus groups served as the primary data collection method to document
the perspectives of educators regarding positive partnerships. A focus group is a
“carefully planned series of discussions designed to obtain perceptions on a

defined area of interest in a permissive non-threatening environment” (Krueger &
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Casey, 2000, p. 5). Focus groups encourage participants to share ideas and
perceptions with each other, consequently generating a range of possible factors
to positive partnerships.

School personnel included classroom teachers, educational assistants
and paraprofessionals, special education resource teachers, and school
administrators. When structuring the focus groups for educators, classroom
teachers, educational assistants and special education teachers were placed in
separate groups from special education resource teachers and administrators.
As Krueger and Casey (2000) have emphasized if there is a power differential,
some participants may be reluctant to express themselves.

Instruments and Procedures
Instruments

Interview guides provided directions for both the individual family
interviews and the educator focus groups.

Family interview guide. The interview questions were designed from a
review of the literature regarding family — professional partnerships. Although the
questions were established a priori, they were open-ended, allowing participants
the opportunity to provide extensive information. See Appendix A for the
interview protocol.

The individual interviews with the families were guided by a family
conversation guide (Turnbull, Turnbull, Erwin, & Soodak, 2006). | tried to move
away from interviewing the families and towards conversing with them instead

(Turnbull, Turnbull, Erwin, & Soodak, 2006). The family members were asked to
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describe the most beneficial partnership that they have had with their child’s
teachers, and what made the partnership work. They were also asked to
contrast that with one of the least effective experiences that the parent has had
with one of the school professionals who worked with their child, and what were
the factors they felt led to this experience being so unsuccessful. | also inquired
as to suggestions they might have for educators to avoid having unsuccessful
partnerships with families (Turnbull et al., 2006). The families were also asked
how their cultural values and beliefs have affected their partnerships with their
child’s teachers. The individual family interviews offered the opportunity for in-
depth discussion about facilitators or barriers for partnerships.

Focus group interview guide. The focus group interview protocol is
included in Appendix B. Questions were designed to elicit participant responses
about their perceptions and behaviours as they pertained to partnerships with
new Canadian families of children with disabilities. The focus group. participants
were asked to describe successful partnerships, and what made the partnerships
work. They were also asked to describe examples of unsuccessful partnerships.
A third key question explored how cultural values and beliefs have affected the
partnerships. Throughout the interview | swayed from my protocol to probe
comments from participants, and to clarify a participant response. At the end of
the discussion, participants had the opportunity to summarize perspectives in
response to such questions as “After thinking about the issues we talked about

today, which one is of greatest concern to you?” (Krueger & Casey, 2000). To



Cultural Interpretation of Disability 61

ensure consistency across time, the same questions were asked at each focus
group meeting.
Procedures

Project approval. After approval by my Doctoral committee and the
University of Manitoba Research and Ethics Committee, letters describing my
study and invitation to participants, were sent to disability support groups and
ethno-cultural groups in Winnipeg. See Appendix C for a copy of the letter. |
followed each letter with a telephone call, and when given the opportunity, a
meeting with the coordinator.

Educators, including classroom teachers, educational assistants, special
education resource teachers, and school administrators were also identified
through letters (Appendix C.2) to school divisions in Winnipeg, as well as to
professional networks.

Nomination and selection of participants. | requested the assistance of
the coordinators of the disability support groups and ethno-cultural groups in
helping to establish a purposive selection process that was responsive to each
community (Fetterman, 1998). The importance of involving community leaders in
helping researchers establish trust within the community, as well as for sample
recruitment, was identified by Magnana (2000).

Once potential family participants had been identified, a letter was sent to
each of the families (Appendix D.1), explaining the purpose of the study, and the
meaning of informed consent. Information was presented to enable persons to

voluntarily decide whether or not to participate as a research participant.
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Informed consent language and its documentation, such as explanation of the
study’s purpose, duration, procedures, alternatives, risks and benefits, was
written in understandable language. The account of information was used to
document the basis for consent and for the participant’s future references. The
date, time, and location of the focus group was also included. Famiiy member
participants received a $20