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This mixed methods investigation examined experiences of families ofechildr
with disabilities in their spiritual communities. Using the Spiritual Communit
Experiences Inventory, fifty-eight parents rated importance of andasaitst with
clergy, various religious activities, and support received from clergy antliapiri
community members. Families reported that participation in religious teegiaind
support from clergy and members were important. Moreover, families wéilg hig
satisfied with these activities and support. As predicted, a significatibredhip was
found between frequency of attendance, amount of support, and satisfaction with
activities and support. Only in the case of formal ceremonies was fregeegrsfgttion

relationship not significant.



Parents described a variety of factors that influenced their level sfas#itin
with spiritual community experiences. Families reported that participatas
influenced by: (1) amount and quality of social interactions with other childietn a
adults, (2) level of knowledge, training and understanding of staff and volunteers, (3)
level and appropriateness of accommodations provided, and (4) degree to which their
child’s disability interfered with participation. Additionally, parents repothat their
experiences were affected by availability of emotional and prastiggdort targeted to
their unique needs, existence of social support networks, level of acceptance and
knowledge of community members and clergy about disability, and the value the
religious community places on parental knowledge of disability. Parents did ¢étabiora
negative experiences and lack of support, which led to their non-participation and in
some instances to switching communities.

Further testing and refining of the instrument is required to strengthen its
reliability and validity, clarify ambiguities, and identify factors fées believe are
important to participation. Additionally, leaders of spiritual communities ndesttify
needs of families of children with disabilities. By tapping families apées” and
networking with other religious communities, disability groups, and agencies;ahey

better meet these families’ needs.
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CHAPTER |

Introduction
Families of children with disabilities have found many positive ways of caopittigthe
challenges of raising a child with special needs (Bennett & Deluca, 1996;, Dees&
Trivette, 1988; Judge, 1998; Lin, 2000; White & Hastings, 2004). In fact, many familie
believe that having a child with a disability has transformed their livepasiéive and
meaningful way. Religion is one way families cope with the challenges t@mhpany
the raising of a child with a disability and provides a source of meaning oorger
disability (Choe, Singer & Brenner, 2000; Payne & Stoneman, 1997; Scorgie & Sobsey,
2000; Tarakeshwar & Pargament, 2001; Weisner, Beizer & Stolze, 1991). However, not
until the 1990s, did researchers begin to study religion as a coping mechanism for
families dealing with disability. An interest in viewing families moredtmally has
prompted researchers to more closely examine families’ spirit@aldyparticipation in
religious organizations.

The rationale for studying religiosity as an important source of support for
families of children with special needs emanates from a variety of soufaest, family-
centered practice is at the heart of current early childhood special educattoepand
policy and religiosity is often at the center of many families’ ling&sckman, 1996, 2002;
Dunst, 2002). Second, a variety of theoretical and conceptual frameworks concerned
with family functioning emphasize the importance of examining the needs oftilg fa
and the family’s quality of life to better support a child with a disabiBip{erick &

Smith, 1979; Bronfenbrenner, 1979; Hill, 1949; McCubbin & Patterson, 1983; Turnbull,

Summers & Brotherson, 1984). Finally, empirical literature, focused on the needs of



families of children with disabilities, stresses the importance of saftddamily coping
to better support the child with a disability, the role of social support as a means of
successful coping, and in particular, religion, as a positive means of suppontifeasta
raising a child with a disability (Dunst, Trivette & Deal, 1994; Fewell, 1986;eludg
1998; Poston & Turnbull, 2004).

Rationale
Disability and Faith Communities

Great potential exists to improve the lives of individuals with disabilities,
estimated by the United States Census Bureau (2005) at approximateilyicia
(18.7%), simply by educating religious communities about inclusion. While literatur
concerning the relationship between faith and disability is limited, with &vidence
linking religion with attitudes towards those with disability, Selway and Ash{f298)
indicate “inconsistent cultural attitudes—many based on religious sentinteatthave
existed over time...show the potential of religion to influence community attitudes, and
the well-being of families and caregivers of persons with disabilit{ps429)

The National Organization on Disability [NOD] (2004) reports that 65% of
individuals with disabilities consider faith to be very important. However, these
individuals (47%) attend religious services less often than those without disabilit
(65%). NOD (2004) suggests “ ... a barrier of architecture or attitude — [holoislepe
with disabilities back from attending services at a church/parish, synajemple or
other place of worship.” (p. 38) Teaching the inclusion concept within Ameridan fai
communities could change attitudes in general and more fully open them to ttiose wi

disabilities, who could substantially benefit from participating.



Family Centered Policy and Practice

Early childhood special education has not always been rooted in family-centered
policies and practice. Although Public Law 94-142, the Education for All Handicapped
Children Act enacted in 1975, established educational protection for children with
disabilities and provided parents with some rights, the shift from organizatiemiaired
to family-centered policy and practice did not begin until 1986 with the passage of Part H
of the Education for All Handicapped Children Act. This Act was the first law to
recognize the family as an integral part of child development and provide mghts a
supports to families of young children with disabilities. For example, thisdgquired a
service coordinator assigned to each family to facilitate partnerséipgen parents and
practitioners in determining the educational needs of the child. Since therfetite ef
these laws have driven the field to develop more family-centered prattiedsnan,

1998).

Family centeredness “refers to a particular set of beliefs, prsciphlues and
practices for supporting and strengthening family capacity to enhadgar@mote child
development and learning...” (Dunst, 2002, p. 139). Current early childhood
educational practices emphasize the concept that a child is part of ddanggunit
(Dunst, 2002). Further, these educational practices take into account not only the needs
of the child but also how these needs fit into the needs of the family (Beckman, 1996).
To be family centered, intervention needs to include “relational and partigipator

practices (Dunst, 2000).



Theoretical and Conceptual Models

Family centered practice is grounded in several theoretical and conceptual
frameworks that focus on the impact of environmental influences on children and their
families and how families adapt to stress. These theories describe thexcomple
relationships within families and the effects of these relationships on othigy fa
members. They have been extensively used to develop techniques to support families of
children with disabilities. Although these theoretical approaches will luzilbled more
extensively in Chapter 2, they are briefly described here because they provide a
important basis for understanding the role of religion in the lives of parents.

Urie Bronfenbrenner (1979) was one of the first researchers to desdlibe ch
development in terms of ecological theory. He argued that influences on dewalopme
should be viewed as a series of nested systems, each of which has a recifweoakinf
on one another. Many researchers view this framework as a useful tool for gtilndyin
range and complexity of influences on families of children with disalsil{isckman et
al., 1998). It explains the impact of multiple contextual influences such as thplenulti
influences religion may have on family and child development.

Researchers in the field of family and disability have also focused on how
families deal with stress. Hill's (1949) ABCX Model of wartime stresstinues to
explain, in different and updated forms, how families deal with the impact ofsafsire
event (McCubbin & Patterson, 1983; Patterson, 1988). The ABCX and the Double
ABCX models explain how a family reacts to stressful events throughout tHg fideni

cycle. Researchers have suggested these models are useful in exfiiaingagtions of



families of children with disabilities to stress and the within-famagiability of these
reactions (Hastings, 2002).

In addition to these theories, researchers have found Broderick and Smith’s
(1979) Family Systems theory useful when examining the specific dynamesiGés.
Turnbull, Summers, and Brotherson (1984) have specifically applied this theory to
families of children with disabilities. This model examines the four ai¢sre the
family interactional process: inputs, family interactions and processes,@pdt
stages of the family life cycle. The family is viewed as an intenaatiunit with unique
needs and experiences. What affects one member of the family influenoesrddérs
of the family (Gargiulo & Kilgo, 2005). Notably, spirituality is considered one diteig
important factors that influence how families function and deal with stresgafebsrs
have found this theory to be useful in explaining the varying reactions familiesochave t
disability.

All these approaches are a source for further understanding of famitipfung.
Specifically, they provide: (a) contextually based models to identify stersg that
influence all aspects of development, (b) examine how individual familiestcea
various life events, and (c) identify how these families function at differentspioi time.
Further, each of these theories can be directly applied to how families furruoti@lapt
to having a child with a disability. Finally, they each provide a framework fomaxng
how spirituality and organized religion can influence families’ development and

functioning.



Empirical Literature.

Researchers and practitioners in the field of disability have long resagtie
need to study the impact of having a child with a disability on the family (§ata
Beckman & Cross, 1983; Innocenti & Kwisun, 1992). Researchers have investigated th
effects of stress inherent in having a child with a disability on famitgtioning and
child development (Beckman, 1983, 1986; Fewell, 1986; Dyson, 1996; Troster, 2001),
and ways in which these families cope with such stress (Judge, 1998; Margalit, Raviv &
Ankonina, 1992; McCubbin et al., 1983). Further, researchers have investigated social
supports as an important coping mechanism families use to mediate stress 2bibje
Stainton & Besser, 1998). In particular, Judge (1998) suggests that many farilies us
“emotional and informational social support[s]” (p. 266) to cope with stress. Turnbull,
Turnbull, Erwin and Soodak (2005) argue the need for practitioners to provide families
with both social and emotional supports.

The study of both emotional and social supports for families was prompted, at
least in part, by Bronfenbrenner’s (1979) model concerning the impact of eablogic
influences on family and child development. Since then, researchers who studgsfamil
of children with disabilities have studied the impact of social supports on thesesamil
and have found that social support can decrease parental stress, enhance p#rental we
being, promote child development and increase parent’s commitment to intervention
(Crnic, Greenberg, Ragozin, Robinson & Basham, 1983; Dunst et al., 1988; Wehman,
1998). However, Dunst (1985, 1994), based upon his extensive work in the field of
social support systems and early intervention, advocates that social supporatohst

the needs of the family and allow the family to meet its own needs to achievesldesir



family outcomes. Informal supports, such as family, friends and spiritual suppoet
found, more often than formal supports such as social service or disability agencies, to
mediate stress for families of children with disabilities (Crnic etl&83; Dunst et al.,
1988; Kramer & Houston, 1999; Lin, 2000; Payne & Stoneman, 1997; White & Hastings,
2004). An extensive body of literature on informal supports of families of children with
disabilities exists (Crnic et al., 1983; Dunst et al., 1988; Kramer & Houston, 1999; Li
2000; Payne & Stoneman, 1997; White & Hastings, 2004). However, there is limited
empirical information regarding religion and spirituality within the fiddrgie &
Sobsey, 2000).

Few studies have focused on the importance of religion as a social support in the
lives of families of children with disabilities (Selway & Ashman, 1998). Furthest
studies regarding religion have either only included religion as one soummaaif s
support (Choe et al., 2000; Mailick, Holden, & Walther, 1994; Payne & Stoneman, 1997;
Scorgie & Sobsey, 2000) or studied religion in a general way with a focus on beliefs
(Chang, Noonan, & Tennstedt, 1998; Tarakeshwar & Pargament, 2001; Weisner et al.,
1991). Only a handful of studies have focused on how a religious community supports
families of children with disabilities (Coulthard & Fitzgerald, 1999; Dollhiarks &
Olson, 1998; Haworth et al., 1996; Rogers-Dulan, 1998; Skinner, Correa, Skinner, &
Bailey Jr., 2001). Of the studies that have included evaluations of organized religion and
its support for families of individuals with disabilities, most report mixed t&sul
Moreover, the authors report decreasing church attendance of families due to lack of
support and lack of willingness on the behalf of churches to include their child (Hawort

et al., 1996; Rogers-Dulan, 1998; Skinner et al., 2001). Finally, many of these studies are



only exploratory in nature and of poor empirical quality. Hence, further quedigarch
is needed in this area (Skinner et al., 2001).
Definitions of Terms

Because religion is a largely untapped and important source of help for families
with disabilities, it is important to outline its meaning as well as wisgareh suggests it
can offer. Canda (1998) defines religion as “an institutionalized and organizeh it
beliefs, morals, rituals, and social support system.” (p. 4). This description ess@spa
beliefs systems as well as the organized-community aspect of redgiending to
spirituality, an important distinction that applies to some families ¢diren with
disabilities. One of the purposes of this study was to broaden the concept of “religious
community” to include non-Christian spiritual groups, opening the door to those
cooperatively practicing a non-traditional faith (e g., groups thad paat of the
American Ethical Union) that meets Canda’s criteria.

Within that religious/spiritual framework, social support is a multi-dinuerad
concept, defined differently by various researchers (Dunst, 1985, Turnbull, Turnbull,
Erwin, et al., 2005.) Dunst (1985) describes it as “emotional, physical, inforrakat
instrumental and material assistance ... to maintain well being, promotetauepta
different life events and foster development in an adaptive manner.” (p. 171). hée furt
distinguishes types of support as formal or informal. Formal support encosipasse
professionals, agencies and organizations that help those with disabilities survive the
larger world. Informal support refers to individuals and social groups that aididizity

(Dunst, 1985).



Fewell (1986) purports that religious organizations offer parents of children wit
disabilities several kinds of assistance, including emotional and instrurpeattdal
support. Turnbull, Turnbull, Erwin and Soodak (2005) define emotional support as
providing encouragement and understanding in coping with life events. Additionally,
they describe instrumental/practical support as tangible, such as ahibdazgher tools
for daily living (Dunst, 1985; Turnbull, Turnbull, Erwin et al., 2005). The following
section presents research questions and the study hypothesis.

Research Questions

Both the theoretical and empirical literature suggest that social suppohatpay
families adapt to the issues of raising a child with a disability. Religiems to be a
potentially important source of such support. Therefore, the purpose of the present study
is to examine the type of experiences families of children with disabihave within
their religious community. The following questions and hypothesis about organized
religion’s role in the lives of families of children with disabilities voié addressed.

Question 1 Where do families of children with disabilities rate their experiences
in the spiritual community on a continuum of positive to negative?

Question 2.What experiences in their spiritual communities do families report as
important to their child’s participation?

Question 3.What experiences in the spiritual community do families report as
important to their own participation?

Question 4.What about these experiences do families describe as positive or

negative?
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Hypothesis:It is hypothesized that family ratings of experiences and support will
be significantly and positively correlated with the amounts of activitygnaation and
support received. That is, families who report positive experiences will gisd re
participating more in activities and receiving more support from their spiritua
community. In contrast, families who report fewer positive experiencesaladllreport

that they participated less in activities and received less support.
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CHAPTER I
Review of the Literature

For nearly three decades, professionals who work with children who have
disabilities have recognized the importance of social support in mediatisg ftre
families of children with disabilities (Dunst et al., 1988; Fallon & Russo, 2003;eVghit
Hastings, 2004). Although religion has been identified as a source of support fegfamil
(Dollahite et al., 1998; Fewell, 1986; Haworth et al., 1996; Skinner et al., 2001; Treloar,
2002; Turnbull et al., 2005) research has been limited (Tarakeshwar & Pargament
2001). The purpose of this literature review is to focus on both the theoretical and
empirical findings that have contributed to an understanding of the role thatgadicici
in spiritual communities plays in the lives of families of children with diges. The
review begins with an overview of the search procedures used in this researtieto gat
information about religion and families, followed by a discussion of the thedretica
concepts that apply to this study. This overview is followed by a review of current
literature concerning family support and coping techniques and community inclusion.
Finally, this section includes studies that focus on the role of religion foli¢araf
children with disabilities.

Search Methods

To gather information relating to religion and families with disabgitcomputer
and ancestral searches were conducted between the years of 1961 and 2008. This time
span was chosen because none of the studies referenced any study prior to 1961. In
addition, there is no evidence that any literature review is available qrathicsular

topic. The computer search included multiple electronic databases such as Academi
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Elite, ATLA Religion Index, ERIC, Education Abstracts, Family & Socistudies
Worldwide, Psych Info, Social Sciences Abstracts, Social Sciencem@statdex, and
the University of Maryland System library catalog. The following kexgls were used
to generate the search for references: “family,” “disabilitygliyion,” and “supports.”
Also, an ancestral search was conducted of references from seveles aefated to the
topic. In addition, 12 articles already collected from a previous search wendedcl
The search was then further limited by examining the abstracts to deterhatieeneach
article was representative of the topic at hand. Of the approximately R€saidund,
138 were deemed appropriate for review.
Theoretical Foundations

The concept of family centered practices is grounded in theoretical and
conceptual models related to environmental influences on child development and
family’s adaptation to stress. These theories attempt to explain the gawlpleonships
within families and the influence of internal and external factors on thies@mnships.
They have been extensively studied to develop techniques to support families ohchildre
with disabilities. This section includes the theoretical models that aa@tamt to this
study.
Bio-Ecological Model

Much of the literature concerned with families views the family as&gy One
particular model that researchers (Beckman, 1996, 2002; Dunst, 1988) have found useful
when studying families is Bronfenbrenner’s (1979) ecological model odhum
development. In this model, an individual is conceptualized as part of a series of nested

systems each of which exerts mutual influence on all levels of the systempratess
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is bi-directional with both the individual and the environment changing over time based
on influences at multiple levels of the system. The environment in which children
develop is not considered just the immediate setting in which an individual resiges but
series of settings, one larger than the next, “nested” within each other, which ar
influenced by each other and the individual.

Specifically, Bronfenbrenner (1979) identifies these nested systems as the
microsystem, mesosystem, exosystem and the macrosystem. The “stergsy
includes the most immediate contexts in which the individual directly partisipdtee
microsystem includes “activities, roles and interpersonal relationsthiasindividual’s
experience on a regular basis (p.22). These experiences can occur for aauhilld, ait
home, school, daycare, neighborhood or work but they must be meaningful to this
individual. The “mesosystem” is considered a “system of microsystems” (pn@5) a
refers to the relationship between two microsystems; both the individual andtithgsset
within the mesosystem exert influence over each other. An important examye ca
drawn from two common microsystems in which children participate: the school and the
home. For example, the relationship between parents and a teacher may directly
influence the kind of educational support parents will provide at home which, in turn,
may directly influence the child’s level of educational performance.

The “exosystem” includes larger systems in which the individual is not & direc
participant but can have an impact on the microsystem or macrosystem. Foregxampl
a child and his or her family the exosystem might be the policies and practibes of t
school system. If the school system does not provide adequate support for a child with a

learning disability, the child’s motivation to learn can be affected, whichm ¢an
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affect how the family interacts with the school system. The largest andlilesas of
these systems is the “macrosystem.”

The macrosystem is the larger political, cultural, and legal systemafthahce
all of the other systems within a particular society. This system hasdhdifects upon
the individual. For example, cultural beliefs of a family may influence how thgiytm
view authority and discipline which will have an effect on all other levelsegystem.

In Bronfenbrenner’s theory, all systems exert mutual influence over gzahto
influence outcomes for the child and family.

In 1995, Bronfenbrenner expanded his original model to include another system,
the chronosystem. This extension of the ecological model was renamed the bioakolog
model. The chronosystem incorporates the dimension of time and change throughout a
person’s life. These changes occur as a result of “proximal procesdesh ‘are
enduring interactions in immediate environments” (Eamon, 2002, p.232). These
processes occur over time which “generate the ability, motivation, knowledgkilhta s
engage in such activities both with others and one’s own self’ (Bronfenbrenner, 2004,
p.6) and are considered the “primary engines of development” (p.6). Examples of these
processes may include a mother feeding a baby or playing with her chiltitd a ¢
playing alone or in a group (Bronfenbrenner, 2004).

This model emphasizes that the setting in which a child interacts and the
interactions the child has are directly influenced by the family and tierlaocial
system. Bronfenbrenner (1995) also states that when families expetressdisese
interactions may be disrupted which can subsequently influence the individual's

development. When the family and child successfully interact in different cortymuni



15

social settings with different individuals, child development may be enhanced
(Bronfenbrenner, 1995). For example, when a family provides a variety of oppeguniti
for the child to interact at places such as pre-school, day care, religinosunity
involvement, and play groups, the child’s development can be positively influenced
(Bronfenbrenner, 1995). The bioecological model suggests that, although stress ca
affect the family, appropriate social supports can positively influencéyfama child
development.
ABCX Models

Another theoretical model that may help explain the role of religion in thedfves
families of children with disabilities is the ABCX model. Over the yeawe sl
researchers have been interested in stress and its impact on families!. tli@nearliest
models developed to study family stress is Hill's (1949) ABCX model, which is art eff
to explain the variability in reaction among families when faced witlsstrelill (1949)
developed this model while studying families’ reactions to stress durirignea
separation, but it has been applied to family reactions to other potentialljutesssts
such as the birth of a child with a disability (see Figure 1). The “A” insH{il1949)
model represents the stressor event such as having a child with a disabiliB/, the “
represents the family’s available resources to react to the event feeg fitiancial
resources, supportive extended family), and the “C” represents the familg&ppen of
the stressor event (e g. the family believes that a child with a digab@ gift from
God). Acting together A, B and C determine “X,” the family’s response tewbet and
whether the stressful event becomes a crisis (e.g., whether each fambemhelps

with the care of a child) (Hill, 1949; Beckman, 1996; 2002).
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Figure 1

ABCX Model

A=Stressor Event

B=Available C=Perception of
Resources Stressor Event

X=Family's
Response

Because Hill's (1949) model only focuses on “pre-crisis” factors thatiésnuse
to cope with stressful situations, McCubbin and Patterson (1983) expanded upon Hill's
(1949) model to take into account the variables that families use over time wheg dea
with a crisis. Like Hill's (1949) model, McCubbin and Patterson’s (1983) Double
ABCX model identifies the A, B and C factors prior to X, the crisis. However,
McCubbin and Patterson (1983) add factors post-crisis, aA, bB, cC, and xX.

The aA factor in McCubbin and Patterson’s model represents multiple stressors
occurring at different times in the family-life cycle that have the piatietat “pile-up” on
the family over time. For example, a family at one point may have smaltemihnd
financial issues; at another point in time, a family may be dealirfigohitdren in college
and taking care of elderly parents. As the demands on the family change, sbme of

stressors may diminish while other stressors can “pile-up” over time. Fopéxa
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having a child with a significant disability may entail multiple appointmesitts medical
and educational professions, increased financial obligations and a changasyivecar
demands. However, depending directly upon a particular family’s ability to ctipe wi
these stressors, pile-up may or may not affect the family.

The bB factor represents the resources families and individual famifpers
have available to cope with stressors and include individual, familial, and social
resources. Individual resources are those that any one individual brings to thefami
include both material resources such as money, housing, knowledge-based resdurces suc
as problem-solving skills or organizational skills, and emotional resources such as
positive family outlook. These resources are unique to the family member but provide
support to the family as a unit in adapting to a crisis event. Family resourt¢besae
that define how a family adapts as a unit to a crisis and include coping skills @&ald soc
resources. Family balance during a crisis can only occur when there is amtidema
capability” balance (McCubbin & Patterson, 1983, pg. 18). Examples of this balance
may include a family’s positive outlook about a crisis or the support that fammhpers
provide each other during a crisis. Social resources are those that provias faith a
barrier against stress and promote recovery from the stressors ecgery a family.
Social resources include support from extended family members or sociakzatgas
such as a church (Williams & Williams, 2005).

The cC represents the family’s ability to assign meaning to the. cHeiw the
family does this assigning can influence how well the family copes witbsstifeor

example, if a family uses their religious beliefs in a positive manner aimck éaf event
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as a way to grow, they may have a better outcome than if they view a srgis a
insurmountable problem.

The xX factor determines how the family will adapt over time. McCubbin and
Patterson (1983) refer to this adaptation on a continuum with bond-adaptation at the
positive side and maladaptation on the negative side of the scale. Family’s positions on
this scale are based upon their ability to attain balance post-crisis véticeachieved
when the amount of family demands is equal to their adaptive resources (McCubbin &
Patterson, 1983).

FARR model.McCubbin and Patterson (1983) and Patterson (1988) renamed the
Double ABCX model the Family Adjustment and Adaptation Response (FARR) model.
The purpose for renaming the model was to explain the two-phase process in which
families adjust and adapt to stressful events. Phase 1 is characterizeeriog &f
family adjustment to a stressor. This active process requires fanmlibalance family
demands with family capabilities as these interact with familynmea to arrive at a
level of family adjustment or adaptation” (Patterson, 2002, p.3=&nily demands
include both normative and non-normative stressors, enduring family tensions and daily
family issues.Normative stressorare those that occur regularly in most famiaesl
non-normative stressomre specific events of family change that are unanticipated and
not typically experiencedEnduring family tensionsiclude long-term unresolved family
issues such as a child with a permanent disabifigmily capabilitiesnclude family
resources (e.g., what the family has to do to adjust to the stressor and copingrbghavi

Both demands and capabilities can arise from the individual family membefaiihe
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unit or from outside community circumstances. Families attempt to balamce the
demands with their capabilities to try to adapt to a stressor and find mearhiegevent.

The second phase of the FARR model explains how families adapt to stressors.
Families must employ different coping strategies to maintain balasbeasumaking
changes to the family structure, rules, and roles. More supports and leveldyf fam
maintenance are required. Families must “restructure” intermatigract, and change in
response to the outside community (McCubbin & Patterson, 1983; Patterson, 2002). If
the family is successful, it adapts and improves its function. However, diiky fis not
successful in adapting then poor family function might result. For examplkingor
parents of a child with a disability are not immune to economic downturns. In some
cases, the caregiver must enter the workforce to subsidize a full or pdrtias$ of the
working parent. Whether the family is able to find another source of care giling
determine the success or failure of this adaptation to the stressor.

All versions of the ABCX model emphasize the importance of resources to help
families successfully adapt to stress (Hill, 1949; McCubbin & Patterson, 198&;sBa,
1988). Spiritual communities may play a significant role in providing the famiity
successful means to deal with a crisis event and provide long-term support to help
families cope across the life cycle.

Family Systems Model

Seeking out support from others is an effective form of coping for families when
dealing with stress (McCubbin & Patterson, 1983; Patterson, 1988). Social supports are
considered by many researchers to be one of the most important coping techniques

families use when dealing with a crisis. Of particular interest to adnehtesearchers
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are supports that promote successful adaptation of families of children ofitiksabi
Other theoretical models that emphasize the importance of social supportsdrave be
introduced that evaluate how resources support families (Broderick & Smith, 1979;
Dunst, 2000; Turnbull, Turnbull, Erwin & Soodak, 2005).

Broderick and Smith (1979) developed family systems theory to explain family
coping and adaptation. This model’s premise is that each family functions in a unique
way to meet the family’s needs for affection, self-esteem, spitjguaonomics,
recreation, socialization, and education. The model is comprised of four components: (a)
family structure, which includes relationships of members as well as indivashgy
member characteristics, (b) family interactional styles, (c) fafaiictioning when faced
with a crisis, and (d) family stages. Based upon general systems thestgri€k and
Smith (1979) applied this concept to family functioning and later Turnbull et al. (1984)
applied this framework to families of children with disabilities. Turnbull.§2805)
expanded theory encompasses four broad components: inputs, family interactions and
process, outputs, and stages of the family life cycle.

Inputs. In the Turnbull et al. (2005) framework inputs include the family’s unique
characteristics as a unit, characteristics of individual family neesplbamily cultural
beliefs, and ideological philosophies (Turnbull et al, 2005). Families can diffenas
For example, only one parent may head a family or extended family membeligenay
within the household. In addition, member characteristics (e.g., a family mantiba
disability) may change the dynamics of the family. Family cultoeiefs can also
influence their interactions and philosophies. For example, a family’s colaye

influence the way they view disability and in turn affect how they interabttivé child
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with a disability and provide support for that child. Finally, the ideologicatstre of a
family includes its beliefs, values, and coping abilities. For example, ayfeuntil a
strong faith may perceive disability differently than a family who does niois T
perception can affect how the family deals with disability and what supperévailable
to this family (Broderick & Smith, 1979; Turnbull et al., 2005).

Family interactions and proces3he interactions within this framework are
directly based on Broderick and Smith’s (1979) theory and include four types of
relationships that exist and the interactions between family membersidedat@amily,
marital, parental and sibling interactions all influence family relatipss Families of
children with disabilities are no different from those that do not have a child with a
disability; what effects one family member will affect all fagmhembers (Turnbull,
Turnbull et al., 2005). Further, the concepts of family adaptability and cohesials@re
introduced. Cohesion refers to the level of emotional bonding and independence within
the family unit. This concept is viewed on a continuum from more to less cohesive.
Most families fall somewhere in the middle of the continuum and, in general, need to f
a cohesive balance. Typically, families that are more cohesive have mitireepos
outcomes than less cohesive families. For example, some reports suggesh¢hat s
families of children with disabilities value the increased cohesivehassdmes from
dealing with disability (as cited in Turnbull et al., 2005). Adaptability refeesfamily’s
ability to cope with change or stress. Like cohesion, adaptability is viewed on a
continuum; at one end are families who are unable to change in response to stress, and at

the other end are families that are changing so much it affects theiy ebflinction.
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The most successful families are those that are able to balance between high and low
adaptability (Turnbull et al., 2005).

Outputs.How a family functions based upon the inputs and family interactions is
called output. Turnbull et al. (1984) identified eight categories of family funogoni
affection, self-esteem, spiritual, economics, daily care, socializatcreation and,
educational. Although each of these categories is discrete, family’ gtbsen
weaknesses can influence other functions. For example, negative spiriteis dedut
disability (e.g., viewing the birth of a child with a disability is a punishnfremy God)
can effect family’s affection and self-esteem. Every member of thiyfgreatly
influences the family’s degree of success in carrying out these functiomdb(ll,
Turnbull et al., 2005). In the case of spiritual communities, each of the family
functioning categories can be affected either positively or negativelndiegeupon a
family’s experiences.

Family life cycle.Finally, all of these inputs, processes, and outputs change
throughout the family life cycle. Families endure both stable and unstalegeFfor
example, the birth of a child with a disability can initially create aodest instability,
but as the family adapts to these changes it can move to a period of stability. The
unstable periods are called transitions. These transitions may be part ohtlaé nor
family life cycle, referred to as “on cycle,” or may occur at an unusual referred to as
“off cycle.” Whether these changes are “on” or “off cycle” they caater stress within
the family. As the family changes throughout the life cycle so doelsataaeristics,

interactions and functions (Turnbull et al., 2005).
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Summary.The bio-ecological, family stress and family systems models all
provide a basis for the current research conducted on families of children with
disabilities. Each model includes social supports as an important mechariibelgba
families maintain balance, especially in times of stress. Helpindiéarfind and
develop social support networks in programs for families of children with disabistie
essential for family adaptability and cohesion. Further, each of these nethals,
indirectly or directly, recognizes religion as an important support for samées The
bio-ecological model suggests that religion is one system in which thiy tamai child
may choose to participate. The family systems model explicitly itcesgpirituality as
one of the eight family functions that can have a direct and significant impact upon the
other seven functions. Because of the importance of spirituality in the livesgf ma
families of children with disabilities, it is critical for reseagchto understand how it
affects the family and what kinds of support it provides. The empirical literature
social supports and families with disabilities provides some insight into thetinatys
families participate in a spiritual community as a system of support. Towiftg
review of the empirical literature focuses on studies of families of emilaith
disabilities and their social, community, and religious supports.

Empirical Literature

The models described above provide a theoretical foundation for studying
families of children with disabilities and have been applied to the study of sapabrts
for families who have a member with a disability. In this section, thatitex on stress
and support is reviewed as well as the research on coping techniques of families of

children with disabilities.
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Stress in Families of Children with Disabilities

Research about the stress experienced by families of children withitdesalsl
mixed (Friedrich & Friedrich, 1981; Dyson, 1991, 1997; Singer & Irvin, 1991; Stainton
& Besser, 1998; Walker, Van Slyke & Newbrough, 1992; Singer, 2002). Some
researchers have found that families experience stress when havingvatbhild
disabilities (Podolski & Nigg, 2001; Saloviita, Italinna & Leinonen, 2003; Troster, 2001,
Wang et al., 2004), and others have found that families of children with disabilies ha
the same amount of stress as families of children without disabilities §Ro&dNigg,

2001; Saloviita et al., 2003).

Researchers do know that amounts of stress can vary over time and areegssociat
with a variety of factors including type of disability, child temperament, Skfi)yf and
individuals traits, limited resources, and care giving demands (Beckman, 19881d8gc
2002; Beckman & Pokorni, 1988; Floyd & Gallagher, 1997; Gallagher et al., 1983).
Stressors may vary and may include the need for medical care, spd@alizational
needs and emotional distress of family members (Dyson, 1991). The following section
describes several studies that examine factors that influencefatraigss of children
with disabilities experience.

Beckman’s (1983) landmark study focused on factors related to stress ie$amili
of infants with disabilities and the influence of certain child charactexishdamily
stress. Beckman (1983) interviewed 31 mothers of infants with disabilities tonoeter
what behaviors and characteristics of their children were linked to increessslist
mothers. Participants were interviewed using a variety of instrumentslimglthe

Questionnaire on Resources and Stress, an adapted version of the Holmes and Rahe
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Schedule of Recent Experience, the Carolina Record of Infant Behavior andjeviceye
checklist developed by the author (as cited in Beckman, 1983). In addition, child’s rate
of progress was determined based on data from the Infant Behavior RedwdBal/tey
Scales of Infant Development (as cited in Beckman, 1983). Instruments had lestiablis
reliability and validity. The behaviors evaluated included rate of childressg
responsiveness, temperament, repetitive behavior patterns and amount and type of care
giving demands.

Authors conducted correlational and multiple regression data analysis. Results
indicated certain characteristics and behaviors were associated withlbighe of
stress. Of the five characteristics examined, all but rate of child’'sga®grere
significantly associated with the amount of stress reported by mothernge Otfler
studies, age and sex of the child were not related to stress. The author cautidhes] that
result could be a function of the limited age range of children in the study: 6.6 months to
36.6 months of age. Additionally, the ability to generalize the findings to other
populations is restricted because of the limited sample size and demogadphecs
sample, (i.e., 96.7% of participants were Caucasian and middle class).

More recent research produced similar findings. Troster (2001) studied 47
mothers of children ages 8 months to 7 years of age with visual impairments andgin som
cases, other disabilities, to identify types of stress, factors contribatgigess and stress
reducing resources. Participants completed a parent questionnaire. The guestionna
was divided into two sections with demographics, family information, and disability

information comprising the first part. The second section included questions about study
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factors such as identifying daily stressors and perceived social suppwedh as an
adaptation of the Parenting Stress Index (PSI) (as cited in Troster, 2001).

The adapted PSI was shown to be internally consistent. Mothers of children with
visual impairments experienced more stress than mothers of children witrahilitigs.
Authors indicated this result was a function of the child’s behavior and the presence of
multiple disabilities. In addition, mothers of children with low vision experience@ mor
stress than mothers of blind children. Authors suggested this finding might be arfuncti
of inattentiveness of children with low vision. However, authors noted that these result
may be difficult to generalize because of sample selection effecteahohited number
of stress variables examined.

Building on this theme, Podolski and Nigg (2001) looked at fathers and mother’s
distress related to their child’s disability in 66 children from 7 to 11 yeaagefvith
ADHD. Authors examined parent stress in relation to the severity of theoliex8HD
and parent coping strategies. Families completed the Revised Duncan Socioeconomic
Index, the Satisfaction with Parenting Performance Subscale of the Rgi®atisfaction
Scale, the Parent Stress Index-Short Form, and the Family Crisis Ofemgehal
Evaluation Scales (as cited in Podolski & Nigg, 2001). In addition, children completed a
shortened validated version of Wechsler Intelligence Scale for Chilcsenitéd in
Podolski & Nigg, 2001). A variety of statistical techniques including analysis @incar
(ANOVA), correlations, and regression models were used to analyze the data.

Both mothers and fathers reported increased stress related to the child’sibehavi
problems. However, only mothers reported increased stress due to inattentiveness

addition, positive reframing, which authors defined as “the parent’s ability tbnrede



27

stressful events to make them more manageable” (p.507), and spiritual support, defined
as seeking support from religious organizations or religious faith, wereia®sl with
lower levels of parental stress. However, mothers reported more distreiss@eking
other types of community supports. This particular result differed from otbesarnah
studies that found seeking community supports are beneficial to families (B&nnett
Deluca, 1996; Fallon & Russo, 2003; Onaga, McAdoo & Villarruel, 2000; White &
Hastings, 2004). However, authors suggested that this discrepancy might havedoccurre
because mothers were already at a high level of distress when seeking dymmuni
supports or because community supports may have been ineffective. Additionally, the
study did not provide specific information on how authors operationalized community
supports; therefore, it was difficult to understand the nature of the results andveay h
influenced participants’ interpretation of the meaning of community supports.
Interestingly, only positive reframing for both mothers and fathers wasias=d with
reduced stress levels. The study further determined that the relgtibesiveen spiritual
support and parental distress was nonsignificant. However, the authors did not discuss
these particular results in detail nor did they intercorrelate spirit@meinity, or social
support with reframing to determine whether any supports assisted in timeimgfral he
authors suggested further study of results is required because of the limipdel Siam
In addition, because of the unusual results about community support, further study of
when and how these supports are effective is necessary.

Saloviita et al. (2003) of Finland, using the Double ABCX Model of adaptation,
examined parenting stress in 236 mothers and fathers of children from 1 to 10 years of

age with intellectual disabilities. Authors analyzed family demands, faxddyptive
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resources, and family definition of the situation to see how well familiesetiaptare
giving duties. Participants completed the Finish version of the Questionnaire on
Resources and Stress, Friedrich Edition, Inventory for Client and Agency Planning, the
Marital Adjustment Test of Locke and Wallace, Assessment of IntinmaRglationships,
the Family Support Inventory, the Ways of Coping Checklist-Revised, the Social
Readjustment Rating Scale and the Definition Scale (as cited in Salowaitaz03).

Stress of participants was assessed using stepwise regressiagisanaly

Like the previous study, the way parents defined their circumstances oragystr
associated with stress levels in parents. Both mothers and fathers who defined t
child’s situation as a “catastrophe,” reported higher stress levels. dtoens, this
definition was influenced by the child’s behaviors and for fathers it waswatd by
the lack of social acceptance. Authors cautioned that the correlational naturstafithe
does not provide firm evidence for causality. In addition, because the study occurred in
Finland, a country that is demographically homogeneous, it is difficult to gereet@li
different populations.

More recent literature about families of children with disabilities ersipha
evaluating family quality of life. Although there is no consensus about the defioiti
Family Quality of Life (FQOL), Poston and Turnbull (2004) define FQOLcamditions
where the family’s needs are met, family members enjoy their lifeltegas a family,
and family members have the chance to do things that are important to them” (Poston &
Turnbull, 2004, p. 96).

Wang et al. (2004) examined the concept of quality of life in 234 mothers and 130

fathers of children with disabilities in an early intervention program. Astéxamined
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the influence of income and severity of disability on mother and father’ sassitost with
family quality of life. Mothers and fathers were asked to complete separatens of
the Beach Center Family Quality of Life Scale (as cited in Wanly, &084) and provide
demographic information. Data were analyzed using structural equation modeling.

Results indicated that severity of disability was negatively aigélto both
mother and father’s satisfaction with family quality of life. Inconss\wositively
correlated with mother’s satisfaction of family quality of life, but nthéa's. However,
authors suggested this finding might not be an accurate portrayal of the father’s
perception of income and family quality of life, because the latter resslhota
consistent with previous research that indicated income is associated witts fathe
satisfaction with family quality of life.

Summary.The stress and family quality of life literature suggests that disaisility
frequently associated with higher levels of family stress (Podolski &, Rig@1;
Saloviita et al., 2003, Troster, 2001; Wang et al., 2004). Certain factors weretagsocia
with higher levels of stress, such as severity of the disability and speelfaviors
associated with the child’s disability (Beckman, 1983; Podolski & Nigg, 2001; Troster
2001). Similarly, although a much more limited sample of respondents, fathertede
that the severity of the disability and behaviors were also associated vén hig
perceived stress levels as well as lack of social acceptance ( Pé&dbdlglg, 2001;
Saloviita et al., 2003; Wang et al., 2004). In a more limited fashion, increasedrstress
mothers was positively associated with seeking community supports and having a
negative outlook when having a child with a disability (Podolski & Nigg, 2001; Saloviita

et al., 2003). Finally, a few studies indicated that positive reframing wasiated with
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lower levels of parental stress and, in one particular case, spiritual supp@ssogiated
with decreased stress levels (Podolski & Nigg, 2001, Saloviita et al., 2003).

Some families experience stress when dealing with their child'sildiga The
literature, however suggests that families do cope with this stress and, inas@se ¢
positively manage this stress (Singer, 2002; Stainton & Besser, 1998). The following
section will review studies that specifically address how families capedigability.
Coping with Disability

There is a significant body of literature that focuses on the importantfeafive
coping strategies to mitigate stressors that families face when haehmtg with a
disability (Bailey & Smith, 2000). Coping strategies can be defined as the[sjvia
which individual family members alter their subjective perceptions of filestiations”
(McCubbin et al., 1980, p. 865). Much of the current family coping literature is grounded
in the work done by Pearlin and Schooler (1978) and Lazarus and Folkman (1984).
These early works suggested that the coping process is a major link betwesafal str
event and adaptation (Judge, 1998). Researchers in the study of families o etitldre
disabilities have found similar results; those families with positive copiatggtes are
more successful (Lin, 2000). This section reviews coping techniques of parents of
children with disabilities.

In a seminal study by McCubbin et al. (1983), 100 parents of children with Cystic
Fibrosis where surveyed to examine parental coping patterns when having a tthdd wi
chronic iliness. Families were sent the Coping Health Inventory for Pdasntged in

McCubbin et al., 1983) and asked to provide information about coping mechanisms and
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family psychosocial environment. Factor and correlation analysis were usedytoea
data.

Results indicated three important parental coping patterns: (1) maintenance of
family integration, cooperation, and positive definition of situation; (2) mainteraince
family social supports, self-esteem and psychosocial stability and; (3)starting of
child’s medical situation. However, because of the small sample size and tifie spec
nature of the disability, caution is required when generalizing study results.

Margalit et al. (1992) quantitatively investigated coping, family coherand
climate in families with and without children with disabilities. Authors defined
coherence as “a generalized world view that expresses the extent to whisbrahaes
enduring, dynamic confidence that his or her internal and external environneents ar
predictable and that there is a high probability that life situations will workutell as
can be expected’( p.202). Seventy-eight Israeli parents of children with idisslaihd
83 Israeli parents of children without disabilities were surveyed about coping,
environment, and coherence. Instruments included a Hebrew adaptation of the Coping
Scale, The Family Environment Scale, and the Sense of Coherence Scaél(i&s ci
Margalit et al., 1992) which was written in Hebrew. Multivariate analysi@pénce
(MANOVA), multivariate analysis of covariate (MANCOVA), univariadealysis, and
Pearson correlations were used to analyze data.

Results indicated that parents of children with disabilities employed more
avoidant coping strategies than parents of children without disabilities. &opé
families of children with disabilities who exhibited disruptive behaviors tendecketo us

more avoidant coping strategies such as denying or avoiding the situation. Howeve
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authors cautioned that these results can only be generalized to othefdandiels and
cannot be compared to families within the United States.

Judge (1998) examined the relationship between coping and strengths in families
of children with disabilities. Sixty-nine parents, primarily white, middessimothers
(88%) of young children, ages birth to 5 years of age, with a variety of diggbivere
recruited and asked to complete the Ways of Coping Questionnaire and the Family
Hardiness Index (as cited in Judge, 1998). Descriptive data were provided and
hierarchical multiple regression was used to analyze results.

Researchers identified specific problem-focused coping strategi¢isggsi
associated with family strengths including seeking out social support,lpctsieg
problem-solving techniques and maintaining a positive outlook. On the other hand,
emotion-focused coping techniques such as self-blame, wishful thinking and digtanci
were associated negatively with family strengths. Authors indi¢htd the lack of
diversity and limited geographic region of the sample limits the genreodity of the
sample to other families and locations.

Lin (2000) examined coping and adaptation of 274 family members of individuals
with cerebral palsy (CP). Combining descriptive and ex-post facto dessgarchers
surveyed the individuals using three instruments, a modified and validated version of the
Family Crisis Oriented Personal Evaluation Scale, the Family Demploigrorm, the
General Functioning Scale of the McMaster Family Assessment D@aaated in Lin,
2000). A variety of quantitative statistical techniques including multiplessgn,
analysis of covariance (ANCOVA), and analysis of variance (ANOVAEkwsed to

analyze data.
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Descriptive results indicated that five factors were associated wiiilyfeoping:
positive family appraisal, support from others, spiritual support, personal growth, and
advocacy. Other results, associated with positive coping strategies seekiag s
information and outside support, were employed by families of young children wit
cerebral palsy versus families of young adults with cerebral palsy stidy was limited
by the nature of the sample, which included primarily Caucasian women in thedfidw
In addition, because the severity of cerebral palsy was not indicated itaaltltt
generalize this sample to other populations.

Summary.Parents of children with disabilities employed a variety of stragegie
that helped them cope with disability. Problem focused strategies that jorfendidies
with both internal and external support appeared to help families successfullyitteal
disability (Judge, 1998). The value of social supports including support from others and
spirituality appeared to provide strong coping techniques to families ofemiath
disabilities (Judge, 1998; Lin, 2000; McCubbin et al., 1983). So what are the social
supports that families of children with disabilities need? The next sectibn wil
specifically address social supports for families of children with disebil
Social Supports

Prior to discussing the literature on social supports for families of childtén wi
disabilities, it is important to review what is meant by social supportstafels
previously, Dunst (1985) defines social support as “emotional, physical, informational,
instrumental, and material assistance...to maintain well being, promote adeptat
different life events, and foster development in an adaptive manner.” (p.171). The

purpose of social networks is to “nurture and sustain linkages among persons that are
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supportive of one another on both a day-to-day basis and in times of need and crisis.”
(Dunst, 1985, p. 172).

Dunst (1985) differentiates between types of support: formal and informal.
Formal supports include professionals, agencies, and organized entities required to
support individuals seeking assistance. Informal supports include individual and social
groups that provide support for daily living. Much of the literature discusses how both
formal and informal supports can mitigate stress in families of childréndigtbilities
(Bennett & Deluca, 1996; Dunst et al., 1988; Fallon & Russo, 2003; White & Hastings,
2004).

Dunst et al. (1988) surveyed 45 mothers of developmentally delayed infants and
toddlers about their family resources (e.qg., food, shelter, transportation,tsoeial
health care, financial status, child care), well-being and commitment tapreg
suggested by professionals. Participants completed three scales thadncri&amily
Resource Scale, the Health, and Well-Being Index and the Personal Allocatierfesc
cited in Dunst, Leet & Trivette, 1988). Data were analyzed using multiplessagn
analysis.

Results indicated that having adequate resources was related to both the mother’s
well-being and commitment to prescribed interventions even when mothers and child’s
age, SES, and developmental quotient were statistically removed. In addition, mothers
who reported inadequate levels of family resources, primarily finanuinderfamily
support, were less likely to see the value in prescribed interventions and lgstwolikel

carry out such treatments. However, like many other studies, this inquiry onigiedcl



35

mothers. In addition, this study looked at a broad range of resources rathertthan jus
family supports.

More specifically, Bennett and Deluca (1996) studied the use of informal
resources that families’ access across the life cycle to adapt. dushtative
techniques, authors interviewed 12 families of children with a variety of digzhiliThe
children ranged in ages from 15 months to 30 years of age so authors could gather life
cycle data. A nonscheduled standardized format (as cited in Bennett & Deluca, 1996)
was used to interview families. Triangulation, group debriefings, and meimdeksc
were used to analyze data and ensure rigor.

Results indicated that informal social supports such as family, friends, parent
groups, and religious beliefs could be extremely helpful to families. Ini@admore
formal supports from professionals can also be of value. However, this study only
represented Caucasian families and primarily mothers.

More recently, Fallon and Russo (2003) looked at how military families living
with a child with a disability adapt to stress when adjusting to militeeyahd military
medical services. Two hundred and fifty three active duty military fasroliehildren
with disabilities, birth to 6 years of age, were surveyed. Part oferlaingdy by Levine
& Dougherty ( as cited in Fallon & Russo, 2003) families were asked sevstogge
about family stress levels. Also, a family cohesion subscale was admadisidapted
from the Sense of Family Coherence Scale (as cited in Fallon & Russo, 2003). eBata w
analyzed using descriptive statistics, Pearson Product Moment correlatidas\adysis

of variance (ANOVA).
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Results suggested a positive correlation between reduced levels of stress over
time and satisfaction with military medical services. This partictilalysvas included
because it demonstrates that formal, well-coordinated social supportdiea tori
reducing family’s stress levels. Further, the study also suggestedilitetyrfamilies
might have a more difficult time adapting to stressors associated wittgreachild with
a disability. Yet, these results cannot necessarily be generalized ta thiethes
population because of the differences between military and civilian liésstyl

White and Hastings (2004) performed a more in depth study on social supports.
The authors’ purpose for this study was to include multiple measures of socialt suppor
and sample a more heterogeneous group of children. Researchers’ recriytelréar
parents of children 13 to 18 years of age with moderate to severe disaiitees
recruited. Authors administered nine scales in the areas of child behavioralpasdht
being, informal social support (e.g., family and friends), support functions (e.qg.,
individuals available to help families), and formal support scales targetadd®w
families of individuals with intellectual disabilities. Data were anatlyusing
correlational analysis techniques including Pearson’s Product Moment and Kolmogorov
Smirnov tests.

Results indicated that the helpfulness of informal support and practical sources of
support were associated with parental well being. Emotional supports were not
associated with parental well being. Finally, families that accesseslprofessional
supports reported higher levels of stress. This study emphasized the importance of
supports that are directly helpful to families. However, authors cautioned thatueh

a small sample size, the limited number of fathers surveyed, and the high proportion of
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respondents who were parents of children with autism limit the generatizabilhe
results. In addition, specifics about questionnaires were not provided.

Summary.Clearly, social supports can mitigate stress for families of children
with disabilities. The studies reviewed above included children of varyingtsges,
and levels of disability and families of varying income and life styles.reflbrted the
positive effect of social support in both reducing stress and improving parerital wel
being. Results also indicated both informal and formal supports were important to
families. Informal sources of support that included family, friends, and pacemsy
were specifically identified at positive supports for families. Formalcesuof support
such as medical services were are also identified as helpful to nmBennett &
Deluca, 1996; Dunst et al., 1988; Fallon & Russo, 2003; White & Hastings, 2004). The
following section will discuss community inclusion of children with disabilities
Community Inclusion

An increased emphasis on the inclusion of children with disabilities in settings
that include children without disabilities has occurred in the last twenty (Beckman
et al., 1998; Bricker, 1995; Bruder, 1993; Guralnick, 1990; McLean & Hanline, 1990;
Salisbury, 1991). The focus, however, has been primarily upon inclusion within the
classroom. Recently, families and practitioners have extended this notion beyond the
classroom into the community (Amado, 1993; Turnbull, Turnbull & Blue-Banning,
1994). The following studies examine the importance of community inclusion for
families of children with disabilities.

Ehrmann, Aeschleman, and Svanum (1995) compared participation of pre-school

children with disabilities in community activities with those of non-disabledspee
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Eighty-two parents of children with disabilities and 132 parents of children without
disabilities completed three questionnaires including a demographic quesaotimai
Community Activities Questionnaire and Parent Experience Survey, both developed fo
this study. The Community Activities Questionnaire is a measure in whichtpare
provide information about the types of activities in which their children partécipehe
Parent Experience Survey is a self-report measure assessin{spapetiences when
involving their children in a typical community activity. Appropriate internal ciascy
data was found for both scales. Data were analyzed using a variety dtatatist
techniques including analysis of variance (ANOVA), Cohen and Cohen'’s hieadrchic
regression analysis (as cited in Ehrmann et al., 1995) and factor analysis.

Results indicated that children with disabilities participated less in cortynuni
activities than children without disabilities. However, on other measures both groups
were similar. For example, both groups reported that community activeopseintly
provided educational opportunities yet community outings were sometimes difficult
because mothers were fatigued, their children misbehaved or they had to brindnéreir ot
children. Authors cautioned the generalizability of results because theysésly ia
which activities children participated and not about the quality of and suppoktagcei
when participating in activities. In addition, there were little data tbésh reliability
or validity of the measures. Further, because this research was an iniyiahstuel
field, authors suggested future research should identify the quality of children’s
participation and support needed for children with disabilities to participate imgoity

activities.
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Beckman et al. (1998) studied preschool aged children with and without
disabilities and their families to identify factors about children’s inolugn community
activities and settings. Researchers used ethnographic techniques to odlttisze
data. Open-ended interviews were conducted with families and service provigdils. F
notes and observations were used to attain triangulation and ensure rigor.

Facilitators of community inclusion included a sense of community, having
extensive social contacts, interconnections between children, appealingetstres of
the child, purposeful family strategies to involve the child in community settings and
environmental adaptations that facilitate child participation. Barriers toncoty
inclusion included neighborhood decline and or instability, neighborhood safety issues,
negative peer interactions, limited resources for community involvement, utéeraila
peers, family schedules, geographical distances from programs, negatitaiy
community about individuals with disabilities and limits based on the child’s individual
characteristics. Authors cautioned that results did not include information fn@m ot
community members and identified themes were based on general questions.

Onaga et al. (2000) examined the role of parents in promoting school and
community inclusion for their children with disabilities. Using both focus groups and
interviews, families of children with disabilities were surveyed to ifiettte roles
parents played when facilitating school and community inclusion. Seven focus groups
consisting of 164 participants including parents, students, teachers, administrators, a
adult service providers were asked questions about transition as well as@cplesit

roles and expectations of families, educators, and adult services providers.tibtmaddi
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case study method was used for six volunteer families and students over gp&rigear
to track roles of families across time.

Focus group sessions lasted 1.5 hours and were tape-recorded and a note taker and
facilitator recorded information provided by participants. Content analysisise to
identify themes. However, there was no mention of how this analysis was @éfant
if triangulation occurred. Individual interviews were conducted annually during the 5
year period and content analysis was used to identify themes. Like the focus gooups
information was provided about data analysis and what types of questions weranaske
the interviews.

Focus group and interview results indicated that family members felhthat t
played these types of roles: learner, educator, advocate, transporteyengaretaker,
network builder, and linker when including their child in both community and school.
Results suggested that families played a significant role in community laoal sc
inclusion of their child with a disability. Often, professionals did not recognizedileis r
and the importance some families placed on including the child in all activities.
However, it is difficult to determine the credibility of findings without a fullatggtion
of data analysis techniques.

Summary.Unfortunately, there are limited studies about families of children with
disabilities and community inclusion. However, from the information available,
community inclusion as a social support for children with disabilities wasragty
important to these families. Onaga et al. (2000) suggested that fanuli$ go to great
lengths to support their child in community activities because they believed iopiegel

the whole child. However, these families encountered more barriers, phgsieall as
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attitudinal, facing them than families of children without disabilities.ckiBean et al.,
1998; Ehrmann et al., 1995; Onaga et al., 2000).

As can be seen, families need and want community social supports to help cope
with raising a child with a disability. Even though social supports are an ekparttiaf
successful coping for families of children with disabilities (McCubbin.efl883; Judge,
1998; Lin, 2000), and religious faith appears to be an important form of social support for
many families (Bennett & Deluca, 1996; Saloviita et al., 2003), little relsdes
addressed how religious organizations can support families of children withidesbil
(Speraw, 2006). The following section examines the studies available abgiouseli
supports and families of children with disabilities to gain a better of unddnsgpof
where the field currently stands.

Religious Supports and Families of Children with Disabilities

Because so many families access and rely upon their religious batlefs a
supports to cope with disability, it is important to define religion and understand ishy i
important to study when supporting families of children with disabilitiesi(Bt,

Deluca, & Allen, 1995). Canda (1998) provides a general definition of religion as “an
institutionalized and organized pattern of beliefs, morals, rituals, and social tsuppor
systems” (p. 4). Further, Bronfenbrenner, Moen, and Garbarion (1984) have suggested
that any study of the family concerning its social structure and ethndgs to include

the function of religion. Additionally, Fewell (1986) suggests that organizedam|igi

which includes attending church and religious practices, and religious beliefh, whic
includes faith and spirituality, should be considered as a separate form of support for

families of children with disabilities and needs to be studied as such. Untillyecent
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research in this area has been limited. Most studies have focused on the EEettE a
of religion and lack specificity regarding beliefs and experiences dedriom spiritual
communities and how they affect families of children with disabilities ¢k, et al.,
2003; Rutledge, Levin, Larson & Lyons, 1995; Tarakeshwar & Pargament, 2001). To
clarify the need for such a study, this section reviews research tinainexiathe role
religion plays in the lives of families of children with disabilities and theaich of
disability on families’ religious beliefs and practices. The studiedigi@ed into the
following categories: studies that focus on a particular religion, studiefothet on

certain ethnic or cultural populations and studies that focus on a particulalitgisabi
group of disabilities.

Religions. Dollahite et al. (1998) examined religious beliefs of 16 married fathers
of children with disabilities. All were members of the Church of Latter Cagts
Interview questions focused on when fathers felt either closest or more distarthéir
children, times when they either did or did not meet their children’s needs, anchways i
which fathers attempted to develop a relationship with their child. In-depth vamata
were collected from fathers. Authors used Atheorectical coding tgzanialterview data
to enable authors to understand the fathers’ explanations of the role of theugeligi
perspectives played in parenting a child with a disability.

Religious beliefs appeared to be a significant factor in fostering hope and
supplying peace and strength for fathers. Organized religious experiesrees w
considered positive and church members and clergy provided positive support. For
example, individual congregation members provided help and financial assistance for

some families. In other instances, clergy provided prayer and guidance. Hawerer
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were limited comments about these assertions, which makes it difficult to kttoesef
types of supports are helpful to other fathers and families. Authors suggestbddbat t
positive community and spiritual experiences occurred because the Mormamrelig
encouraged active participation of fathers and considered fathers the Sigiaitieas of

their family. In addition, researchers suggested that leaders of zedasiigious
communities needed to understand the importance of their role in positively supporting
families of children with disabilities. However, authors provided little miziron about
specific analysis techniques and assurance of rigor.

Treloar (2002) interviewed 13 parents of children with disabilities and nine adults
with disabilities about the use of spiritual beliefs to establish meaningsaility. All
participants were of an Evangelical Christian background, predominately wHitad
in a southwestern metropolitan area of the United States. Using an imnerpret
framework, families were sent interview questions to review prior to teeviaw.
Qualitative data were analyzed using memos, constant comparative angtlime-b
analysis. As part of the member check process, written portraits thatadahterview
data with thematic analysis were provided to participants for review ofaagcur

Participants indicated that their personal religious beliefs were mpetiamt to
them than the support they received from a religious community. Faith fopawnts
and those with disabilities provided effective coping support when facing diisul
Some participants commented that some religious communities were not ready to
welcome them and minister to them, although no specific examples of what was meant

by “not ready” were provided. Additionally, study results did not necessafliégtréhe
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experiences of families that have younger children because participastprimarily
families of older children or adults with disabilities.

In 2003, Marshall et al. published a descriptive study of Latter-Day Saing) (LD
parents’ ability to adapt to living with a child with a disability. Participardsew
interviewed about religious practices and beliefs and the impact they haveptingta
having a child with a disability. Thirty-two parents of children with a variety of
disabilities, such as Down syndrome, cerebral palsy, and communication disorders, we
interviewed using open-ended questions. All parents considered themselves Mormon and
resided in the state of Utah. The children ranged in ages from 18 months to 18 years of
age with over 80% of the children under the age of 12. Data were collected and analyzed
using a variety of specific qualitative methods including content analysi®dseas
described by Lincoln and Guba (as cited in Marshall et al., 2003), persistenvatiose
peer debriefing, and member checking. Lincoln and Guba and Sandelowski (as cited in
Marshall et al., 2003) based rigor and credibility on persistent observation, pee
debriefing, and member checking.

Parents reported, “the system, specific religious practices, and socialtsafppor
the church community offered a resource for coping with daily life” (p. 70).nBafiedt
that their faith and its particular structure provided them with a “unique andératent
perspective” (p. 63) concerning disability. Authors suggested that this perspeigtite
be attributed to Latter Day Saints families’ belief in tenants of the kland the ability
of these families to develop a unique meaning about their situation. However, further
clarification of these unique perspectives and what is meant by transcendeshe¢onee

examined. Authors suggested that this particular study results can only be apiblesd t
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Mormon community. However, this study provides insight into the impact that a
supportive religious community can have on families of children with disabhiliti

Dollahite (2003) followed-up on his 1998 study of fathers of children with
disabilities. Thirty Latter Day Saint (LSD) fathers, ages 25 to 29 yddysvere
interviewed using twenty open-ended questions. This time he examined how father’s
religious practices and beliefs provided meaning to their experiences wieatinmaa
child with a disability. Children ranged from birth to 16 years of age and diiresbalf
the children included health disabilities, autism, Down syndrome, blindness, deaithess a
various other disabilities. Interviewed by two-person teams, fathersasieed open-
ended questions examining their relationship with the child with special needsngball
posed by raising a child with special needs, and the helpfulness of religiogy dJs
grounded theory approach, which seeks to develop thematic concepts found in the data,
the author identified how Latter Day Saints theology influenced father'sgtéyas of
their child. No other specific qualitative analyses techniques were didcusse

Results indicated that religion provided these fathers with a framework that
guided their behaviors as fathers. The author suggested that their “balditine plan”
(p. 247) provided this framework and gave these fathers a sense of meaning to attach to
disability. In addition, because these fathers believed in life after desytfethit
necessary to establish an “eternal” (p. 247) relationship with their chipateldse
disability. Finally, religion inspired these fathers to be a more respompsitdat by
“loving, serving and caring” (p. 249) for the child with a disability. Reseascher
cautioned that these results have a variety of limitations. All participanesMormon,

had high SES, and all of the fathers were young and did not have the perspective of an
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older parent. In addition, the study assertions do not provide any information about how
organized religion is important to these fathers. Uniquely, the author recentlychéd a
with a disability and felt that this unique perspective permitted him to be viewaed as
“insider” which may have helped him obtain more data that are personal from
participants.

Summary.Studies that focus on a single religion can help determine how a
specific religion supports families when dealing with disability and iderditofs that
help guide future research on different populations. In this case, three of the faes studi
focused on families and in particular fathers who belong to the Church of Latter Day
Saints. Itis clear that this religious community provided a belief fraomleand a strong
social support network that helps fathers cope successfully when havind withia
disability. However, this information is limited and cannot necessarily becdpli
other faiths. The only study outside of the Mormon faith provided other viewpoints and
suggested that personal faith was better at helping families cope with hahihd) aith
a disability than religious communities. The following section will reviawliss on the
religious perspectives of different cultural and ethnic groups.

Ethnicity and culture.Rogers-Dulan (1998) examined the impact of religious
experiences on the well-being of African American families who have a chiidaw
intellectual disability. Fifty-two Christian families in an urban are&adithern
California were interviewed using both structured and semi-structured questsnaa
family data questionnaire and the Religious Connectedness Questionnaire developed fo
this study. Authors defined religious connectedness as “indicative of the impact of

religion within the culture and various aspects of personal, family and commitedity |
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(p. 92). Adjustment was measured using the Center Depression Scale, ThenQaigsti
on Resources and Stress—Friedrich short form, The Family Problems Scale and the
Family Impact Questionnaire (as cited in Rogers-Dulan, 1998). The narrdtvwweta
coded for themes using a system developed by the author and inter-ratertyelvaiil
established using the point-by-point method of agreement (as cited in Rogens-Dula
1998). No reliability data for the Religious Connectedness Questionnaireapereed.

Results revealed several issues about religion and how it supports families who
have children with disabilities. In general, organized religion functionedymdgifor
families by providing experiences associated with participation in the cortynaunai
socialization with others of faith. Personal religious beliefs and supportrgy cle
appeared to be the most important to this group. In addition, data suggested, “church
membership and greater religiousness were negatively relatedswatic depression in
the family’s adjustment” (p. 96). However, families comments were mixedtdelp
and assistance they received from religious communities. One familye@pgtine
church members are especially good in helping my daughter’s self-coitd€pc98).
While other families felt they were not always provided the needed assisiad some
members of their religious organization were not helpful.

Authors indicated that study results were specific to particular Afidgaerican
cultural beliefs. They suggested that because African Americans havieepzes
inherent in a racially inequitable society, these individuals may have dareed
“meaning, hope and a sense of self worth” and to believe that reality is bo#riahahd
spiritual’(p. 100). In addition, because a copy of the questionnaire was not provided and

no explanation was given about what was meant by participation and support, it is
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difficult to interpret results. Using a qualitative approach, Rehm (1999) ienezdi 25
Mexican-American parents of children with chronic conditions about religious and
secular responses to illness. Participant families all resided in anveisyen the
United States and were primarily married couples with a high school eduaadion a
Roman Catholic. Children’s ages were not specified but children’s disabiiitiesled
cancer, genetic syndromes, prematurity, and heart conditions. Data wgrednsing
a constant comparative approach.

Results focused on beliefs of the participants. In general, families belireved
child’s fate rested in the hands of God, which determined the outcome of the child’s
illness and provided a link between health care and religion. Because fdeftilges
obligation to God, “they themselves, their families, and the medical team playeal c
roles in the final outcome [of their child’s health]” (p.37). Finally, familiesroffeught
God through others and felt that their faith provided optimism in light of their child’s
issues. Results are limited in the sense that this information is only applicabl
Mexican-American families of Roman Catholic affiliation and only adeessligious
beliefs. However, results were similar to other studies in that religidiesshdayed a
key role in supporting families who deal with disability.

Skinner et al. (2001), using a mixed-methods approach, examined the degree of
perceived support from religion of Mexican and Puerto Rican families of childtien w
disabilities. Personal religious beliefs and supports provided by organizgdrreliere
used to measure perceived levels of support. Two hundred and fifty families throughout
the United States were interviewed and asked to complete a modified version of the

Fewell Scale of Religiosity (Fewell, 1986) which was used to determine glaveaws of
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organized religion and personal beliefs and the impact their child’s disabdityrhténese
views. Quantitative data were analyzed using analysis of variance (ANQW@cedures.
Narrative data were analyzed using thematic analyses to deterunene themes, and
content analyses and cultural model analysis (as cited in Skinner et al., 2081) wer
utilized and yielded a count of responses to the question: How and to what degree did
parents interpret the child’s disability within a religious worldview? [iitazh, the
processes of analytic induction and negative case analysis (as citednerSkial.,

2001) were used to compare emergent themes to responses.

Results focused on personal beliefs and organized religion as sources of support.
Respondent’s definition of organized religion included a place to worship, a place that
provided community and support for the needs of the child and the family, and a place
that provided religious education to their child. Personal faith appeared to be arstrong
source of support than organized religion for both mothers and fathers. For example,
respondents reported that personal faith allowed them to feel the presence of God, whic
helped them feel less depressed and helped parents do what was necessary for thei
families. However, mothers reported significantly higher levels of faith fdthers did.
Results were mixed about supports from organized religion. Half of the farejleged
decreasing church attendance for reasons that included time constraintstimhere
having a child with a disability, the churches inability to deal with their chiideds, ill-
equipped facilities, and lack of training of church personnel. This particular isesul
significant because very few studies have provided specific informatiorega
reasons for lack of attendance (Haworth et al., 1996; Tarakeshwar & PatgaatH).

Families also reported churches’ willingness and ability to includdrehilwith
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disabilities. Families indicated that the members and clergy provided botloeatatnd
practical support to their families such as transportation to medical appoistonent

visiting the child in the hospital. Families mentioned that they wanted their ghild t
participate in worship, religious education activities, and formal religio@sramies

such as religious rites and communion and viewed the church as a place to provide these
opportunities for participation. However, authors indicated that the resultspea#ic

to this population and not applicable to other cultures or ethnic groups.

Summary.The previous studies provide an interesting perspective about culture
and religion by demonstrating how these factors influence the familsceteon of
disability. However, many of the results are similar to other religiaugy sesults: faith
provides more support than organized religious communities do. In addition, the studies
by Rogers-Dulan (1998) and Skinner et al. (2001) provide some insight into what
experiences are important to families including religious socializatamch
participation, and religious media. However, like previous studies, these results a
limited to a particular population and difficult to generalize. The final seaticuses on
studies that look at religion from a disability-centered perspective.

Disability. Zuk et al. (1961) provided one of the earliest studies of religion,
disability, and family. Zuk et al. (1961) surveyed 125 mothers of children with
intellectual disabilities and the relationship between religious aifbiisand maternal
acceptance of a child with a disability. Authors examined mothers of Catholic,
Protestant, and Jewish religious affiliations. The authors that measugsolseli
practices and attitudes devised a questionnaire about feelings and belielfsgodés had

about their child with an intellectual disability. Data were analyzed dactgr analysis.
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Results indicated that mothers that considered themselves more religiodai{efgl,
church attendance, loyal to religious training, more consistent in prayeraragpe be
more accepting of their child with intellectual disabilities. In additiosylte suggested
that Catholic mothers were more accepting of their children than non-Cathaigzsbe
Catholic doctrine absolves parents of the guilt of having a child with a disability
However, these results may only apply to other Christian-based faiths bet#use
limited response from other religions. This study set the stage for futesgalesn the
area of religion and disability.

Fewell's 1986 seminal study of religion, disability, and families was thett
identify the differences between support from religious beliefs and supportdfigious
organizations. Eighty mothers of children with Down syndrome were asked questions
about supports from organized religion and personal religious beliefs. A scale
specifically examining religiosity was developed and administered. ThiearFewell
Scale of Religiosity was part of a larger questionnaire looking at suppoftsifilies of
children with disabilities. Using a 5-point Likert scale, the FewelléSohReligiosity
included 12 questions with six on religious beliefs and 6 on supportiveness of the
organized church. Scale data were analyzed using means, standard deviations and t
values.

Results indicated that mothers received significantly more support from their
personal beliefs (e.g., belief in a spiritual being, prayer) than fromrétgiious
organizations. In addition, the authors indicated that personal beliefs and religious
organizational supports are two separate forms of assistance for $amiihebeliefs

buffering stress and providing a more positive form of coping. However, itisutliffo
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generalize the results from a small sample. In addition, authors providednieeg
demographic information about respondents other than age and child’s disability.
Despite the study’s limitations, it was the first to distinguish betweerosiuippm
religious beliefs and support from religious organizations.

Weisner et al., (1991) examined how families cope with having a child with
disabilities and what role religion plays in the coping process. Subjects included 102
families of children 3 to 5 years of age with unknown developmental delays in the Los
Angeles metropolitan area. Families were interviewed and asked to fill out a
guestionnaire about basic family information as well as religious affiiand supports
information. Participants were divided into groups based upon a religiosity sk (hi
religious, moderately religious, and nonreligious) which researchers deterfrom
information acquired from participant interviews and questionnaires. Tlogitpaf
participants who identified themselves as religious were Christian witlalh sm
percentage identifying themselves as Jewish (13%). Interviews ashddiels were
reviewed by five coders and scored based on The Accommodation Interview Summa
(as cited in Weisner et al., 1991). These data were analyzed using chi-s@isis &0
identify associations on the religiosity portion of the questionnaire.

Like the Fewell (1986) study, results were divided into two areas: personal
religious beliefs and organized religion. For families that were relighmigefs played a
“more powerful” role in explaining their child’s disability. As expecteghty religious
families reported seeking and receiving more support from their religious woitym
than did the nonreligious families. In addition, these families reported/iregenore

support from friends and neighbors and participating in more social actitgieson-
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religious families. Yet, results should be viewed cautiously because the shargle s
common cultural and Christian beliefs; therefore, results may not reféagpeoints of
other religions or cultures.

Also in 1991, Erin, Rudin, and Njoroge surveyed 161 parents of children with
visual disabilities about their religious perceptions concerning their chilsbsbility.
Researchers were interested in changes that occurred in their dediefsar child’'s
diagnosis, how religion was used to interpret disability, and perceived support from
religious organizations. Respondents were primarily female, white, protestaned
mothers. The children had a variety of vision related issues including blindness (20%),
with a large percentage of children having both a vision disability and an additional
disability. Frequency data were provided.

Results revealed some differences between family’s religious bahefreligious
community support, however not as strongly as other studies. Families reportbdithat t
religious beliefs provided an important source of support when understanding and dealing
with their child’s disability. Most respondents reported that their religioosyunities
were positive and supportive. Approximately 30% of the families said that thielirechi
had minimal contact with their faith community; however, no explanation was provided
as to why these families had minimal contact. In addition, 29% of the participargs
somewhat dissatisfied with the religious instruction available to thedrehilwith
disabilities. Authors suggested that results should be viewed cautiously befcanse
overrepresentation of highly religious respondents and Texans. In addition, thermwere
data about the instrument reliability. Therefore, is it difficult to gersrahese findings

to other populations.
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Haworth et al. (1996) studied how parents view religion in the context of coping
with the rearing of children with disabilities. Two hundred and four families wer
interviewed using a semi-structured format and asked to complete thd Sealelof
Religiosity (Fewell, 1986) about religious views. Participants weregdggaeous with
respect to age, income, and education levels, with slightly more mothers (203)
interviewed than fathers (165). Children had a variety of disabilities witkaa imge of
78 months. Two raters independently coded, rated, and categorized comments as positive
or negative on a 5-point Likert scale. Inter-rater reliability wasbdished for comments
pertaining to religion. Also, one-way analysis of variance (ANOVA) vezsi o
identify associations between the two subscales and total scale of thé Feade=bf
Religiosity.

Frequency of maternal statements about religion and the Fewell Reli@oaity
(1986) were positively correlated. Additionally, all one-way analysesr@nee for the
subscales and total scale were significant. Mothers that expressed positiments
about religion had a higher score on the Fewell Religiosity Scale and matieers
expressed negative or no comment about religion had lower scores on the Fewell
Religiosity Scale. Participant's comments about religion, as in other stholt@sed on
the themes of organized religion and religious beliefs. Mothers expressdyl posgtve
comments about the support they received from their religious organizationsu(elgyS
school and social networks that provided, “friendship and comfort” (p. 275).) Although
most suggested that religious organizations provided support, some families repairted t
members and leaders did not accept their child nor did they provide support for the

families and discouraged families from being active in the church. Mothers who
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discussed religious beliefs did derive strength from their personal beliefgevidr, only
29% of the sample commented on religion, so it is difficult to generalize thisniation
to the rest of the sample or other populations.

Using a mixed-methods approach, Coulthard and Fitzgerald (1999) investigated
the relationship between perceived support from organized religion, persdmal fait
beliefs, and health status. Part of a larger study looking at the impact of hakiidy a ¢
with autism, 56 Irish mothers, and 4 fathers of children with autism were studied.
Interviews and several scales were used including the Childhood Autism Redileg S
General Health Questionnaire Scaled 28, and Support From Religious Organizadions a
Personal Beliefs Scale based on the Fewell Scale of Religiosititddsn Coulthard &
Fitzgerald, 1999). Quantitative data were statically analyzed usimpdesimmear
regression, correlation, paired and two-sample Student’s t.

Families reported significantly more support from personal beliefs than ceganiz
religion. Many times clergy and community members were not helpful: possbause
the child had a disability in the Autism spectrum and clergy did not know about the
diagnosis, and others withdrew from the family. In addition, families only sought help
5% of the time from organized religion. Families were specifically adkedtaheir
satisfaction with availability of religious education and almost half of tméits (46%)
were happy with the religious education that their child received. Many parents
mentioned that their children participated in formal ceremonies including firs
communion and confirmation. However, authors mentioned that often these rites are
administered in the child’s special education facility, not the church, and are more

socially isolating. Regarding personal beliefs, families reportedibmtgersonal beliefs
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about disability were a stronger source of support than the organized church. However,
because the study was specific to families with children who had autisnmftrimation

is not applicable to families of children with other types of disabilitiasaddition, this

study omitted details about the sample, sampling procedures, and instrumentation
reliability and validity, which make it difficult to generalize the resudtsther

populations.

Tarakeshwar and Pargament (2001) completed a mixed-methods study that
assessed families of children with autism coping skills in relation toaeligrorty-five
parents were initially surveyed, with 21 being interviewed, and assessedeigoois
coping. The Brief Religious Scale (RCOPE) (as cited in Tarakeshwargamant,

2001) identified both positive and negative aspects of religious coping such ag seekin
spiritual support or questioning the power of God. In the interview portion, religious
outcome was measured using three items that concentrated on perceived religious
changes. Quantitative data were analyzed using correlational anelfsniques and
hierarchical regression analyses. Additionally, participant’s resparesescoded into

21 categories identified in Pargament, Koeing, and Perez (as cited inshavakeé:
Pargament, 2001).

Overall, results indicated that religion could be a resource for familamgde
with issues when raising a child with autism. Results from the RCOPEteuliteat the
use of positive religious coping indicated a more positive religious outcome and vice
versa negative religious coping indicated a more negative religious outcome. Authors
suggested that this outcome is significant for families who seek relig@s@sce of

support when rearing a child with a disability because these families candeaged
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to use religious coping to manage parenting a child with a disability. Npfeddyency

of church attendance was related to overall religious involvement. Qualdatae
indicated that families looked to the church as a possible place for emotional support
about questions related to having a child with autism. Interestingly, sevexatgar
reported that the ritualistic nature of church provided a calming effecteiorctinld with
autism. On the other hand, many parents reported that churches were insentigire
child’s needs and many families were unable to attend church because diittiair ¢
behavior during the service. However, results must be interpreted cautiouslgedeta
the small sample size and characteristics of the sample.

Finally, Poston and Turnbull (2004) interviewed 187 individuals about how
religious beliefs and practice affect family quality of life. Familylgyaf life is a
relatively new area in the field of disability. Poston and Turnbull (2004) defineyfamil
guality of life as a “condition where the family’s needs are met, familninees enjoy
their life together as a family and have the chance to do things that areaimporthem”

(p- 96). Much of the literature discusses individual quality of life, but few have studied
overall family quality of life and the role religion plays in determiningifg quality of

life. Poston and Turnbull (2004) interviewed participants in a focus group format about
religion and family quality of life. Participants included family mensheiblings of

children with disabilities (78), individuals with disabilities (8), family menshef

children without disabilities (33), service providers (33) and administrators (1&yus Fo
groups were held in two urban areas and one rural area throughout the United $tates. F
participants with English as their second language, individual intervievesasaducted

with interpreters. A variety of sampling techniques were used to acquil@gazarts and
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multiple procedures were incorporated to address credibility, transfradomid
dependability of the data.

Results, like many of the other studies, fell into two categories: support from
religious beliefs and support from religious communities. Participants rdgbee
spiritual beliefs played an important role in the emotional and family qualitfeof li
However, an equal amount of participants had positive and negative experiences with
religious communities. Comments about religious community experiencadedcl
information about participation and acceptance. Families reported that padicipa
their spiritual community afforded opportunities for them and their child to be involved
in activities and meetings and to establish connections with other members of the
community. Families also indicated that their religious community was a safurce
unconditional acceptance and spiritual and emotional support. Conversely, a similar
number of participants commented on the lack of acceptance and support their child
received when at their spiritual community which led to a decrease ioipaititon for
both the child and family, often because families had to provide direct support to their
child. Interestingly, the authors suggested that a partnership betweers soiobol
religious personnel could help religious communities’ better support familesldfen
with disabilities. However, authors cautioned against broad generalizations bdcause o
the exploratory nature of the study. In addition, almost all participantsssegra
Christian point of view, which is not representative of other religious views.

Summary.Religion can support families of children with disabilities in a variety
of ways. However, until recently, the empirical literature has beeretimamd unclear

about the role religion plays in the lives of families of children with disadsliRogers-
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Dulan & Blacher, 1995; Selway & Ashman, 1998). For the most part, study results can
be divided into support families derive from their personal religious beliefs and support
families receive from organized religious communities. Support from bajipisared to
provide families with: (1) a sense of meaning concerning disabilitytré&)gth and
hope, (3) a tool for coping with disability and stress related to parenting a cthild wi
disability, and (4) improved family quality of life (Dollahite et al., 1998; ldetw et al.,
1996; Rehm, 1999; Poston & Turnbull, 2004; Treloar, 2002; Weisner et al, 1991).

On the other hand, religious communities received mixed reviews about support.
On the positive side, families felt that religious organizations played aimpogtant
role for those who were highly religious and provided an important form of support,
especially for Latter Day Saints (Weisner et al., 1991; Haworth et al., 199érRog
Dulan, 1998; Dollahite et al., 1998; Treloar, 2002; Marshall et al., 2003; Dollahite, 2003).
Alternatively, many families were unable to find the supports they need figamined
religion. Families voiced concerns that religious education did not meetlhiidis
needs and churches did not welcome families nor provide for their needs and in some
cases even discouraged attendance (Erin et al., 1991; Haworth et al., 1996; Raggrs-Dul
1998; Coulthard & Fitzgerald, 1999; Skinner et al., 2001; Treloar, 2002).

Conclusions

Researchers concerned with families of children with disabilities have long
recognized that many families experience stress (Podolski & Nigg, 200yjital
Italinna & Leinonen, 2003; Troster, 2001; Wang et al., 2004). The literature also
suggests that social support can mediate this stress (Bennett & Deluca, d88tcetal.,

1988; White & Hastings, 2004). The limited research conducted on religion and support
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purports that religious beliefs appear to provide the most support where as afrganize
religious communities are not always as supportive. Because of the recest inténis
topic, the study of religion and children with disabilities is primarily exgitoty in nature
and lacks specificity (Tarakeshwar & Pargament, 2001; Rogers-Dulanckds|a 995;
Selway & Ashman, 1998). Further, much of the emphasis has been on spiritual beliefs
and “global organizational practices” (Tarakeshwar & Pargament, 2001, p.249) of
spiritual communities. Hence, little research has addressed the spqudfieaces

parents have encountered in their spiritual communities, factors that influence
involvement in their spiritual communities, or what characteristics of treaenanities

they find supportive or not supportive.

Little information is available to identify specific experiences aiifees of
children with disabilities when attending spiritual communities. RecdPdlston and
Turnbull (2004) identified three general attributes that families wouldrdaa their
religious communities: acceptance, support of their child, and emotional andiapirit
support for themselves. However, the specific meaning of these attributeyes not
understood. Further, Marshall et al. (2003) suggested that research “...need[s] to
distinguish among personal spiritual belief, religious belief derived frontlhur
affiliation, and cultural belief that emerges from association in a churtiralul
community” (p.70). However, research has provided little insight in identiBupgort
experiences that families want and need.

Further, researchers have not identified the factors that encourage further
involvement in a religious community for families of children with disabdiaed what

specific types of religious communities families seek out and why. Knowinghdw
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why families of children with disabilities become more involved in a religious

community after the birth of a child with a disability may provide evidence to

substantiate the claim that religious families’ experiences maydadvem with a
greater sense of support and acceptance.

With the realization that religion can play a significant role in the lives of
families of children with disabilities and, for some families, it may prosideore
meaningful type of support than other traditional forms, it is important for csFarto
identify specifically what activities and behaviors families of chitdsgth disabilities
consider supportive when attending a religious community. Therefore, the purpose of t
present study is to examine religious community support experiences oefaatili
children with disabilities. The following questions and hypothesis about organized
religion’s role in the lives of families of children with disabilities voié addressed.

Question 1 Where do families of children with disabilities rate their experiences
in the spiritual community on a continuum of positive to negative?

Question 2.What experiences in their spiritual communities do families report as
important to their child’s participation?

Question 3.What experiences in the spiritual community do families report as
important to their own participation?

Question 4.What about these experiences do families describe as positive or
negative?

HypothesisThe literature does establish some positive relationships between
spiritual community attendance, spiritual community participation, and levels of

religiosity (Haworth et al., 1996; Rogers-Dulan, 1998; Tarakeshwar & Pangap0®1;
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Weisner et al., 1991). However, there is little statistical evidence congeha
relationship between parental satisfaction with their participation ingpeitual
community and amount of their participation. Therefore, it is hypothesizedthiy f
ratings of experiences and support will be significantly and positively ateceWith the
amounts of activity participation and support received. That is, families who report
positive experiences will also report participating more in activities ecglving more
support from their spiritual community. In contrast, families who report fewetiymosi
experiences will also report that they participated less in actitid received less

support.
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CHAPTER I
Methodology

The primary purpose of this study is to examine religious community support
experiences of families of children with disabilities. Using a mixedhotst approach
the author developed a web based survey instrument to address the following research
guestions and to test the following hypothesis:

Question 1 Where do families of children with disabilities rate their experiences
in the spiritual community on a continuum of positive to negative?

Question 2.What experiences in their spiritual communities do families report as
important to their child’s participation?

Question 3.What experiences in the spiritual community do families report as
important to their own participation?

Question 4.What about these experiences do families describe as positive or
negative?

Hypothesis:It was hypothesized that family ratings of experiences and support
will be significantly and positively correlated with the amounts of agtparticipation
and support received. That is, families who report positive experiences witeplsrt
participating more in activities and receiving more support from theirusgirit
community. In contrast, families who report fewer positive experienceslsalreport
that they participated less in activities and received less support.

The following sections discuss recruitment and characteristics of partisi
development of the instrument and measures, the pilot study and data collection and

analysis of the primary study.
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Recruitment

The following agencies agreed to recruit participants for the studymibga
Disabilities Association of Montgomery, Howard and St. Mary’s County, Arc of
Maryland and Prince George’s County, Family Networks, Parents Place ofktéryl
State and Howard County chapters of Partners in Policy Making, MarylaodiAtssn
of Nonpublic Special Education Facilities, Community Connections, MCNeeds, Catholic
Disability Outreach Ministry, the Howard County Special Education dismuggbup
and the Autism Society of Howard County. Although all of these agencies agreed to
participate, three of the larger agencies did not contact members alimipgtaon in the
study.

The agencies were contacted by phone or e-mail to request permission to speak to
their membership about participation in the study. On agency approval, thehmesear
provided the organizational contact with a pre-written request to circuldteito t
membership. Agencies contacted their membership in variety of ways usseViss or
newsletters. Members who were interested contacted the researebtty through e-
mail and the researcher responded with information about the survey, a copy of the
consent form, and a link to the survey.

There were several problems with recruiting participants that affdotesample
size. Only 43 responded to the survey after four months of recruitment and four were
ineligible for the study (one child too old, two children’s ages could not be determined,
two surveys incomplete). Many agencies, local and national that weretedregber
did not respond to requests or agreed to recruit participants but did not do so, even after

repeated attempts by the researcher to solicit their assistance. ghltagample size of
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85 was desired to obtain sufficient power to detect differences, the diffgaifiyng
participants for the study, and the depletion of the available sample for thecsastyte
instrument reliability reduced the study sample size. It was detatriiaethis reduced
sample size might not generate minimally sufficient power for thiststat tests
performed in the main investigation. To help improve power in the small sample, it was
decided to include participants from the pilot study after comparing the pitatijpants
with the survey participants on known factors. The 19 pilot participants (one pilot
participant was excluded because child’s age was misstated) amepar@ble to the 39
main survey participants on age, gender, income, religious affiliation, amount of
attendance, ages of children, disability type, and gender of child. Thereforel3hese
participants from the pilot study were included in the study sample whickasenl the
sample size to 58.
Participants

Participants in this investigation included a sample (n=58) of parents of children
with disabilities. For this particular study an adapted version of a definitiamuoffyf
from Poston and Turnbull (2004), was used to define parents: people who consider
themselves caretakers of a child with a disability, “whether relatddidog or marriage
or not, and who support and care for [this child]” (p.96). All participants met the
following eligibility criteria:

1. Individual had to be the parent (see previous definition) of a child with

a disability.
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2. Both mothers and fathers were eligible to participate. However,
participation was limited to only one parent/caregiver of a particular
child.

3. The child must be between 6 months and 21 years of age.

4. The parent was able to read, write, and speak English, as determined
by answers to open-ended questions.

5. The child had to be living with the family.

Parental relationship to the child, parental age, family income, spiritual
community characteristicsParents in this sample consisted of 51 females (89.5%), 6
males (10.5%), and one response missing. Parents’ average age was 46.2 yeass old. T
median family income level was $100,000 and above (62.0%), with eight participants
declining to respond. Participants’ religious affiliations included Muslimiskew
Catholic, Protestant and other, with Protestants the largest group repi€6ritéo).

The majority of respondents (67.2%) attended spiritual community actiweeg eeek

(see Table 1).
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Table 1
Characteristics of Study Participants (Parents)
Variable n %
Relationship to Child (n=57)
Mother 51 89.5
Father 6 105
Age (n=57)
30-39 8 14.0
40-49 32 56.1
50-60 17 29.8
Income (n=50)
Less than $15,000 0O O
$15,001-$45,000 5 10.0
$45,001-$75,000 9 18.0
$75,001-$100,00 5 10.0
$100,000 and above 362.0
Religious Affiliation
Buddhist 0 0
Catholic 10 17.2
Hindu 0 0
Jewish 3 52
Muslim 1 1.7
Protestant 36 62.1
(Methodist, Baptist, Orthodox Christian)
None 0 0
Other 8 1338
Spiritual Community Attendance
Never 2 34
Once a Year 3 52
About once a month 1017.2
Every week 39 67.2
Several times a week 4 6.9

& Percentages may not add to 100, due to independent rounding
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Child’'s age, gender and disabilityChildren in this sample consisted of 18
females (31.0%) and 40 males (69.0 %). Their mean age was 13.1, with the youngest 10
months and the oldest 21 years of age. Children with autism (41.4 %), learning
disabilities (29.3%), mental retardation (29.3%), speech or language impaf2n&ib),
and other disabilities (36.2%) were represented the most frequently. Otlditdisa
represented included orthopedic impairment, emotional disturbance, visual imgairme
traumatic brain injury, hearing impairment, and deaf/ blindness with many of tdeeahi

possessing co-morbid disabilities (e. g., autism and mental retardatiedalse 2).



Table 2

Characteristics of Study Participants (Children)

Variable n %
Gender
Male 40 69.0
Female 18 31.0
Age
10 months of age 1 17
3-10 16 27.6
11-15 24 41.4
16-21 17 29.3
Disability
Autism 24 41.4
Deaf Blindness 2 34
Emotional Disturbance 5 86
Hearing Impairment 2 34
Learning Disability 17 29.3
Mental Retardation 1729.3
Orthopedic Impairment 7 121
Speech or Language Impairment 157.6
Traumatic Brain Injury 2 34
Visual Impairment (including 4 6.9
blindness)
Other 21 36.2
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Measures and Instrument Development

A web-based survey instrument was developed for the study. The on-line survey
format was selected for several reasons. Specifically, the on-linatfprovided a
means to reach families of children with disabilities with multiple comnits and who
may have lacked respite care to permit attendance at meetings. alswasticipated
that this format would elicit more honest responses due to the sensitive nature of the
subject. Finally, this method provided a vehicle to reach a larger group of patscipa
and to reduce the amount of time and activity involved for families participatiing
project.

The Spiritual Community Experiences Inventory (SCEI) (see Appendox A f
complete inventory) was designed by this author based on the religious supburéter
(Coulthard & Fitzgerald, 1999; Dollahite et al., 1998; Dollahite, 2003; Poston &
Turnbull, 2004; Rogers-Dulan, 1998; Skinner et al., 2001; and Tarakeshwar &
Pargament, 2001), the researcher’s personal experiences, and several previous
instruments developed to identify general religious attitudes of familiglsildfen with
disabilities (Fewell, 1986; General Social Survey, 2006; Skinner et al., 2001). dQeesti
were developed with guidance from a survey expert, several reviewers, doctora
committee feedback, survey literature (DeVellis, 2003; Orcher, 2007), andbguest
scales that appeared on the General Social Survey (2006). Participants ogriipdeti
SCEI were asked to read statements about their and their child’s experretiesr
spiritual community. They were then asked to rate the importance of thoseezes,
their satisfaction with their experiences, and the rationale behind theg odtihose

experiences in an open-ended format.
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There were two groups of scaled questions: questions about importance of
participation and support and questions about level of satisfaction with participation and
support (e.g., questions 10 and 12 on SCEI). Questions that included scaled items were
developed with guidance from the survey expert, the General Social Survey (2006), and
doctoral committee input. Other question response categories included yes/no or
frequency of participation (e.g., questions 9 and 11 on SCEI). In addition, demographic
data were collected. Moreover, a survey professional, experts in thefdlgarents of
children with disabilities extensively reviewed instrument content. Xieveers
indicated the survey instrument was well worded and of the proper length. The final
version of the instrument included 36 questions.

Privacy and Distribution

The survey was housed at Survey Monkey, an internet-based survey development
company. The privacy policy of Survey Monkey states that they will not usgaaay
collected in any way for their purposes. All equipment used for the Survey Monkey
websites are kept in a secure facility with 24-hour surveillance. When gealesr
deletes the information, it is purged from the website servers within 30 days.

Because this instrument was developed specifically for this study, a pilpt stud
was conducted prior to the main investigation to test the instrument and detertrahe ini
reliability. Prior to the pilot study, Institutional Review Board (IRB) apatavas
obtained from the University of Maryland at College Park. After receiRiydpproval,
survey questions were entered into Survey Monkey and tested prior to the pilot study.

The researcher recruited two individuals to test the instrument using Sdowndkey for
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accuracy and technical considerations. Any problems identified by these intlividua
were corrected prior to initiation of the pilot study.

For both the pilot study and primary study invitations and consent forms were e-
mailed to participants inviting them to complete the survey. The invitation included
information about the study, researcher contact information, and a link to the survey. At
the beginning of the survey, participants were presented with a consent fors. Onc
participants provided their consent, they were permitted to begin the survey. Vde sur
also included a description of the study, criteria for participation, and insttaain how
to complete the survey.

Pilot Study

As stated previously, a pilot study was conducted prior to the main investigation.
The pilot study was designed to use a multi-step process to test reliabiligy safrvey
instrument. To evaluate test-retest reliability, ten participamtypteted the
guestionnaire at two different times. To determine inter-rater reliatgit husband and
wife couples completed the survey independently. However, after careful@@tisin
it was determined that mothers and fathers were not comparable judge®léthas
variability in their experiences with the same child. Therefore rebpliisessment was
confined to test-retest reliability. Nevertheless, acceptable cdmeuples’ surveys
were randomly selected without duplication of child and were included in the main
survey. Pearson correlation was used to determine test-retest tgliabili
Participants

The pilot study was conducted in a suburban Maryland county located between

Washington D.C and Baltimore. Participants in the pilot were acquaintances of the
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researcher who had children with disabilities and met eligibility caitefien individuals

(see Table 3) were recruited for test-retest analysis.



Table 3

Pilot Study Family and Child
Characteristics (Test-retest Participants)
Variable n
Parent’s Relationship to Child
Mother 10
0
0

Father
Other
Parent's Age
30-39 1
40-49 6
50-60 3
Parent’s Income
Less than $15,000
$15,001-$45,000
$45,000-$100,000
$45,001-$60,000
$100,000 and above
No Response
Child’s Gender
Male 8
Female 2
Child’s Age
3-10
11-15
16-21
Child’s Disability
Autism 2
Deaf/ Blindness
Emotional Disturbance
Hearing Impairment
Learning Disability
Mental Retardation
Orthopedic Impairment
Speech or Language 3
Impairment
Traumatic Brain Injury 0
Visual Impairment 1
(including blindness)
Other 2

HCDOOOOO
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Pilot Study Procedures

Potential participants in the pilot study were sent an e-mail asking for thei
participation. Once those contacted agreed to complete the survey, they wetedaovi
link to the survey. For tracking purposes, pilot participants were prompted to provide an
e-mail address at the end of the survey. Participants who completed the sicedgrtw
purposes of test-retest reliability were sent a second e-mail tleedes \after completing
the first survey. Participant survey completion progress was tracked and up to four
follow-up e-mails were sent to individuals who had not completed the survey.
Analyses of Pilot Data

The primary focus of the statistical analyses for the pilot studyovastablish
test-retest reliability for questions. Test-retest data werngzathbetween the first and
second instrument administrations using the Pearson Product Moment Coefficient. Te
participants completed the survey twice with about three weeks betweenstditions.
Test-retest was established by examining questions about religiousatend
opportunities for participation, importance of participation, amount of participatidn a
satisfaction with participation experiences. Twenty of the 26 questionstediEa
significant relationship. Of these, ten questions indicated a significaniposit
correlation at the .01 level, and ten questions indicated significant positiveatonglat
the .05 level (see Table 4).

As stated previously, 20 of the 26 (77%), or nearly four out of five, questions
were significantly correlated using the Pearson Product Moment Camel&dif the
remaining 6 questions, three (24, 27, 30) were not significant because some of the

respondents did not answer the question on either one or both test administrations. These
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non-responses dropped the sample size too low to accurately reach significatiee. O
remaining three questions (20, 23, 26), although complete, some responses varied by such
a great degree that correlation was reduced to non-significance. Ofpgbeses for

guestion 20, seven (70%) responses agreed but three responses varied by two. Eight
(80%) responses agreed for question 23, one response varied by one, but another
response varied by three. For question 26, four (40%) responses agreed and five (50%)
responses varied by one. Given these results, it was decided that questions would be

retained as worded.



Table 4
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Pilot Study Test-Retest Pearson Product Moment Correlations Question 6 and Question
9 through Question 19

Q6

Q9

Q10

Q11

Q12 Q13 Q14 OQi5 Q16

Q17 Q18 Q19

Q6
Q9

Q10
Q11
Q12
Q13
Q14
Q15
Q16
Q17
Q18

Q19

*p<.05. *p.01.

1.00**

1.00**

.82**

.67*

.94

.88**
.66*
1.00*#

.82**

84~
91**

67%

a. Since all responses on both test and retest were identical, a correldficrenbeould
not be directly calculated. However, 100% of respondents matched in test and retest.
Therefore, a coefficient of 1 was inferred.

b. Since all responses for this yes/no question on the first administration weieaide
correlation coefficient could not be calculated. However, 80% of respondents matched i
test and retest. Therefore, a coefficient of .67 was inferred from questiariith was
also a yes/no question with 80% test retest match.
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Table 4

Pilot Study Test-Retest Pearson Product Moment Correlations 20 through Question 33
Q20 Q21 Q22 Q23 Q24 Q25 Q26 Q27 Q28 Q29 Q30 Q312 Q3 Q33

Q20 .59
Q21 71*

Q22 .64*

Q23 .53

Q24 63

Q25 .90**

Q26 44

Q27 28

Q28 .65*

Q29 4%

Q30 .36

Q31 76*

Q32 1.00%

Q33 75*

*p<.05. **p.01.
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Summary.Test-retest reliability indicated that the survey instrument appeared
consistent overtime and multiple administrations. Twenty of the 26 (77%)angesti
indicated a significant relationship and either sample size or one or more &rgdst
response deviations affected the remaining six. Therefore, the instryppeated to
demonstrate consistency across time.

The main purpose of the pilot study was to assess the reliability of the iaatrum
using quantitative measures. However, responses to open-ended questions aweeel revi
to ensure participant responses generally matched the question construct. Some
variations in interpretation and repetition of answers were detected, howeven anly
few instances. Therefore, question wording and survey length were not changed.
Changes to Instrument Based on Pilot Data

Although the questions were not changed based upon the quantitative and
gualitative data from the pilot study, other concerns arose that required othgeshan
First, there were several instances of unexplainable missing data. @ar fuspection,
guestions were identified that appeared to have been unintentionally skipped, possibly
because of the online completion process. To assure a maximum of complete surveys, an
addendum to the original Institutional Review Board (IRB) application was stxqLi
allow participants to return to previous answers. Also included in the addendum was a
request that participants directly contact the researcher about sartieipption. In
preliminary participant recruiting activities, participating agencastbeen unwilling to
collect participant e-mails and provide them to the investigator. Agenaelsdiiticulty

in coordinating personnel to implement this procedure and general lack of staff ta suppor
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such an effort. In addition, it was assumed that involving more individuals in the process
might increase risk to participants. Therefore, it was also requested ti@paats

would directly contact the researcher regarding participation. TBaRroved these
changes on April 1, 2008.

Further inspection of data determined that some of the missing data weze rela
to the nature of the questions. The questions that had the most missing data were
guestions about whether families and their child had the opportunity to participate in a
particular activity. If participants responded that their child did not have the oppprt
to participate in a particular activity, they were directed to the nexf sgtestions.
Therefore, it appeared that most of these data, although missing, were faisgaing
reason. Additionally, when participants contacted the researcher direetly appeared
to be an increase in responses because the researcher was able to seng tirekgorve
the participant as soon their request was received and was able to magke magtiests
for completion of the survey.

Limitations

The purpose of the pilot study was to test instrument reliability before study
implementation. Although reliability of the instrument appeared suffianethte pilot
study, it should be noted there were several limitations of the pilot study. Thesam
size for the test was small so it may not accurately depict trusnslaips. Also, since
this pilot study was the first administration of this instrument, there wasenmps
information with which to compare results. Even with issues of sample size tidle ini

administration of the survey appeared to be reliable. Based on the favoralite resul
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regarding instrument reliability, it was decided the study could advancdRBce
approval was obtained regarding administrative changes.
Study Data Collection

As proposed, data were collected using the SCEI questionnaire. Test-retest
comparisons were used to determine instrument reliability. Descripthatissaand
correlation analyses were calculated to address the following reseastiogmand
study hypothesis:

Question 1 Where do families of children with disabilities rate their experiences
in the spiritual community on a continuum of positive to negative?

Question 2.What experiences in their spiritual communities do families report as
important to their child’s participation?

Question 3.What experiences in the spiritual community do families report as
important to their own participation?

Question 4.What about these experiences do families describe as positive or
negative?

Hypothesis:It is hypothesized that family ratings of experiences and support will
be significantly and positively correlated with the amounts of activitygpaation and
support received. That is, families who report positive experiences will glsid re
participating more in activities and receiving more support from their spiritua
community. In contrast, families who report fewer positive experienceslsalreport
that they participated less in activities and received less support.

The following sections provide a description of the data collection methods for

the study.
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Quantitative Data Collection and Analyses

To collect quantitative data, participants completing the SCEI were askealto
statements related to various spiritual community experiences of théiadidlfamily
and indicate if their child had the opportunity to participate in various acsivilibey
were asked to rate the importance of those experiences and their satistaittitheir
experiences. Additionally, families were asked to provide demographic data.wBre
collected over a 4-month period.

Prior to analyses, data were downloaded to Excel and then to SPSS. Variables
were coded using standard codes for categorical data (e g. femald sk = 2).
Continuous variables were coded using both positive and negative numbers (e. g.
somewhat negative= -1 and somewhat positive =1). Missing data were coded as 9.

Once survey data were coded, descriptive statistics including frequencies,
minimum and maximum values, means, and standard deviations were calculated to
screen data for errors or missing values. Several instances of midsirngclared.
Some missing values had a systematic pattern, which included instances whe
respondents did not answer the question. In some cases, missing answers may have
occurred because certain questions did not pertain to the respondent, such as when the
child did not have the opportunity to participate and respondents were directed to skip the
remaining questions in this category. In the demographic portion of the surveg] sever
respondents did not report their income, possibly due to the sensitive nature of the
guestion. In other cases, missing data occurred because of data transdrasn tie

survey internet website to Excel. In those instances, individual participant swess
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reviewed to identify the missing data. These missing data were maimsallied into
SPSS.

Descriptive analyses were performed on each question included in the aorrelati
analysis (questions 12, 13, 16, 17, 20, 21, 23, 24, 26, 27, 29, 30) to determine if the data
were normally distributed and to identify outliers that might affect aealysee
Appendix A for SCEI). Analysis revealed that the scores for both sets of dataete
normally distributed, and in both cases, were skewed to the right, meaning mast score
fell in the positive range (Skewness for frequency of participation questio699,
Skewness for satisfaction of experience questions = -.929). Based upon thistiofgrma
and because the two scales were correlated included both categorical ameboanti
data, it was determined that non-parametric statistics were the maspgier for the
analysis for this study, in this case Spearman’s rho.

In addition, outliers were identified during this process. Only four questions
produced an outlier response in terms of affecting the mean. Therefore, emciwast|
inspected to determine if it was a true outlier or an error. Two of the fouransss
outliers were in error (e.g. incorrect data) and data were correctetherather outliers,
it was determined that they were accurate responses and were not etifiorate
analysis (e g., frequency of religious education attendance averaged oneekpand
one respondent indicated that their child did not attend at all).

For the final quantitative analyses, varieties of analyses werempedaising
SPSS statistical software. Descriptive data were calculated focategorical (e.qg.,
type of disability) and continuous variables (e.g., level of satisfaction). afegarical

and continuous data frequencies and percentages were calculated. Finaligticor
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analyses regarding the study hypothesis were conducted using the Spearman rho
correlation coefficient. Twelve questions were included in this analysipesiaining to
level of participation and six pertaining to satisfaction. Based upon the distnibuti
analyses and the determination that one of the scales being correlatetegasaz in
nature, it was decided to use a non-parametric test. The outcome of these analyses
reported in the results section of this paper.
Qualitative Data Collection and Analysis

Qualitative data analyses for this study were based on procedures by Bogdan &
Biklen, 2003; Glaser, 1998; and Ryan & Bernard, 2003. The qualitative data collected as
part of this study was used to answer the research question: What about thesea@gpe
do families describe as positive or negative? The main source of qualitaiweeata
responses to open-ended questions on the SCEI about families’ activity and support
experiences in their spiritual communities (see appendix A for SCEI). folesreach
series of questions regarding level of satisfaction (questions 13, 17, 21, 24, 27, 30) and
the availability of opportunities for participation (questions 11, 15, 19) included an open-
ended guestion to identify why parents rated their spiritual community erperin that
way or why parents did not have the opportunity to participate. Additionally, questions
31 and 32 asked about negative experiences and question 33 asked about switching
spiritual communities. The procedures for data analysis will be discustesl i
following section.

Prior to qualitative analysis, responses for each open-ended question were
downloaded into individual text documents. To analyze the qualitative data, several

methods were used to identify themes among the data. Initially, “pawing” o
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“eyeballing” was the technique used to identify codes. This technique redpaires t
analyst to review the data multiple times to develop patterns and themes&Rya
Bernard, 2003). Initially the text was scanned for phrases relevant to thegas&ed.
Relevant phrases and keywords were highlighted. Next, all keywords and pheases w
reviewed again and identified codes were written in the left margin. Cadeadh
guestion were typed and key quotes were listed beneath. Many codes weilieuspetit
and often overlapped; therefore the codes were combined. Once codes were combined,
they were written on note cards and related quotes were then pasted on note cards.
During this process, the researcher noticed that codes were clearly linkedamer
categories of participation or support. Therefore, the cards were sortedarjoes,
codes associated with participation and codes associated with support. Cards were
resorted for each of these categories, organized by code, and combined int@themati
groups. For example, there were several codes related to successfipgtemi of their
child: teacher support, staff support, knowledge of teacher, trained stafé| sypecls
ministries. These codes were combined and called knowledge and understanding.

Throughout the coding process, the researcher used memoing to define, keep
track of, and compare ideas. Memos are the write-up of codes and their relatiasships
they emerge during coding (Glaser, 1998).

Peer debriefing was used to establish credibility. Another parent otangthila
disability reviewed participant comments and developed her own set of codes. These
codes were compared to codes developed by the researcher for irregudadtiar
missing themes. Interestingly, although the themes were similar, #@ paviewer

independently identified specifically what themes were positive and tvaies were
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negative. This result provided insight into how themes were divided among positive and
negative remarks and helped to arrange the themes for the final analysis. nié= the
were divided between these two broad categories: positive and negativ@ai@otici
experiences and positive and negative support experiences.

To further support the data generated from the analysis, emergent themes from the
study were compared to a list of themes generated prior to the project projbsal a
grounded in the religious and family support literature (Beckman et al., 1998; Gdultha
& Fitzgerald, 1999; Dollahite et al., 1998; Dollahite, 2003; Poston & Turnbull, 2004;
Rogers-Dulan, 1998; Skinner et al., 2001 and Tarakeshwar & Pargament, 2001), (see
Appendix B for list of themes). Although themes were arranged somewha¢ wlifye
all appeared similar to generated themes except for a theme found in therétebatut

financial support. Study data did not provide any codes linked to this topic.
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Chapter IV
Results
The following table links the results presented in this chapter with the appeopriat

research question and hypothesis:

Table 5

Research Questions, Hypothesis and Associated Results

Research Questions Results

Question 1 Negative Experiences, Exclusion Experiences

and Reasons for Switching Spiritual
Communities

Level of Satisfaction with Participation/Support
Question 2 Importance of Participation

Children’s Opportunities to Participate
Question 3 Importance of Participation and Support
Question 4 Negative Experiences, Exclusion Experiences

and Reasons for Switching Spiritual

Communities

Level of Satisfaction with Participation/Support

Qualitative Results

Participation Experiences
Acceptance and Support

Hypothesis Frequency of Participation in Activities or
Experiences and Amount of Support
Level of Satisfaction with Participation/Support

Correlation Analysis
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Quantitative Results

In this study, quantitative and qualitative data from the Spiritual Community
Experiences Inventory (SCEI) were collected to identify the typestioftess and
support that parents of children with disabilities found important in their spiritual
community. This section presents the quantitative findings of the researtiorgpasd
hypothesis posed in the study.

Descriptive statistics and correlational data were calculatettitess the
research questions and the study hypothesis. Descriptive data were tabulated and
analyzed for the following information: frequency of participation, avditgluif
opportunities for the child to participate in spiritual community activities, parent
perceptions of importance of spiritual community participation for their amighch
activity, parent’s perceptions of importance of spiritual community support for the
family, parent’s ratings of satisfaction with child’s participation inheactivity, parent’s
ratings of satisfaction with support provided to the family, extent to which expesienc
were negative or exclusive, and their consideration of switching spirdoahanities.
Additionally the relationship between parents’ satisfaction ratings withti@ydar
activity or support experience and the frequency of participation in the pomsupport
experience was analyzed using Spearman rank correlation. Descriptivelldaga w
presented first.

Descriptive Data

Descriptive statistics for importance of participation and suppB#search

guestions two and three of this study asked families to indicate whatiestweére

important to their children’s participation in their spiritual community andt wipes of
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support were important to their own participation. Descriptive statistics uged to
summarize participant responses. Percentages are reported for each.qltest® were
rated on a three-point scale: not important (-1), important (0), and very important (1).
The data were coded using both positive and negative numbers to preserve the
relationship that negative numbers represent items that have negative attiilite
positive numbers represent items that have positive attributes. It waseekihed about
half of the respondents would rate their experiences as important with the other half
evenly divided between not important and very important. In all cases, the resats w
highly skewed in the direction of very important. Participants rated all a&sivit
(religious education, youth activities, formal religious ceremonies, anshiposervices)
as important to their child’s participation (see Table 6). In all cases,thar®0% of
respondents rated these activities as either important or very importantt, farfac
religious education and formal ceremonies more than half rated theseescasivery
important. In addition, more than 90% of respondents rated support from both religious
leaders and members as either important or very important, with more than B@o rat

religious leader support as very important.



Table 6

Importance of Participation/Support
Descriptive Statistics

Variable n %,

Religious Education

Not Important 4 6.9

Important 24 41.4

Very Important 30 51.7
Youth Activities

Not Important 4 6.9

Important 28 48.3

Very Important 26 44.8
Formal Ceremonies

Not Important 5 8.6

Important 21 36.2

Very Important 32 55.2
Worship Services

Not Important 5 8.6

Important 25 43.1

Very Important 28 48.3
Religious Leader Support

Not Important 4 6.9

Important 24 41.4

Very Important 30 51.7
Member Support

Not Important 4 6.9

Important 27 46.6

Very Important 27 46.6

a. Percentages may not add to 100, due to
independent rounding
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Descriptive statistics for questions about opportunity for participation, negative
or exclusive experiences, and switching spiritual communikamilies were asked if
their child had the opportunity to participate in religious education, youth actj\aiel
formal ceremonies. Three quarters of the children (77.6%) had the opportunity to
participate in religious education activities with only 13 (22.4%) that did not. More than
two thirds of the children, (70.7%) had the opportunity to participate in youth activities
with only 17 (29.3%) that did not. About three quarters of the children, (75.9%) had the
opportunity to participate in formal religious ceremonies while only 14 (24.1%) did not
(see Table7).

More than two-thirds of participants (68.4%) reported their child had a negative
experience in their community, while 18 (31.6%) participants did not. More than half
(53.3%) reported the child with a disability was excluded from activities mikiair
spiritual community; while more than a two-fifths (46.7%) did not. On the other hand,
more than one-third of participants (37.7%) considered switching spiritual cotreauni
because of experiences related to their child, while 33(62.3%) nearly twodhirds

participants did not (see Table 8).



Table 7

Children’s Opportunity to Participate
Descriptive Statistics

Variable n %
Religious Education

Yes 45 77.6

No 13 224
Youth Activities

Yes 41 70.7

No 17 29.3
Formal Ceremonies

Yes 44 75.9

No 14 241




Table 8

Negative Experiences, Exclusion Experiences and Reasons for

Switching Spiritual Communities Descriptive Statistics

Variable n %
Negative Experiences (n=57 )
Yes 39 68.4
No 18 31.6
Exclusion Experiences (n=4%)
Yes 24 53.3
No 21 46.7
Switching Communities (n=58)
Yes 20 37.7
No 33 62.3

a. Respondents less than 58 due to nonresponse
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Frequency of participation in activities or experiences and amount of support
Amount of participation and support were generally high but varied by activityped t
of support. Parents reported that their children participated most often in religious
education and youth activities and slightly less often in worship services. lroadditi
more than 90% of children participated at least once in formal ceremonies. More tha
80% participated in religious education at least once a month and more than two thirds
participated in youth activities at least once a month. Similarly, about 80Bizeed
in worship services at least once a month.

Participants reported receiving support (emotional or practical) on a ngotarre
basis from members than from spiritual leaders. A third never received stippor

spiritual leaders while a quarter never received support from mensieer3 éble 9).



Table 9

Frequency of Participation and Amount of Support

Descriptive Statistics

Variable n %
Religious Education (n=4%)
Never 3 6.7
Once a Year 5 111
About Once a Month 7 15.6
Every Week 25 55.6
Several Times a Week 5 111
Youth Activities (n= 41§
Never 3 7.3
Once a Year 1024.4
About Once a Month 1434.1
Every Week 10 24.4
Several Times a Week 4 9.8
Formal Ceremonies (n = 4%)
Never 4 89
Once 10 22.2
Once a Year 1431.1
About Once a Month 1226.7
Every Week 4 8.9
Several Times a Week 1 22
Worship Services (n=58)
Never 8 13.8
Once a Year 3 52
About Once a Month 1729.3
Every Week 29 50.0
Several Times a Week 1 1.7

Religious Leader Support (n=58)

Never 19 32.8
Once a Year 1424.1
About Once a Month 1627.6
Every Week 8 13.8
Several Times a Week 1 1.7
Member Support (n=58)
Never 15 25.9
Once a Year 1424.1
About Once a Month 1220.7
Every Week 12 20.7
Several Times a Week 5 8.6

a. Sample size varies because some respondents
indicated theichild did not have the opportunity
to participate

95
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Level of satisfaction with participation and suppofthe first research question
asked how families of children with disabilities rate their experiencégindpiritual
community on a continuum of negative to positive. To address their preferences,
participant responses to questions 13, 17, 21, 24, 27, and 30 on the SCEI were analyzed.
To measure satisfaction, parents rated their experiences on a five pemtsciéde as
negative (-2), somewhat negative (-1), neutral (0), somewhat positive (1), oreo(it
Like the scale developed for the questions about importance of participation, the data
were coded using both positive and negative numbers to preserve the relationship that
negative numbers represent items having negative attributes and vice versa.

Families indicated that their experiences were mostly positive. Mare/8%a of
respondents rated the activities as either somewhat positive or positive, watkhanor
80% rating youth activities and formal ceremonies as somewhat positive oreosit
About 15% were neutral and a far smaller percentage were somewhat negative or
negative about any of the activities. Participants also rated their sadisfaith support
the family received from spiritual leaders and members as either sob@sitave or
positive. Almost 90% of respondents rated both leader and member support as positive
or somewhat positive. The sample size varied among questions because not all children

participated in all activities or participants did not respond to the question (sleelDa



Table 10

Level of Satisfaction Descriptive Statistics

Variable n %
Religious Education (n=4%)
Positive 24 57.1
Somewhat Positive 9 214
Neutral 6 143
Somewhat Negative 1 24
Negative 2 48
Youth Activities (n=41§
Positive 20 48.8
Somewhat Positive 1434.1
Neutral 5 122
Somewhat Negative 0O O
Negative 2 49
Formal Ceremonies (n=3Y)
Positive 22 56.4
Somewhat Positive 1025.6
Neutral 6 154
Somewhat Negative 0O O
Negative 1 26
Worship Services (n=50)
Positive 24 48.0
Somewhat Positive 1530.0
Neutral 8 16.0
Somewhat Negative 2 4.0
Negative 1 20
Religious Leader Support (n=39)
Positive 25 64.1
Somewhat Positive 1025.6
Neutral 4 10.3
Somewhat Negative 0O O
Negative 0 0
Member Support (n=43)
Positive 29 67.4
Somewhat Positive 1023.3
Neutral 4 93
Somewhat Negative 0O O
Negative 0 0

a. Sample size varies because some respondents
indicated theichild did not have the opportunity

to participate.

b. No response to the question or missing data
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Correlation Analysis

The following analysis tests the study’s hypothesis of a relationshig&etw
frequency of participation and nature of experience. Since the two scales in the
correlation included both categorical and continuous data and data were not normally
distributed, Spearman’s rho correlation statistic was used. It was hypethtdsat
family ratings of experiences and amount of activity participation wiligeificantly
and positively correlated. That is, families who report experiences thaioaeepositive
will also participate more in activities within the spiritual community. dntrast,
families who report fewer positive experiences will participate ledseset activities.

Frequency of participation of children in religious education classes, youth
activities, formal spiritual ceremonies and worship services and amount of support
families received from religious leaders and members were cod&l@tesatisfaction
with each of these activities or experiences (see Table 11). It wasesk et two
(religious education and worship service participation) of the six correlationisl be
significant because descriptive data indicated high satisfaction and hgqgericy among
these activities. Surprisingly, despite less frequency of participatipouith activities
and less support from religious leaders and members, all were significamtiated.
Satisfaction with religious education experiences was significantypositively
correlated with frequency of participation (r = .44, p < .01). Similarly, frequehc
participation was significantly correlated with family’s satisfat with youth activities
(r =.33, p <.05), worship services (r = .38, p <.05), spiritual leader support (r = .40, p<
.05), and member support (r = .45, p <.01). That is, families who reported positive

experiences with religious education, youth activities, worship serviogipredileader
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support and member support reported more participation in these activities. Iimilar
families who reported negative experiences in these areas reportpdrtespation. The
relationship between satisfaction with formal ceremonies and the amount the child

participated in these activities was not significant.
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Table 11

Spearman Rho Correlations between Frequency of
Participation/Support and Ratings of Participation/Support

Activities/Support Correlation Coefficient
Religious Educationn(= 42} Vi

Youth Activities f = 46) .33*

Formal Ceremoniesi(= 46) -.05

Worship Servicesn(= 50) .38*

Religious Leader Suppom £ 39Y A40*

Member Supportr(= 43 A45%*

*p<.05. **p<.01.
a. Sample size varies because some respondents did not participate in adlsactivit



101

Summary of Quantitative Findings.

These findings indicated that families, for the most part, rated thairei
participation and family support in their spiritual communities as positive and tampor
In addition, families who reported positive experiences with religious educatioth, y
activities, religious leader support and member support reported a high frequency of
activity participation. Only for formal ceremonies was frequency not ledeewith
satisfaction. The following section discusses results of the qualitativartisis.

Qualitative Results

Qualitative data in this study were collected to address question four:ainatt
spiritual community experiences do families describe as positive or négaualitative
data included written responses to open-ended questions asking those surveyetto expla
what factors influenced their ratings of their children’s experiemtes participating in
religious education activities, youth activities, formal religious cerees, and worship
as well as when they received support from spiritual leaders and spiritualucaiy
members. Most responded to these questions and with considerable candor. Data were
analyzed using procedures by Bogdan and Biklen (2003), Glaser (1998) anchRyan a
Bernard (2003) and included participant comments, creating codes, and developing
themes. Participants provided comments about two vital areas: participatiarpaond,s
and, within each key area, several themes were identified. The following seetim@vs
the results of this analysis.

Participation Experiences
Families provided comments about their child’s participation in religious

education, youth activities, formal religious ceremonies and worship servicgs. Ke
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themes emerged from these data, including opportunities for socializatior; socia
isolation; levels of staff knowledge, experience and training; degrees of moctation
provided for their child; the child’s ability to participate; and opportunities for
participation. The following sections provide detailed results about these themes

Social opportunitiesFor many participants, activities in their spiritual
communities included social experiences that provided children with dissbditontext
for social interaction with others, helped improve the child’s social skills, enthance
enjoyment of participation, and improved their self-esteem. For example,atherrof
a young adult reported, “[He] belongs to our high school youth group as well ad a smal
Bible group of peers every week. He has built very strong ties to his soughl [@f]
guys which helps him enjoy his large group activities.” For this young man oppieguni
for social interaction flowed into other activities and increased his enjaynis
mother suggested that opportunities to interact with peers strengthened habgiiyn’s
to deepen his faith and connections with others: “l see youth activities andadhristi
education activities as both giving him opportunities to develop his strong faith and
connections to fellow believers. He wants to attend every youth group aatditgally
enjoys talking about faith.” Another mother of a child with multiple disakslitie
commented about social connections others have made with her child and how these
connections provided him with a sense of belonging, “My son is a part of the group and
people have connected with him at his level.”

Interestingly, for many children, worship services also provided opporturdties f
social interaction. One parent viewed worship as a “great opportunity foo himtetact

and spend time with our friends, hear music, get used to crowds.” Parents identified a
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variety of social opportunities within worship that benefited both the child and adults in
the community. For example, participants noted that their child enjoyed worshieservi
because it provided an opportunity to be with friends. A mother of a young woman with
mental retardation said..., “She now enjoys attending worship service with fianagya

and enjoys inviting her disabled best friend when possible.” There were alsasenefi
when her child had a role in the worship services and formal ceremonies. A parent
reported, “He enjoys worship, has several good friends among the children addltke
there, and really enjoys serving as acolyte. He seems to have a veryspiringl

sense.” This parent identified specific benefits that included social oppas,mitiich
allowed her son to actively participate in worship. Whereas most participaotsed
positive connections between worship participation and social opportunities, one parent
stated, that her son is, “... proud that he can participate, but very nervous about his
performance.” Although her son was anxious, his involvement provided a sense of pride
and accomplishment, and a growth opportunity that he would, otherwise, have missed
outside this worship context.

For families in this study, participation in their religious community praVitie
children with social opportunities that helped develop those skills and deeper connections
with community children and adults. Moreover, these experiences provided a variety of
avenues for participation that enhanced their child’s satisfaction and provide@ @fsens
pride. These benefits are important factors that determine perceptions abibeg posi
participatory experiences and contribute to the overall worship experience.

Social isolation.Despite these positive encounters, at leadiasmlies also

reported that their child was socially isolated. Parents credited thisaadaattitudes
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(from children and adults) toward their child and their child’s inability to conniglat w
peers. Parents frequently mentioned that sometimes other children did notaeeeidty
their child. Most often, the lack of acceptance occurred in either religious ieducat
programs or youth activities, where children would typically have the most oppa@suniti
for peer contact. Parents reported that other children did not include their child. For
example, a parent said, “...She is basically shunned by the other kids who find her odd or
different.” Another parent provided this account:
When she was younger, up to 17 years old, her experiences had been positive, but
as her peers grew older and [acquired] more typical teen group thinking, it
changed into a nice but not as inclusive [experience] as it could have been.
Parents also described situations in which they felt their child had difficulty
connecting with other children. A participant explained: “He likes doing aesyibut it
is hard for him to make friends with the other children.” Similarly, a pareridstaily
daughter is very outgoing and makes her experiences the best she can, yet sheedoes ha
some difficulty with age-level peer interactions and this is apparent durisg the
activities.” These instances suggest that participants believe timathihd's inability to
connect — whether because of other children or their child — somehow makes the socia
experience less fulfilling and leads to social isolation.
Staff knowledge, experience, and understanding of disabilfiasilies felt staff
and volunteers who were knowledgeable and understanding of disability created more
positive participatory experiences for their children. Qualities of $taffseemed to
encourage children’s participation included prior experience and knowledge about

working with children with disabilities, sensitivity to the needs of the child, grasiive
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attitude towards the child. One mother of a child with ADHD commented that s chi
positive experiences happened with trained, experienced staff: “...To me, the otgom |
is the religious education leader’s skills and knowledge of disabilities.f vétafhad
previously worked with children with special needs or were sensitive to their aleeds
contributed to a more positive encounter. Another parent noted that her daughter had
“...success [with] Sunday school teachers who did have experience or sensiteégho t
special needs children and teens.” Similarly, teachers who encouraged tbeandhi

were happy to work with them also provided a positive experience. One motherdeporte
that her son, “looks forward to going and the teachers were enthused about him despite
needing a high degree of attention.” Another parent stated, “He is in a clags ahtv

the teacher encourages him.” Families view these “qualities” of siff@unteers as
important factors contributing to their overall satisfaction with their chipdirticipation

in a religious community.

At least four families participated in religious communities with speaads
ministries expecting that this knowledge and understanding was necessheyrfor t
child’s meaningful participation. Although these ministries did not alwayadedhose
without disabilities, parents reported that they provided their child with positive
opportunities for involvement. Moreover, parents of children with disabilities often
sought out spiritual settings with special-needs ministries. For example otimer m
offered these thoughts about their spiritual community’s special needs winistr

My child is encouraged to participate to the maximum of her abilities. We have

[a] ministry dedicated to special needs, which is why we started aiteadd

eventually joined this congregation. The staff understands that everyone had
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different needs and tries to accommodate those as best they can. We recently
built a new building that is completely accessible and is used by outside agencies
who serve the disabled community for meetings and seminars.

Interestingly, this congregation not only provided accommodations for its melnliers

also to nonmembers with disabilities within the local community. Religious comies

often provided different types and levels of ministries, ranging from sepatajious-

education classes to full ministries that strive to meet all of the needs diltharal

family. For example, one parent described a community that createssdaslahildren

with learning difficulties: “[These are] kids who were unable to benefit flearégular

Sunday school classroom.” This parent provided a detailed account of all of the benefits

of a comprehensive special-needs ministry and the lengths parents undertake to

participate in such an organization.
| have only recently found a completely positive religious education opportunity
for my child. It is necessary that | drive to worship one hour from my home.
However, [my church] is the only church | have found, and I've spent some effort
looking, that has a staffed ministry [for] the special-needs community frdim bir
through adult. They are planning to break ground for a respite care facility for
children through 16 years old. There are several hundred participants every
Saturday and Sunday. There are ministry and social activities (drama and choir
etc) support services, trips and outings. The only reason we do not attend more
than Sundays on a regular basis is the awful traffic conditions to attend weekday
evening activities. However, several times a year | take off earlie just

spend the weekend in a...hotel so we can participate in an activity or event.
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There are families that come from as far away as West Virgirgafamily

member can participate. | know of at least three families from [our. atha}

attend because of the ministry. However, [the church] is for the whole family---

there is a productive, Christ-centered, enjoyable ministry there foyaefrom

Saturday evening through Sunday evening.

This holistic approach is representative of what many parents of children satiliiies
consider when seeking a religious community, including social opportunities for their
child, staff with knowledge and understanding of disability and appropriate
accommodations for their child. Many families do what is necessary to findistmi
that meets all of their members’ needs.

AccommodationsParents felt it was important to haaecommodations available
to their child and designed in such a way to encourage participation and inclusion: “He is
included with typical peers and has a support person to help make that activity
appropriate for him,” according to one parent. Accommodations were defined here to
include physical or educational support, specific to the child’s and familgdsnevhich
facilitate participation. Accommodations included extra time for a cbifghtticipate,
making room for equipment for the child, and providing appropriate individuals to assist
the child with sign language or one-to-one support. For example, a mother of a child
with deaf blindness and a physical disability observed “... They provide sign language
interpreters. They make room for his wheelchair and any other equipmengiate mi
bring.” Another parent described her child’s baptism: “...She was accommodéted wi
extra help backstage and we were allowed extra time to navigate the bhptusin She

was well received by the congregation and treated well.” These smatigdhys
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accommodations meant a lot to the parents and made a big difference in terms of the
child’s ability to more fully participate. Another parent described similar
accommodations made for her child during Sunday school:

My church has a special needs Sunday school class. My son learns about the

Bible and Jesus, while | am in [the] church service. | am a single parent&nd thi

allows me to get a break and knowing my son is in a safe environment. My son’s

Sunday school class teachers use Picture Communication Symbols during their

classroom time. My son is excited to be around peers with similar disabilities
Not only did the child have a successful experience, but also the parent was able to
participate and enjoy worship herself, feeling assured that her son was hdgafa
When spiritual communities provide appropriate accommodations, children andgamilie
can have a positive experience.

Although not necessarily a deterrent to their child’s participation, parents ofte
had to provide accommodations themselves. For example, one mother said, “I have to
attend with him and act as his aide...” A mother whose daughter had a physical
disability noted, “For the most part she is included in most aspects. Special
accommodations are sometimes forgotten if | am not involved with the planning of the
activity...” Another mother indicated her child’s participation was contingent on he
attendance: “Occasionally he can attend some singing or story télliagnithere as
well.” Not all of these situations reduced participation or prompted parents tb repor
experiences as negative; however, these experiences provide examplesfitulteedi
families encounter in getting spiritual communities to help their child paateimore

fully.
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Lack of training and accommodations contrast, many participants reported a
lack of staff/volunteer training that prevented their child from participat@fien
accommodations were not provided because of a staff’s lack of education, training, or
willingness. For example, a parent of a child with a learning disability ‘$&0
accommodations are provided for his learning disability and he can’'t keep up with a
regular class without assistance.” Most often families reported thek af one- to-one
support was the reason their child could not participate. One mother stated, “We have a
problem including him as there isn’t anyone to assist him. He is currently thehalaly
with autism and the teacher stated she doesn’t know how to help him.” In addition to not
having the necessary staff to assist the child, participants stated dtadit dinow how or
did not want to provide the appropriate accommodations to ensure their child’s successful
participation. One parent reported that a leader working with her child was undble a
unwilling to offer support, “... the leader does not know how to handle him and the child
can sense that the leader does not like him.” These experiences indidaig spir
communities are often not providing accommodations and/or appropriate staff training
that allows successful, enjoyable, and meaningful participation of chidten
disabilities.

Child’s ability to participate.At times, participation in worship and activities by
both parent(s) and child were specifically influenced by factors iassdavith their child
— the disability or willingness. Characteristics related to the child'ditltgasuch as
sensory problems, physical impairments or behavior, were mentioned as obstacles t
participation. Families often stated their child’s sensory problems (eotgramce for

loud noises) interfered with activities. For example, one parent commented that her
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child’s participation depended upon the, “noise level, length of program and paditipat
level.” Similarly, another parent said that their child did not participate méfor
ceremonies because “My son has a difficult time dealing with large cranedoud
noises for an extended time period. He can only deal with this situation for a shomtt per
of time and one-on-one support.” A mother responded that her son’s speech impairment
kept him from praying or reading aloud and prevented him from participating in any
formal religious ceremonies: “[His] speech impairment prevents him Iy
independent in these areas. He wants to pray or read [but his] inability to read due to
[his] disability prevents him from doing so.”

Several families reported the effects their child’s participation hadedn t
family’s involvement. For example, a mother described the impact of her addl$ chi
behavior on the family: “I spend most of the time trying to keep her quiet (even though
she is non-verbal) and entertained. She is bored by most of the service. She likes to
go...l find it difficult.” At least four families did not have the time or egeto
participate in many activities within their religious community becausemstraints
related to their child. For example, a family stated, “[This is] not a prioria very busy
life. There is a lot that we have on our plates with regard to appointments, etce and w
don’t have the time to fit it in.” These accounts suggest that certain chatateri
associated with the child’s disability impact both the child and family’s invadvmem

Often participants mentioned their child did not take part in activities for other,
related reasons, such as lack of interest, wanting to do other things, or agal Sever
participants mentioned their child did not enjoy the service because they weretored

not interested, “He likes parts of the service and being with his father, but hgette



111

bored and wants to leave or read a book.” Another parent attributed her son’s lack of
enjoyment to adolescence, “He goes but wishes he did not have to...I think it is an age
thing.” Further, a participant said his enjoyment depended upon the child’s mood,
“Sometimes he’s eager for the worship service to end so he can do other things, and
sometimes he’s not in the mood for church. Other times he is very attentive antsbenefi
from all aspects of the services ...” These responses are not necesgatil\td the
child’s disability, but are typical responses that any child might have tshvpor
Lack of opportunitiesSeveral participants mentioned that there were not always
opportunities available for their child’s participation in the spiritual commgunit
Participants frequently reported that their child was too young: “[He is] daraugh
for some of these [activities], he will be soon.” or “[He] is not in that age grauip ye
Interestingly, as children grew older, age became a significaot facavailability of
programs. A few families mentioned that there were not enough prograrhsifasitier
children. One participant commented that, as her child got older, activitiesshiedni
There are not enough activities available in this church for her i.e. dance
programs, choirs, plays and youth groups. Consequently, as she continued to
grow there were fewer opportunities for her to participate. She feelemelout
there needs to be more done for young adults in this church. This not only applies
to non-disabled young people but to her ...
The age of the any child, with or without disabilities, can influence the bilaylaf
programs
In some cases, an overall lack of programs explained lack of participaten. O

parent said that their spiritual community offers family activities, buyooth activities:
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“[Our] child participates in family activities; [the] synagogue doeshaete many youth-
specific activities.” Additionally, a mother reported a gap in the number of ehjldr

We have very few youth at our church. Four Lutheran churches in our area just

combined efforts and are providing youth group activities, but they begin with

seventh graders. | helped start this effort and am looking forward to his
participation in two years.” Another participant reported, “[We] don’t know of
any programs open to families who have children with disabilities.
These accounts suggest that lack of available programs prevents children from
participating.

Interestingly, several families reported that one spouse’s religious tionsic
inhibited their child’s participation. For example, a mother said, “The peopleuate m
more accepting of my child at the Methodist church. If it weren’t for my husband’s
strong Catholic upbringing, | would change in a heartbeat.” Another mother mentioned
that her husband’s opposition to her faith prohibited her daughter from participating,
“[The child’s] father is opposed to my religion. [Their] father was raisdtidlia but
does not currently practice any religion. He opposes any formal affiliattn w
Jehovah's Witnesses for his children.”

Summary.Specific themes emerged which shed light on factors that influenced
families’ perceptions of as well as actual participation in their calggcommunity.
Families believed that participation afforded their child social opportarttieg allowed
them to interact and grow in a social context; the child obtained a betteipadotg
experience if staff was knowledgeable, experienced and understanding; and afgropri

accommodations permitted the child to more actively and successfully ymetetian



113

programs. Families also felt unsuccessful participatory experierasedetheir child’s
social opportunities and often left their child socially isolated and disconneated fr
others in their spiritual community; that staff without training or understarafteg
interfered with their child’s participation and sense of acceptance; analidis
disability often interfered with his or her and the family’s participatapeeence.
Additionally, families believed other factors, not related to their child’s disgbimited
participation, such as deficiency of appropriate programs due to the child’s agdext li
availability; the child’s lack of interest in participating; or the fanslgeligious beliefs.
This qualitative information identified specific characteristics of agpees families
encountered within their spiritual communities. In the following section, iesralso
describe types of support they received from both spiritual leaders and membeis of t
spiritual community.
Acceptance and Support for Families

Parents were asked about support they received from spiritual communitg leade
and members. Mostly, this support was emotional — such as having a place to talk,
people to listen — or practical — such as small groups accommodating fascitiegules.
Families offered a variety of reasons that influenced their perceptibrsupport.
Families felt that the availability of different sources of social sugeogt community
members, small groups, clergy) and disability-specific support provided thém wit
general acceptance and contributed to a feeling of connectedness tditheirsraome.
Additionally, families felt valued when their knowledge of disability was used tonmfor

spiritual communities. However, families experienced social isolation vilegn t
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encountered a lack of community support because of ignorance or intolerance. The
following sections provide detailed results about these themes.

Community acceptancd=amilies frequently associated positive experiences with
feelings of acceptance and support within their spiritual community. Partisi
reported, “Our church welcomes everyone” and “[we are] greeted with eadhuand
acceptance.” One mother felt that their priest set the tone for the comniretyre
blessed to have a priest that listens and really cares about his church commum#y.” T
sense of inclusion provided an overall feeling of welcoming and acceptance. murturi
spiritual leaders made one family “...feel very safe, secure and supportdus..” T
participant explained those benefits, “The support from members of our church is one of
the things that keeps our family functioning well. Our church family provides
understanding, support, acceptance, and love to each of us.” A general sense of
community support and acceptance provides families with a welcoming enviroanaent
a safe haven.

Support from social networkdParticipants also felt connected when they had a
network of people to provide emotional and practical support. Families mentioned small
groups as a source of that:

| have a group of 5 women | meet with every week as a result of a church-wide

book study we did...When the study was over...we kept meeting because we had

all become so close. We continue to meet weekly to support each other, three
years later.
Participants provided examples of ways in which these groups connected and sbared. F

example, “We e-mail, phone and chat ... We sometimes meet for lunch and are members
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of the same small group for Bible study. We share information about seminars and
opportunities for education and recreation.” Close friends from the church served as a
source of emotional support for some families. One parent commented about when
clergy were unsupportive: “The friends | established at church have been ityy fam
Where the leadership in my church was lacking the members made up for theinagnor
or insensitivity.” Moreover, parents described specific ways in which supasrt
beneficial: “We are good friends with many members of our church andra@gaple |
can turn to with thoughts, questions, and troubles...general feedback on life.”
Participants found that creating networks of individuals for general support ipéd he
and these connections provided opportunities for parents to share general expasiences
well as build mutual support.

Participants who received support addressing their child’s disability fakd/a
and accepted at their spiritual community. Often, networks of people provided emotional
and practical support to help the family contend with their child’s disability. fssdye
participants identified small groups of supportive people. A mother reported, “We hold a
small group from our church in our home once a week. Our wonderful small group
agreed to this so both parents would be able to participate since our son had therapy every
Sunday night...” Families also addressed how these groups of individuals provided
assistance. For example, one mother reported that when others did not accdptdheir ¢
they received acceptance and encouragement from those in their small group.

Please understand we still get those looks when our son is stimming down the

church hallway. | know that well-meaning members are looking and thinking

‘thank God for our healthy son’. Fortunately, we have a smaller group that
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connects regularly. Our small group family encourages us every week and

celebrates with each new accomplishment our son makes.

Similar to community support, families believe when specific individuals or groups i
their spiritual community accommodate the family’s needs and provide encoeragem
they experience a sense of acceptance and support.

In contrast, families often reported that people within their community did not
know how to support their child with a disability and, in some cases, were intolerant. For
example, one participant reported, “They wanted to help me but didn’t know how,” while
another said, “They try to be nice but are pretty clueless.” In both cases, itegpibed
members did want to help, but did not know how. Often, participants commented about a
lack of understanding regarding disability. One father reported, “Most people at our
church are very supportive but sometimes they don’t understand the disability as well
adolescent behavior.” Other participants also reported that some individualsimply
intolerant of their child’s disability and did not understand their child’s specifi
behaviors, “Many people felt we were a nuisance. Older women especialiy got
moved away from us.” A family reported, “At the point where his disability ineca
apparent, many families avoided us, especially those with “normal” ahildtevas
expected that we wouldn’t bring him to community events.” Children with autism
seemed especially vulnerable to intolerance: “People in the congregation do not
understand autistic behaviors---and do not feel the need to take steps necesakey to m
families with children with special needs feel included.” Often it was thedbc
understanding regarding the behavior that caused the lack of acceptance:s'...l wa

actually told that it might upset some of the other students if my child reacted
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“improperly” to sexual purity talks and was therefore told she would not be welcome at
the retreat.” Participants’ negative experiences indicate that tbeiyea behaviors
associated with the child’s disability, misunderstanding and intoleranoeagoe
contributors to lack of acceptance within their religious communities.

Insufficient support and acceptance prompted several families to siitichad
communities, often seeking out congregations that could meet the needs of families of
children with disabilities. For example, one mother of a child with Down syndrome
reported “I switched several times: however, at [our current church] my chdatisual
needs can be met through adulthood.” Another family switched churches: “...@atice | f
that she was not welcomed.”

When considering changing spiritual communities, at least threedamisiited a
variety of communities: “Now it is great, but we switched quite a bit beforengpiour
current church.” Other families encountered similar obstacles: “We \iaited other
communities. We have found in the past that [they have] similar issues. We have heard
recently of other communities trying for inclusion; however we are now stryiog
...,~ This participant reported visiting many churches and finding that “... The thatg t
was missing from the other locations was the pastoral staff not having astandarg
of the varying degrees of disabilities.” Although participants’ search fiemaspiritual
home was not always successful, it sometimes led them to identify what dtglesre
from a religious community.

Sadly, several participants stopped participating in a spiritual community,
temporarily or completely, usually because the community did not accept or tsiingror

child. A few participants stated they stopped attending for a period of time, but,
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eventually, found a new religious home. A mother reported, “Rude stares; snarls from
membership; ushers being inconsiderate; just bad vibes. | was so turnedloff that
stopped attending my former church and stopped worshiping formally for over 2
years...” One participant stated, “I'd love to attend a church if they included ihdy chi
My whole family would return to church.” Similarly, a participant reported, “y..M
views are as follows: if my daughter doesn’t belong, then we all (my faduolyt
belong. Because of this belief, we unfortunately have not been to church since my
children have been very small.” Only one participant reported they don’t attgnd an
longer because they are “not particularly religious as a family...hawatvdifficult
times, we might feel the need for support and regret that it isn’t availadiest often,
participants report that either they left their spiritual community foy foeriods of time
or completely because they did not receive the support, they needed for thigiofam
child.
Families felt that often this lack of acceptance was part of a bigger. issn-
acceptance for all with disabilities.
There is a large-scale ignorance concerning disabilities, partycoiantal
disabilities and emotional problems in young children. Views expressed
concerning disabled/mentally-retarded children were negative; soigieus|
scholars have suggested abortion is not disapproved of if the child is known to
have a disability. Children with disabilities are seen as “trials” from &od o
burdens rather than equal participants in the community, therefore marginalized

or isolated.
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This comment suggests that, in some cases, there is an overaackiof dcceptance for
those with disabilities, which sometimes contributed to intolerandeother parent
provided her observation:

| have never seen a child with a disability participate in aatyvities, kid’'s

choirs, and plays. In a church of ten thousand, | felt like we therenly ones

there. You never saw people with disabilities. I'm thinking timaist don'’t
worship regularly at a church and you are not welcomed.
Clearly, families feel that lack of acceptance for tlatiid specifically and a general
intolerance toward those with disabilities contributes to th@dansupport they receive
in their spiritual communities.

Clergy support Families reported receiving assistance from clergy in their
spiritual community. Clergy frequently served as a listening post fardbecerns. One
participant stated, “Our bishop has been supportive. We could turn to him whenever we
need to, but he has only pulled us aside once to talk with us. But we can talk to him
whenever we need to.” Similarly, another parent stated, “[it is] very hetphdue
someone to talk to during a difficult time.” Other types of help were also provided by
their spiritual leaders. For example, a family member stated, “[our] Rasbsuwpportive
in planning [the] bat mitzvah and after our daughter had surgery...” Another mother
provided positive examples practical support from her leader: “[He] links bsotiner
members that can relate to our situation. Provides other resources [such as] support
groups, classes, mentors etc.” Knowing that support is available frony ddrglpful to

families, making them feel connected to those leaders.
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Support for the child Families perceived emotional and practical support for
their child from their spiritual community as an indication that their childacaspted.
A Jewish mother of a child with multiple disabilities stated, “Congregantoatmely
asking about our daughter and asking if there is anything they can do to help us.”
Another parent reported, “There are people who will have my son sit with them when he
wanders around in our pew.” Similarly, a mother reported, “People in our ward have
been very supportive! They have volunteered to take turns walking her around during
Sunday school and they have come to love her. She loves having all her friends and
greets them with a smile every time she sees any of them!” These ntsrsuggest that
providing support directly to the child, as well as to the family, makes the fandly
child feel accepted. Further, the other congregants learn about disability amtbcom
better understand the needs of the family.
Parents as contributorsParticipants felt valued when their parental input was
used to enhance the spiritual community’s knowledge about disabilities. For example, a
mother reported,
| have been asked to prepare and present a presentation to the church about my
struggle as a parent of a child with special needs. We have a ministry fiat spec
needs, and | am in contact with that leader in a small group regularly. Qanspast
are open to communication and receptive to suggestions for improvement.
Another parent discussed her experience helping her spiritual community,
“Initially, they really didn’t understand, but the more input | had, the more indigdual
who did have experience working with differently abled people came forwardaptoniyel

daughter...It took time, but have thus far been successful.” Over time, parents’ input
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encouraged others to come forward to support her daughter and, possibly, others with
disabilities in the community. Corroborating this sentiment, another particfzdat
that the leaders of the spiritual community were “willing to learn about mg'shil
disability and support my efforts to help him in every way.” When a spiritual conynuni
is open to parental input and education, it creates an environment that provides support
for the family, makes the family feel valued and increases acceptareedfiid with
disabilities.

Summary.Successful support for families made them feel connected, valued and
accepted: “It is delightful to be associated with such a caring group of peopleeel
help, they give it. Itis the moral support and the ability to talk things throttgh w
someone else that | need the most. | view the other members of the coogragat
family and | believe that they view me and my child the same way.” On the other hand,
families felt that ignorance and intolerance contributed to non-acceptatiegrafhild
and that ultimately led to families experiencing a lack of support and seali@ion
within their spiritual community.
Summary of Qualitative Findings

Families provided evidence for a deeper understanding of factors that influence
perceptions of participation and support in spiritual communities. Familiesedpbait
the participation experiences of their child in spiritual community acs/itiere
influenced by the amount of social opportunities and quality of social interactidns wit
children and adults in the religious community; the level of knowledge, training and
understanding of staff and volunteers working with their children; the scope and

appropriateness of accommodations for their child; and the degree to whichdhse chil
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disability and willingness impacted participatioutside of the child’s disability.

Additionally, parents reported that their experiences were influenced by tlebaa

of emotional and practical support specific to the needs of their family; isteree of

social support networks within the community; the level of acceptance and knowledge of
community members and clergy regarding disability; and the commuwnitils of and
openness to parental knowledge of disability. In some instances, low levels of
availability led families to switch spiritual communities as a way to aequeeded

support or leave altogether.
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CHAPTER V
Discussion

The research questions were addressed and the hypothesis was tested by
administering the Spiritual Community Experiences Inventory to a sample ahiia
Overall, families rated their spiritual community experiences positivEhey rated all
activities as important, with participation of their child in religious educatoinyauth
activities slightly more important, while rating spiritual leader and bersupport as
comparably important. Parents also provided descriptions of a variety of othes factor
that influenced their perceived level of satisfaction with their expesenes predicted,
results indicate that a relationship does exist between satisfaction yethesces and
the level of participation. This chapter discusses the results in the contexdtimigexi
literature and theoretical models, and presents the study limitationsicgisgfor future
research, and implications for practice.

The theoretical and empirical literature on coping and adaptation for fawilie
children with disabilities has frequently acknowledged the importance @l sogport
(Bennett & Deluca, 1996; Dunst et al., 1988; Fallon & Russo, 2003; & White & Hastings,
2004), and often states that religion can play an important role, although these
relationships have not been frequently studied (Tarakeshwar & Pargament, 200%: Roge
Dulan & Blacher, 1995; Selway & Ashman, 1998). When religious activities have been
studied, families report positive experiences. However, religion may pleyre
significant role. This study focused on the amount of participation in religiougiast

member and clergy support and factors that influenced family satisfaction.
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As stated earlier, parents in this study viewed their child’s participand the
support they received from their spiritual community positively. Famikelsthe most
positive experiences when their child participated in religious education anal for
ceremonies and when families received support from both clergy and members of thei
spiritual community. These findings are consistent with those of Erin é08llY and
Haworth et al. (1996), who found that participants provided primarily positive comments
about their religious communities. The current study elaborated on these positive
experiences noting they were most successful when meaningfully datitotiee
individual child.

Additionally, families reported that receiving support from religious lead@s
most important for their overall family participation. This result is coasisvith
Rogers-Dulan (1998) who found that support from clergy appeared important to families
Specifically, in this study, families appreciated their counseling and bynpest
descriptive data suggest they were more satisfied with and received suppEodfteior
from members. Qualitative data revealed that such activities as smalllgble studies
were most rewarding and supportive.

As predicted, the correlation analysis found that positively rated expesigarere
significantly and positively associated with higher rates of partiopatis were
negatively rated experiences with lower rates of participation. Timeegs are similar
to the literature concerning the relationships between frequency of chacticaite and
level of religiosity and church involvement and between participation and sowtadiza
(Haworth et al., 1996; Rogers-Dulan, 1998; Tarakeshwar & Pargament, 2001; Weisner et

al., 1991). Only one relationship was not significant in the current study: the rating o



125

experiences with formal religious ceremonies and rate of participatibiwse activities.
As stated earlier, this inconsistency may be explained by the fact timal fmeremonies
in general occur less often than other activities in the study, which removesigditsa
in the frequency and consequently blocks any association between frequency of
attendance and satisfaction. The literature (Coulthard & Fitzgerald, 19886kt al.,
2001) does mention that children often participated in formal ceremonies; however
nothing was stated about the family’s satisfaction with or importanceptaegd in their
child’s participation in these ceremonies.

Further qualitative analysis of open-ended questions revealed both positive and
negative factors that influenced parental satisfaction with their childigipation in
activities and with the support they received from their spiritual community. dfiest,
parents attributed positive experiences to the provision of necessary accomnsodat
When accommodations were made, like preparing staff and group members about the
needs of children with disabilities, their child’s social success was achidweld thven
influenced their child’s willingness to participate in activities. Fasiused terms such
as “opportunities,” “part of the group,” “enjoys” and “looks forward t0” as measires
social success. Results were similar to Beckman et al. (1998) and Skinn€2@2H
where children who experienced more opportunities for social participatiorodedel
deeper connections with other children. Moreover, children who were provided
appropriate accommodations were able to more fully participate in spattoachunity
activities.

The current study also expands the religious support literature (Coulthard &

Fitzgerald, 1999; Haworth et al., 1996; Poston & Turnbull, 2004; Tarakeshwar &
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Pargament, 2001) by identifying additional activities and characteristaxgioities that
contribute to positive experiences. Parents believed that worship services adadger
extent formal ceremonies, created many opportunities for their child to spenditime
their friends and members of the community. Additionally, children participating i
worship services and formal ceremonies, such as serving as an acolgtéedfte
opportunities for growth and accomplishment. Finally, parents added that knowledgeable
and understanding staff, especially when assisting children who participategdnial
needs ministry, helped to solidify their child’s participation.

The findings from this study suggest that positive participation has lsefosfit
children with disabilities, which extend beyond what has been reported previously in the
literature. These safer social opportunities teach appropriate sodgatliskilhave
general application in school and other less protective environments. Famiigbelie
positive participation as a consequence of spiritual communities addressingtya ofari
the needs of their child and offering different opportunities for the child to acanely
successfully participate.

Families also identified negative experiences their child had when patig in
spiritual community activities. Most frequently mentioned by parents were
characteristics of their child’s disability that detracted from tbleiild’s experience.
Families mentioned that socially inappropriate behaviors diminished thiefischi
participation, which sometimes led to social isolation of their child and faradl,df
acceptance by peers and the community, and reduced patrticipation for the family. F
example, families reported that during worship children often could not tolerege “la

crowds or loud noises” or “keep quiet.” Families feeling rejected by negaénear
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responses, when other resources were not available, either left the sereleeted not

to attend. These findings indirectly support Hil's ABCX model, which expléhat a
stressor event (A), coupled with availability of resources (B) and fgreilgeptions (C),
influences consequent actions (X). Furthermore, these findings corroborate oétudt
family stress and coping literature in that families often expegetnwore stress when

their child with a disability had increased behavior problems (Beckman, 1983;liMlarga

et al., 1992; Podolski & Nigg, 2001; Troster, 2001). More specifically, these findings are
in agreement with Tarakeshwar and Pargament’s (2001) study that showeskfdid

not participate because their children could not remain quiet.

Additionally, families indicated that untrained staff who did not provide
accommodations for their child, because they did not “know how to help the child,”
reduced or often prohibited a child’s participation and created barriers betatemd
children. These findings are similar to those of Skinner et al. (2001) who found that
children’s general church attendance was also affected by untraiffed sta

Families in the current study frequently did not participate because “we have [a
lot] on our plates with regards to appointments...and we don’t have time to fit it in,” or
“we simply don’t have the energy or the belief that we would have any support.” Skinne
et al. (2001) also found, in the case of spiritual communities, that familiesdifte ot
participate because of the time constraints inherent in caring for thefisatigability.

The family stress and coping literature suggest that families whoahatviéd with
multiple disabilities and view their situation negatively experience asew stress levels
(Saloviita et al., 2003; Troster, 2001), which may explain why these particuldiefam

did not have the ability or willingness to participate in a spiritual community.
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Although not described in the literature, it can be inferred from the quaditati
results of this study that some children who were not interested in participati@hrmt
have access to programs had lower rates of participation. While not spediiiciterc
with a disability, these distractions and access issues nonetheless reatticgzhpon
and prompted parents to list these factors as contributing to their child’s &bility
participate. These examples illustrate that influences from both withiarthby fand the
spiritual community affect participation and demonstrate the challenhgetamilies and
religious communities face when including children with disabilities intgpiri
community activities.

The influences found in this study are consistent with the literature’s tivabret
models. However, Bronfenbrenner’s Bioecological model of human development (1979)
which focuses on the interaction between varying environmental systems ahidhe c
most relevant. The data from this study suggest that families believehitdien’'s
participation is influenced by factors within their spiritual community, &edotogram in
turn is affected by the quality of that experience. For example, at thesystem level,
families reported that when spiritual communities addressed their clpktdis needs
and offered many opportunities for their child to successfully interact withispihieual
community, their child’s experiences were more positive and their chadfgipation
increased. Atthe mesosystem level, parents expressed that when thd spmtaanity
provided a welcoming environment and safe haven, their family functioned bettar. As
result of this family enrichment, their participation in the spirit@amhmunity increased.
Also at this level, spiritual communities in this study that did not provide adequate

support for the child influenced the child’s desire to participate in a spirituahoaity
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program, which resulted in negative interactions between the family anpiriheas
community. Finally, at the exosystem level, families’ overall religiams/ctions
influenced their participation. For example, families with one parent bound to tkieir fa
would remain in that congregation despite the lack of opportunities for their child.

It is important to emphasize that the qualitative data about children’s
participatory experiences is consistent with the results of the carretatalysis and lend
insight into the nature of the relationship between amount of participation and parents’
satisfaction with their child’s experiences. Parents believed that posipfeeences
created an environment for their children to be successful, which enhanced their
enjoyment and encouraged more participation. For example, one mother believed her
child’s ability to connect with peers in a small group encouraged her son to pagtinipat
a larger group activity. On the other hand, the reverse can be said about negative
experiences. Families believed that staff and volunteer lack of understabdutdteeir
child’s disability, especially their behavioral patterns, led to isolatioheo€hild and
discouraged the child and the family from participating. Families ideshioithers
factors that sometimes reduced their child’s participation, such as theab$enc
programs, age limitations of programs, family time constraints, and wahiryf
parental disagreements over religious beliefs.

As with participation, families identified factors that were charétterof
meaningful leadership and member support. Some of the results were supported by the
literature but others were contrary. Similar to other studies (Beckman E328;

Bennett & Deluca, 1996; Lin, 2000; Podolski & Nigg, 2001), families in this study

reported they felt a sense of acceptance of their family and child wheretsayed
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emotional support from both religious leaders and members. These experienstedtons
of regular and extensive social interactions within the community thatiéarpiérceived

as positive. In addition, families expressed a sense of support when theielkthild f
connected to their peers.

Consistent with the findings of Dollahite et al. (1998), families in this study
received a variety of types of support from their clergy. However, the types of suppor
from clergy in the current study were different from the prayer and geed@und by
Dollahite et al. (1998). In this study, participants reported that they hadceviehi
address their concerns, a source of general help, and a link to available resources.

Parents also emphasized the benefits of having different social networkis in the
spiritual community. This support is also similar to findings by Rogers-Dulan (29@8)
Poston and Turnbull (2004). In these studies, families reported that spiritual comsnunitie
provided opportunities to obtain unconditional acceptance by others of faith through
participation in activities and meetings. In the current study, parents alsdeut
information about specific sources of support such as bible study groups, women’s
groups, and other small groups that family members joined for encouragement,ta place
share information, ask questions and receive advice.

Similar to findings of Dollahite et al. (1998), families in the current study
received help and encouragement that were tailored to their needs when dehlang wit
child with a disability. Families believed that when advice and assistarecadapted
to their unique needs, they felt positive towards the religious community, while the
community members developed a better understanding of disability. In the current

investigation, families emphasized the importance of instances in which meshtiers
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community directly asked about or interacted with their child. From the famiby'g of
view, such gestures increased their and the child’s comfort levels andecfiee
willingness of community members to accept the child. Families furtheriloed their
connection to the community when they were regarded as the “expert” and kextdaas
contribute their knowledge of disabilities to enhance the community’s undersjamdin
support for those with disabilities. Conversely, parents reported instances in which
negative experiences reduced participation. Parents said that “people paiitities]
don’t regularly attend’ or “would not be welcomed” or “...expected that we would not
bring him...” when reflecting on a lack of support from clergy and members. This
information demonstrates that satisfaction with support and participation lexels a
interrelated.

Findings suggest that support, like participation, needs to be available from both
clergy and members and directed at both the general and specific needs oflilae fam
Families felt that specific support from both the community and spiritualreadse
most valuable. These results should be communicated to spiritual leaders to foster
spiritual community relationships with families of children with a disapbilit

In contrast, families described occasions in which they did not receive support
and attributed this absence to a lack of understanding about disabilities. In sesye cas
clergy and/or members of the religious community did not understand their child’'s
behaviors and did not know what to do; in others, members demonstrated intolerance of
the behavior by their impersonal and rejecting actions. These findings argt@unsith
previous research findings by Haworth et al. (1996), where families affienteck of

acceptance by members and leaders of their spiritual communities. Thdtseare also



132

similar to findings by Coulthard and Fitzgerald (1999) in that spiritual commsiitié
clergy were often not helpful, perhaps because the child had autism, and the behaviors of
the child caused others to withdraw from the family.

Some families also believed that a general discrimination against titbse w
disabilities was an underlying cause for intolerance. For example, one pated; ‘St.

In a church of ten thousand, | felt like we were the only ones there. You never saw
people with disabilities. I'm thinking that most don’t worship regularly at a thamnd
you are not welcomed.” Similar to findings of Beckman et al. (1998) and the NOD
(2004), families often reported that negative perceptions of those with disahilédre a
barrier to inclusion and that individuals with disabilities attend spiritual comiesitgss
often, not because spirituality is not important to them, but because of the lack of
acceptance by the community. In the current study, families indicatdd¢kaif
acceptance prompted them to consider leaving their spiritual community and.gn som
cases, stop participating completely.

Families suggested that attitudinal barriers that create a lack of avcept their
child, usually stemming from a lack of understanding or intolerance of individudls wi
disabilities, are often the hardest to overcome. They stated further thatdloftea not
in the position to educate communities. Sharing the results of the current ini@stigat
with spiritual community leaders may foster a dialogue between groups.

It is important to emphasize that despite the reporting of highly positive
experiences and support, participants in this study had relatively high persesftage

negative experiences. In fact, a large percentage had exclusionaigmcg®e These
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negative experiences did reduce participation, but not enough to routinely result in
families leaving their spiritual communities.

The Family Systems Model applied to families of children with disadsliti
(Turnbull et al., 2005) focuses on family functioning and the unique way families meet
their needs for affection, self-esteem, spirituality, economics,agane socialization,
and education. The data from the current study suggest that family’s atbemgett
their own spiritual needs in a pattern that is consistent with this model. Fapndsaded
examples of different supports that met the unique needs of that family such asgrovidi
a place for families to address concerns and ask questions that helped fanthes.

Each family used different types of support in different ways to help them adapt and
remain cohesive.
Limitations

A number of important study limitations need to be considered when interpreting
results. First, several characteristics of this study sample hamggredlizability. The
project relied on volunteers from local disability organizations who selftedi¢a
participate. Hence, the perspective of families who consider themseliggsus yet do
not attend spiritual community activities is not adequately representesllas\ihose
families who do not consider themselves religious. Also, some agencies did notltrack a
participation requests so a non-response rate could not be calculated.

Additionally, the main study sample size was uncomfortably small because of the
difficulty in obtaining participants within a reasonable period. This smalpkasize
necessitated incorporating participants from the pilot study. Also, ndes€rom the

sample were constrained by the homogenous nature of the participants. Respondents
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were primarily the mothers of children with disabilities, thus diminishiegperspective

of fathers or other caregivers. The income level of the participants waderabsy

above average at over $100,000, implying that these findings may not pertain to families
in other income brackets. Also, the majority of families were Christiannghgimilar
religious beliefs and perspectives, which underrepresented the viewpoints edfamil

from other faiths. Finally, the severity of the disability and the assackhaviors were

not identified. This knowledge might have further clarified the relationshipsebat

level of participation and support and level of satisfaction. Therefore, the findirgs of t
study are not necessarily generalizable to families that do nattrisféecharacteristics of
these participants.

Second, attributes of the study methodology and design, including its exploratory
nature, may have restricted the author’s ability to draw conclusions. Witihsleace of
similar studies, it was difficult to develop the instrument, design the anaysiredict
the outcomes of the research questions and hypothesis. Since the study infornsation wa
collected as part of an online survey, it was not possible to establish follow-upgsiesti
to confirm the accuracy of data and expand upon parental responses. The questionnaire
was administered without definitions, leaving participants to interpret winag¢ant by
several concepts including formal ceremonies, youth activities, and suppaddition,
the inclusion of both activities and support in the same instrument might have blurred the
distinction between them and limited the depth and breadth of qualitative responses.
Moreover, a future instrument should assure that response categories conéssralcr
guestions to limit respondent confusion and simplify analyses. Finally, incorgprati

pilot with main study participants does not conform to sampling convention and may bias
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inferences made from the results. It was decided, given the comparaiopityt and
main study participants on a number of characteristics that increasedvpoweroffset
the liability of combining both groups.
Future Research

Despite these limitations, the study results may provide some new directions for
future exploration on this topic. To overcome the homogeneity of the charactavisti
participants and small sample size, future studies need to increase the number of
participants by obtaining a broader array to include a variety of carsgreégions, and
income brackets. It might be necessary to physically administer theeysormeet this
objective. To address self-selection, future research should include questiosk that a
parents why they chose to participate and target families who are relogibase not
currently participating. Also, agencies should be required to count non-responses to
requests for participation so a non-response rate can be calculatedrtorgetee
generalizability of the results. To confirm parental response accuudigke fesearch
should include follow up interviews via online or paper surveys to clarify participant
responses. Finally, to clarify instrument ambiguities, a revised instrigheuld include
specific definitions of activities and support and should independently inquire about each.
By separating the instrument into activities and support, participantskelly brovide
greater qualitative detail.

Further research might explore other areas. It is important to refineshnilete
survey instrument to further establish its reliability and validity. Thalte here were
satisfactory but could be improved with larger sample size and a separatiaritésact

from support. In addition, future studies might follow up on some of the issues raised by
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families in this study. For example, further identification of factorsftratlies believe
are important to successful participation in spiritual communities is wad&m help
spiritual communities better understand the need for programs and direct the
development of effective training programs. Future studies need to evaluateéoedilicat
training programs currently available to religious organizations to suppotissioi
children with disabilities to identify their strengths and weaknesses and@g@uidance
for successful implementation.
Conclusion

The findings of this study suggest several courses of action for spiritual
communities. Spiritual organizations of all religions and cultures need to lmiypeoa
and obtain the necessary knowledge to appropriately welcome and include children and
adults with disabilities and their families within their community. Fsptritual
organizations should identify the needs of children and adults with disabilities and their
families and provide effective and meaningful participation and support thathoset t
needs. Second, spiritual communities need to identify experts within their communit
such as parents of children with disabilities, individuals with disabilities, and other
professionals who have worked with individuals with disabilities, to help develop
programs that effectively support the needs of these families and individuals. Third,
spiritual communities need to establish networks within and between locabusligi
communities and disability agencies to share resources and learn about progtams a
training available to spiritual communities and families.

Organizations that work with families of children with disabilities needke ta

holistic approach in supporting these families and recognize that many need stippor
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their spiritual communities to better cope with the stresses of raisimigamth a
disability. Regardless of whether providers or organizations are religiousine nats
important to recognize the role that religion plays in many families. fdreresupport
agencies, academic programs and other disability-related organizatidris pegtner
with religious organizations to develop training programs that combine their untque se
of knowledge to educate religious organizations. These partnerships, which have the
potential to integrate knowledge, can produce best practices training modules for
participants to use when working with families and children with disabilities

It is clear from this and prior studies that spiritual communities can helpegami
deal with their child’s disability as well as help the child feel included. efbes, it is
vital to disseminate this information to spiritual communities. Improvingioels
supports available to families can decrease the stress experienced inilsharferwill

improve their quality of life.
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Appendix A

Spiritual Community Experience Scale

Section 1: The following questions are about your child with a disability. Please

respond to these questions by selecting the most appropriate answer:

1. Child’'s Age

2. Child’'s Gender

3. What type of disability does your child have?
(Mark all that apply)

o Autism

o Deaf blindness

o Emotional disturbance

0 Hearing impairment

0 Learning disability

o0 Mental retardation

o Orthopedic impairment

o Speech or language impairment

o Traumatic brain injury

o Visual impairment (including blindness)

o Other health/medical disability
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Please describe

o Other

Section 2: The following questions are about your family’s spiritual comntyn
participation. Please respond to these questions by selecting the most appeopriat

answer:

4. Which best describes your spiritual community membership?
____Buddhist
____Catholic
____Hindu
___Jewish
____Muslim
___Protestant (e.g., Methodist, Baptist, Orthodox Christian)

___Other. Please define

None

5. Do you have a regular place of worship?

Yes

___No
(If no, skip to question 6; If yes skip to question 8)
6. Have you attended or been a member of a spiritual community in the past?

Yes
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No

(If yes, skip to question 7; If no, skip to thank you page)

7. Are you interested in completing the survey in regards to your previous
spiritual community experiences?
Yes

No

(If yes, skip to question 8; if no skip to thank you page)

8. How often do you attend religious services at your place of worship?
____Never
____Once a year
____About once a month
___Every week

Several times a week

Section 3: The following questions are about participation experiences of ybudc
with a disability you reported on in Questions 1, 2, and 3. Please respond to these

guestions by selecting the most appropriate answer:
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9. Does your child have the opportunity to participate in religious education
activities such as Sunday School, Catechism Class, or Hebrew School with
your spiritual community?

Yes

No

If no, why has your child not had the opportunity to participate?

10.How important is it to have your child participate in religious education
activities at your spiritual community?
____Not important
___Important

Extremely Important

(If no to question 9, Skip to question 13)
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11.How often does your child participate in religious education activitiesvithin
your spiritual community?
___ Never
___Once a year
____About once a month
___Every week

Several times a week

12.How would you rate your child’s experience while participating in relgious
education activities at your spiritual community?
____ Positive
_____Somewhat positive
_____Neutral
_____Somewhat negative

Negative

Why did you rate this experience this way?
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13.Does your child have the opportunity to participate in religious youth
activities such as a music or dance program, youth groups, plays or mission
trips within your spiritual community?
Yes

No

If no, why has your child not had the opportunity to participate?

14.How important is it to have your child participate in religious youth activities
at your spiritual community?
____Not important
___Important

Extremely Important

(If no to question 13, skip to question 17)

15.How often does your child participate in religious youth activities at your
spiritual community?
___ Never
____Once a year
____About once a month

___Every week



145

Several times a week

16.How would you rate your child’s experience while participating in religpus
youth activities at your spiritual community?
___ Positive
_____Somewhat positive
_____ Neutral
_____Somewhat negative

Negative

Why did you rate this experience this way?

17.Does your child have the opportunity to participate in formal
spiritual/religious ceremonies such as a Bar Mitzvah or Bat Mitzvah, First
Communion, Confirmation, or a Seder within your spiritual community?
Yes

No

If no, why has your child not had the opportunity to participate?
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18.How important is it to have your child participate in formal
spiritual/religious ceremonies or rituals at your spiritual community?
____Not important
____Important

Extremely Important

(If no to question 17, skip to question 21)

19.How often does your child participate in formal spiritual/religious
ceremonies within your spiritual community?
___Never
____Once
____Once a year
____About once a month
___Every week

Several times a week
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20.How would you rate your child’s experience while participating in formal
spiritual/religious ceremonies or rituals at your spiritual communty?
____ Positive
_____Somewhat positive
_____Neutral
_____Somewhat negative

Negative

Why did you rate this experience this way?

21.Does your child have the opportunity to participate in a regular worship
service with your family within your spiritual community?
Yes

No

If no, why has your child not had the opportunity to participate?

22.How important is it to have your child attend a regular worship service at
your spiritual community?

Not important
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Important

Extremely Important

( If no to question 21, skip to question 25)

23.How often does your child attend a regular worship service with your family
at your spiritual community?
___Never
____Once a year
____About once a month
___Every week

Several times a week

24.How would you rate your child’s experience when attending a regular
worship service with your family at your spiritual community
___ Positive
_____Somewhat positive
_____ Neutral
______Somewhat negative

Negative

Why did you rate this experience this way?
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Section 4: The following questions are about your family’s participation in redgto
your child with a disability you reported on in Questions 1, 2, and 6. Please respond to

these questions by selecting the most appropriate answer:

25.How often have you received support from a religious leader within your
spiritual community?
____ Never
____Once a year
____About once a month
___Every week

Several times a week

26.How important is it to have a religious leader to turn to for support within
your spiritual community?
____Not important
____Important

Extremely Important

(If answered never in question 25, skip to question 28)

27.How would you rate the support you received from a religious leader within

your spiritual community?
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____ Positive
_____Somewhat positive
_____ Neutral
_____Somewhat negative

Negative

Why did you rate this support this way?

28.How often have you received support from one or more members of your
spiritual community such as paid or non-paid staff or general members?
____ Never
___Once a year
____About once a month
____Every week

Several times a week
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29.How important is it to have support from one or more members of your
spiritual community?
____Not important
____Important

Extremely Important

(If answered never in question 28, skip to question 31)

30.How would you rate the support you have received from one or more
members of your spiritual community?
____ Positive
_____Somewhat positive
_____Neutral
_____Somewhat negative

Negative

Why did you rate this support this way?

31.Have you had any negative experiences regarding your child with a disability

within your spiritual community?
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Yes

No

(If no, skip to question 32)

If yes, what are these negative experiences?

32.Have you experienced exclusioregarding your child with a disability within
your spiritual community?
Yes

No

(If no, skip to question 33)

If yes, how have you experienced exclusion?
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33.Have you ever considered switching your spiritual community because of

supports or issues regarding your child with a disability?

Yes

No

(If no, skip to question 34)

If yes, please explain?

Section 4: The following questions are basic demographic information regardiowgyy

family. Please respond to these questions by selecting the most appropriate answer:

34.Relationship to child with disability
____Mother
____Father

___ Other:

35.Your Age



36.Combined Household Yearly Income:

(Check one box)

o Less than $15,000

0 Between $15,001 and 30,000

o Between $30,001 and $45,000
0 Between $45,001 and $60,000
o Between $60,001and $75,000
0 Between $75,001 and $100,000

o More than $100,000

Thank Youl!

154
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Appendix B

Religious and Family Support Themes

Positive Experiences

Negative Experiences

1) Family 1) Family
a) Participation a) Participation
i) Activities i) Activities
e Social e Social
e Service attendance e Service attendance
e Meetings e Meetings
e Other e Other
b) Acceptance b) Acceptance
e Of entire family e Lack of acceptance
e Abandonment by spiritual
organization.
c) Support c) Support
e Resources e Lack of resources
e Social e Lack of social support
e Spiritual community leaders e Spiritual community leaders
e Spiritual community members e Spiritual community members
2) Children 2) Children

a) Participation

a) Patrticipation

e Religious education

e Accessibility limitations

e Service Participation

¢ Not able to participate in

services
b) Support b) Support
e Receive full support e Lack of support in religious
education
e Financial e Untrained personnel
c) Acceptance c) Acceptance
e Other kids e Child not accepted

¢ Negative attitudes towards chi
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