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PERSPECTIVES OF RELIGIOUS LEADERS i
Abstract
Community psychology is concerned with the relaglop between individuals and
social systems in community contexts, but the fiedd under-explored the role of
religious organizations in the lives of individualgh intellectual disabilities.
Worldwide, most people identify with a religion,caoongregations serve as important
mediating structure that creates a sense of contynaind provides linkages between
individuals and society. There may be significagrédfits to religious participation,
including greater life satisfaction, health, analiy of life. Such benefits may be
especially important to individuals with intelleafuisability who generally experience
poorer outcomes. However, we know very little alzbetinclusion of persons with
intellectual disability in faith communities, pamilarly from the perspective of faith
leaders who play pivotal roles in transmitting \edwand making decisions for their
community.

The present dissertation aimed to address gapsowlkdge about how religious
leaders make meaning of intellectual disabilitied their perspectives toward
individuals with intellectual disabilities. Catholpriests, parochial vicars, and deacons
were interviewed to address three overarching reBepiestions, viz. (a) What types of
experiences, in and outside of faith communitiestedigious leaders have with
individuals with intellectual disabilities?; (b) Vahare the beliefs of religious leaders
toward the involvement of individuals with intelteal disabilities within faith
communities?; and (c) How does religion inform timelerstanding of intellectual

disabilities among religious leaders?
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Participation was limited to religious leaders vdre part of the U.S. Roman
Catholic Archdiocese in Portland, Oregon. Partitggawas only sought from religious
leaders who are assigned to parishes that eitls¢raldaptive liturgies or were identified
as having at least one parishioner with developateisabilities participating in the
mainstream mass. A total of 12 religious leadesstrs, parochial vicars, and deacons)
participated in the present study. Semi-structumegtviews illuminated the perspectives
of religious leaders toward individuals with inestual disabilities such as the type of
involvement individuals with intellectual disabidis are encouraged to engage in within
the congregation. Additionally, participants welsoaasked about how they made
meaning of intellectual disabilities.

Using grounded theory analysis, | identified fivederls of intellectual disability
that organize the complex relationships amongahbalfresearch questions. These five
models include (1€lose to God(2) Conformity (3) Unfortunate Innocent Childrer{4)
Deficient and (5)Human Diversity Among the five model¢juman Diversitywiewed
intellectual disability as a natural part of humamiation while the rest focused on
negative or positive stereotypes of intellectuabdilities. Each model yields a different
definitions which results in varying determinatiasfshe needs of people with
intellectual disabilities. However, each definitisnone dimensional and bound in
culture. Most of these models suggest that thetoaetgon and categorization of
intellectual disability may perpetuate inequaliylditional research is needed to explore

the boundaries of models of intellectual disal@itconstructed within a religious



PERSPECTIVES OF RELIGIOUS LEADERS
context. The present dissertation is one stepphoeixng meanings of intellectual

disabilities and factors that impact their partatipn in faith communities
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PERSPECTIVES OF RELIGIOUS LEADERS 1
Chapter 1: Introduction

Community psychology, since its inception at thea®pscott conference, has
emphasized working with individuals and communitiegithin their natural
environments (Bennett, Anderson, Cooper, HassokinKl & Rosenblum, 1966).
Working within natural environments involves incorating culture and context, which
allows community psychologists to both further fieéd’s vision and develop a socially
responsible agenda for the future (Trickett, 198®)wever, the field has under-attended
to the role of religion and religious organizati@ssa source of meaning and strength for
individuals and communities. Religion, a form ofrgpal expression, provides shared
rituals, narratives, symbols, and guidance (Turhiatton, Shah, Stansfield, & Rahim,
2004).

Worldwide, approximately 87% of the world’s popiuda identifies as following
a religion [Central Intelligence Agency (CIA) Worlgactbook, 2008]. Religion is an
untapped realm of life many people closely identiyith, which community
psychologists are only recently beginning to in&grinto their work (Hill, 2000; Kloos
& Moore, 2000; Maton & Wells, 1995). Although rdbg has received limited
attention, research has found that congregatiane s&s mediating structures. Mediating
structures are organizations that provide linkdges/een personal lives and the broader
public sphere of society while also creating a sasfcommunity (SOC; Hughey, Speer,
Peterson, 1999; Pargament, 1997). At the individiesa|, religious communities have
an interest in promoting particular beliefs and &&brs among its members. At small

group and organizational levels, many religiousaargations create local settings to
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support members, reach out to their local settiragg] establish policies that are
consistent with their ideology (Levin, 1994). Additally, the promotion of particular
ideologies creates religious movements (Kloos & M@@000). Thus, a vast audience is
presumably receptive to messages that can be dramrreligion.

The field of community psychology has been coneérwith the way in which
collectives, such as religious groups, satisfy tleed for belonging in its members
(Sarason, 2001). The sense of belonging or SOGdrasd as a preventative mechanism
to reduce loneliness and isolation while also engaboundaries that both include and
exclude segments of society (Newbrough & Chavig6i%arason, 2001). Community
psychologists as well as other social scientiste lfaund that religious involvement is
significantly and positively associated with pogtiife outcomes such as better physical
health (George, Larson, Koenig, & McCullough, 200@¢Cullough, Hoyt, Larson,
Koenig, & Thoresen, 2000), lower alcohol use (Mieka Trocki, & Bond, 2007),
empowerment (Maton & Salem, 1995; Speer, HughleangBeimer, & Adams-Leavitt,
1995), and mental health (Bergin, 1983; Hill & Rargent, 2003; Maton, 1989; Turner
et al.,, 2004). Moreover, an eight year follow up wiore than 20,000 adults
representative of the U.S. population found thaséhattending religious services more
than once a week lived about seven years longer itidividuals who never attended
religious services (Hummer, Rogers, Nam, Ellis®99).

Two mechanisms by which religion affects positougcomes such as physical
and mental health include social support and theei@nce hypothesis (George et al.,

2000). Religious participation may facilitate sdcspport, which in turn has been
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demonstrated to promote health and facilitate regofrom iliness (George et al., 2000;
Oman & Thoresen, 2005). Religious participation rakp be one of the major contexts
in which close social relationships are built odésof nuclear families, and religious
organizations explicitly make support part of therganizational mandate (Mattis &
Jagers, 2001; Speer et al., 1995). The coherenpethesis posits that religion yields
positive outcomes such as health promotion by gdinogi a sense of meaning so that
people understand their role in the universe aneldp the courage and resources to
endure life challenges (George et al., 2000).

The participation of individuals with intellectuaisabilities within religious
communities is unclear (Selway & Ashman, 1998) heeathere has not been an
extensive study investigating the advantages of Ineeship within faith communities
among individuals with intellectual disabilitiesofFexample, in an extensive review of
literature on the community participation for agultith intellectual disabilities (Bray &
Gates, 2003), only one study examined integratiothinv church among 11 other
community settings (Heller, Miller, & Factor 199%).regard to the benefits of religious
participation, only one study (Turner et al., 20045 reported that religious activities
and spiritual belief systems were significantlyatel to life satisfaction, general health,
and quality of life for individuals with intellectl disabilities. It is likely that the
benefits reported by Turner et al. (2004) and tleogeerienced by the general population
extend to individuals with disabilities. With theajarity of the world’s population

identifying with a religion (CIA World Factbook, P8), it is critical to examine the
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impact of religion on issues relating to individsiabith intellectual disabilities to fully
address challenges they face in their communities.

In 1998, Selway and Ashman reported that empirmatence of whether
religion foster positive and/or negative attitudesvard people with intellectual
disabilities does not exist. Additionally, accomglirto Reinders (2011), academic
literature has under-attended to the experiencaaking meaning of disabilities and its
intersection with religion. However, it is knowratireligion is often used as a source of
understanding suffering, death, and differencesvé@i, 2002). Thus, a religiously
bound understanding the meaning making procesgarspectives toward individuals
with intellectual disabilities within faith commuigs is needed. Past studies have
focused on how parents understand their child’'®lledttual disabilities (Masood,
Turner, & Baxter, 2007; Mickelson, Wroble, & Helg®s 1999) but little information
exists on how other groups, such as religious Isad@ederstand intellectual disabilities.

Further, prior studies have not addressed the ratadeling of intellectual
disabilities among religious leadeystheir views toward the participation of individsal
with intellectual disabilities in faith communitie$n regard to literature concerning
individuals with disabilities generally and religio religious organizations have
published policies and statements to promote immusooted within religion texts and
resources for various facets of life within faitonemunities (e.g., Association of
Theological Schools, 2008; Cater, 2007; Nationalur@d of Churches of Christ,
[NCCC] 1995). Similar to policy statements and tese development, studies have

discussed and created interventions to promoterstaaeling of people with disabilities
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among seminary students and congregations (Andegh8; Collins & Ault, 2010;
Kleinert, Sharrard, Vallance, Ricketts, & Favlep1D), yet only one study (i.e., Butler,
Hayley, Ege, & Allen, 2011) has examined the petioep of religious leaders toward
the benefits and barriers of supporting individwaith disabilities.

Religious leaders are instrumental in moving fabimmunities toward inclusion
of individuals with disabilities within faith commities. Religious leaders have the
authority to guide their faith community and theref are involved in the transmission
of values and moral attitudes among congregatior&hbers (Lightfoot et al., 2001).
Although advocacy for persons with disabilitiesaofien through self advocates and
family members, religious leaders have the authaoitdetermine funding to implement
changes in floor plans, furniture, updating curtoo, reconfiguring liturgical practices,
etc. (R. B. Steele, PhD, personal communicatiorny Bty 2012). Additionally, religious
leaders serve as a form of support for individwelk disabilities and their family and
friends to assist in coping with difficult situati® (e.g., diagnosis of disability;
Johnstone, Glass, & Oliver, 2007; Pargament, 1997).

Understanding the meaning making process and p@ros of intellectual
disabilities among religious leaders through comityumpsychology is a fruitful
endeavor. At present, we know that religion is usegromote particular beliefs and
behaviors and it can serve a mediating structuwghEr, religious involvement is related
to positive outcomes and has been used as a smutselerstand life experiences. For
example, recent research has focused on how paseaksldren with disabilities make

meaning of disabilities. However, research hasexptored how religious leaders make
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meaning of intellectual disabilities and their pgtons toward the inclusion of
individuals with intellectual disabilities within aith communities. The present
dissertation intended to examine this very topicorébver, the present dissertation
sought to integrate organizational theories ondestdp styles and organizational culture
within the field of community psychology. The resubre intended to inform future
research aiming to promote the inclusion of indinl$ with intellectual disabilities in
faith communities.

The present dissertation integrates theory andr pmsearch on disability,
attitudes, religion, and leadership. Therefore, finst chapter will discuss various
models and definitions of disability. The subsedusection seeks to establish the
importance of attitudes through presentation obrpresearch. Additionally, the link
between attitudes and the demographics of the nelgpd and reference group are also
presented. The next section discusses the intemseoétween disability and religion
which imparts definitions of inclusion within faitommunities, religious responses to
disabilities, and the impact of religion on copirspecifically the process of meaning
making and attributions. The last section will dis€ organizational scholarship
including organizational culture and leadershigoieed by inclusive and exclusionary
practices of faith communities. The chapter wilhclmde with the significance of the
present dissertation and research questions atsitelThe second chapter will state the
method and analysis plan. The last chapter incladgesction on the findings, discussion,

and limitations and implications of the presentgtu
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Models of Disability

Definitions of disability emerge from individualadels of disability or a
combination of models of disabilities. Models aomeerted into definitions that link the
conceptual model with the real world. The defimtimakes the abstract model concrete
by determining what the researcher should do oemesfor measurement (Altman,
2001). For example, if a wheelchair is used asiditator of the concept of disability,
then researchers are likely to ask about the usdieélchairs to measure disability.

Models help generate an explanation in some wawever, models are not
synonymous to theories, as models do not necessitapirical data. Thus, models are
not based upon data collection, but are represensathat aid understanding (LIewellyn
& Hogan, 2000). Although models do not accuratepidt reality, they do provide
multiple perspectives of understanding our phenamexi interest to generate testable
hypotheses.

The traditionamedical modeof disability views disability as a deficit or ira
within an individual (Pledger, 2003). The disalyiii¢ viewed as a problem within a
person caused by disease or another health camdégpiring medical intervention to
“fix” the individual. The medical model of disaliifiblames the individual for having a
disability and is focused on changing the persoouR(1997) describes the medical
model as the bio-medical approach where it is assutimat disability is caused by a
mental or physical condition that can be prevewoteaimeliorated though medical
intervention. Therefore, the condition itself i€feed on removing the role of society.

Within the bio-medical approach, professionals degikrevent the disability among the
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general population.

Thefunctional approacho disability, like the medical model, views digap as
being within the individual. However, the functidg@proach seeks to treat functional
incapacity through services that assist individu@isis, challenges faced by people with
disabilities are due to functional incapacity résgl from the individual’s disability
(Rioux, 1997). The functional approach would uélizZrograms or services that seek to
expand skills that facilitate better functioninghwn society. Such programs and
services seek to help individuals with disabilitiee lives that are considered “normal”
(Rioux, 1997). The functional approach utilizes &aarative interventions that may not
take into account the contextual factors that impatividuals with disabilities.
Additionally, changing individuals to better furmti within society may operate under
the assumption that the program or service is daingt is best for the individual with
the disability. However, Rioux (1997) points outthvhat the program or services wants
for the individual may not align with what the intiual with the disability wants.

Thesocial modebf disability emerged in reaction to the medicaldal. The
social model of disability views disability as ac&dly constructed phenomenon, and
that people with disabilities are oppressed byetatviews of normality (Llewellyn &
Hogan, 2000). The social model of disability emjresthe problem being within
society rather than the individual. Similarly, thghts-outcome based approabblds
that disability has social causes resulting fromwhay in which society is organized as a
whole (Rioux, 1997). Hence, systemic factors a@mared rather then specific

environments that limit the participation of paui&r groups. For example, public
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policies are addressed to promote the participatfondividuals with disabilities within
society.

Thetransactional modedf disability seeks to understand the environnasnt
interacting with individual’s bi-directionally (Ligellyn & Hogan, 2000). Thus, the
behavior of one person impacts and transformsxperence of others in both positive
and negative ways. However, the transactional maoke$ not view behaviors as having
one cause but rather draws upon multiple variablesacting with one another.
Additionally, environments can be modified, recounsted, and even created, so
capacity emerges to the extent that a person ldeshéo engage in the environment in
which the individual develops (Fawcett, White, Bedar, & Suarez-Balcazar, 1994).

Thelimits mode] a less known model, recognizes that there ised fer a more
inclusive model. The limits model is not intendedéplace other models of disability
but rather adds a focus that counters models dlcatsfon deficits. The limits model
holds that (1) limits are an unsurprising charasterof humanity, (2) limits are an
intrinsic aspect of humanity, and (3) limits ar@dmr at the very least, not evil. Thus,
limits are an unavoidable aspect of being humanaaacheutral (Creamer, 2009).

| strongly believe that each model of disabilitpyides diverse ways to
understand disability and informs the ways in whiesearch and interventions are
designed. However, | find myself adhering mosti® transactional models of disability.
It is important to recognize disability as beinfyaction of both the person and the
environment, rather than the individual and envinent independently. Due to the

diversity among individuals with intellectual disktiles and environments, intrinsic
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(e.g., nature and severity of disability) and cantal (e.g., attitudes of others, the extent
to which environments are enabling or disablingneenic issues) factors are critical to
understand as simultaneously interacting.

The transactional model recognizes the needsdofiduals with intellectual
disabilities as being diverse and responsive teabkand personal systems. Within
community contexts, the attitudes and reactionadi¥’iduals are important in
determining the ways in which individuals with iitetual disabilities feel about
themselves. If social relationships are not posibetween people with and without
intellectual disabilities, then the interaction magid in individuals with intellectual
disabilities having a negative self-concept (Lldwel 1999).

On the other hand, if | were considering the desigan intervention, | would
also consider the functional approach to consideommodations that may facilitate
functioning within a setting. Although accommodaganay result in the presence of
individuals with intellectual disabilities withinsetting, it does not mean that people
with intellectual disabilities are included. | anvare that each model has its limitations,
and | therefore believe that various models mustdmsidered to understand how each
may inform my thinking and approach to research.

The models and approaches to disability provitarmework which attributes
cause, prevention, and the responsibility of prsifesals and society as a whole. Each
model and approach to disability determines the mayhich we understand the lives of
people with disabilities. There is nothing inhehgmirong with each model, but they

become problematic when researchers exclusivelgradb one single model (Rioux,



PERSPECTIVES OF RELIGIOUS LEADERS 11
1997). However, differences in views yield divergimnking about disability issues

that in turn determine ones research goals. Aswtreliverging methods have led to
different ways of understanding (Rioux, 1997). Heere a model of disability utilizing

a religious framework is missing. Research hasddbat religion is used to make sense
of life which can include attributing cause, pretven, and responsibility to disability.

As noted above, models are utilized to create digfirs of disability, which aids in
measurement of disability. Therefore, a model e&Mdility within a religious framework
does not exist which may be linked to the abseiceligiously based definitions of

intellectual disabilities.
Definitions of Intellectual Disability

Disability is a complicated, multidimensional ceptthat is embedded within
cultures that determine what is viewed to be d#iféor a deviation from what is
normative. Therefore, a global definition of didd¥pithat fits all circumstances is, in
reality, nearly impossible (Altman, 2001). Whennyto make sense of the variety of
ideas and forms of definitions, it is necessartat@ into consideration the structure,
orientation, and source of the definition. Thisoaleems necessary to differentiate
single purpose statements of definition and thezketodels.

First, it is important to note that the way in winigeople with disabilities are
spoken about is imperative to understand. Self eates prefer the use of people first
language. People first language refers to peogdednd the disability second. More
specifically, people first language describes irdlials as “people with Down

syndrome” or “students with intellectual disabdgl instead of saying “a Down
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syndrome person” or “an intellectually disableddstot.” Using the phrase “a person
with...” infers that people with disabilities are ra#fined by their disability and that
they have multiple characteristics that make up thiey are (Foreman, 2005). Self
advocates with intellectual disabilities also supplee use of people first language,
which is indicative through the accomplishmentsmgfanizations like Self Advocates
Becoming Empowered (SABE; SABE, n.d.) and the Sp&aiympics North America
(2010). In Oregon, through the work of self advesand advocates, state law effective
on January 1, 2006 requires the use of peoplddingfuage (SABE, n.d.).

According to the Americans with Disabilities A&DA), “disability is defined as
a physical or mental impairment that substantii@iyts one or more major life
activities, a person who has a history or recorsugh an impairment, or a person who is
perceived by others as having such an impairmgrat'a 2; U.S. Department of Justice,
Civil Rights Division, 2012). The ADA does not gfecally name every type of
disability that falls under its definition of diséty, which has been problematic in the
past. Prior to the 2008 ADA Amendments Act (ADAAA)aintiffs with disabilities
were required to prove that they have a disaliityrder to proceed with a
discrimination lawsuit (Eichhorn, 1999). AccorditggEichhorn (1999), determining
what constitutes as being major, a life activityd @ substantial limitation was
challenging because they rely on relative notidnsoav people should perform
functions. The ADAAA sought to address the shortcm® of ADA by shifting the
focus from the threshold of disability to its ongi intention of developing

nondiscriminatory policies. The ADAAA explicitly dicts courts and administrative
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agencies to interpret disability broadly and tosidar substantial life events without
regard to the effects of measures including meiicatnd assistive technology. The
ADAAA also provides a list of major life activitiesvhich includes but is not limited to
reading, learning, thinking, communicating, anden&jodily functions (e.g., bowel,
bladder, brain, circulatory, and reproductive fumas; DelLisa, Silverstein, & Thomas,
2011; Long, 2008).

The World Health Organization (WHO; 2012) useslikty as a broad term
including impairments, activity limitations, andrpeipation restrictions. Impairment is
defined as a problem in body function, and an dgtlimitation involves difficulties
when executing a task or action. Participationriesgin involves problems experienced
when involved in life situations. WHO, like the Wendl Nations (UN), also states that
disability is complex and involves the interactioetween a person’s body and their
environment (UN, 2007; WHO, 2012). According to thi, disability is the interaction
between long-term physical, mental, intellectualsensory impairments and ones
environment that hinders full and effective pagation in society. Moreover, the UN
states that its definition is not exhaustive (URQ?2).

Naming or creating terminology for phenomenoroisted in the human desire to
make sense of our world (Luckasson & Reeve, 20811Hough, terminology has use,
we often see terms appear and disappear basediopéiceived usefulness. In the
West, multiple labels and definitions have beehzeatil that are synonymous to
intellectual disability. Over the past 200 yeaesirts have included feebleminded,

mental deficiency, mental sub-normality, mentaynticapped, and mental retardation
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(Cegelka & Prehm, 1982; Luckasson & Reeve, 200tgofding to Luckasson and
Reeve (2001), a term should refer to a singleyetditllow for consistent application in
communication.

Consequently, the way in which the term is defirseichportant as it explains and
establishes boundaries for the term. LuckassorRaede (2001) provided 10 questions
when considering definitions which include askinigether the definition leads to a
respectful understanding of a group while allowfogclassification into groups based
on meaningful criteria, facilitate record keepimglaommunication, allow for
generalizations about the group, and be consistigéimta desired theoretical framework
(Luckasson & Reeve, 2001).

A definition can then give way for the classificat of groups within the boundary
of the term. Historically, classification was baseda range of IQ scores. Classifications
included moron, imbecile, and idiot for the genaeion of feebleminded; mild,
moderate, and severe for mental subnormality andahdeficiency; and mild,
moderate, severe, and profound for the generic témmental retardation (Cegelka &
Prehm, 1982).

In the West, intelligence testing is still useddentify individuals with intellectual
disabilities through measures such as the WechdeitAntelligence Test and the
Wechler Intelligence Scale for Children (O’Bried(). Alfred Binet developed the
first IQ test in 1910, and the test was used tog@tbat criminals, prostitutes, and
alcoholics tended to have intellectual disabili(i€éempton & Kahn, 1991). Although,

the use of intelligence testing has been the stbfemntroversy, it is still used



PERSPECTIVES OF RELIGIOUS LEADERS 15
internationally by organizations such as WHO. Testlts can vary based on mood,
motivation, and fatigue, and the tests show thecgdfof rehearsal/learning, assume a
degree of literacy, and are largely grounded int&tesculture (O’Brien, 2001).
Environmental factors such as socioeconomic stdtssimpact IQ scores (Turkheimer,
Haley, Waldron, D’Onofrio, & Gottesman, 2003). Acdimg to the American
Association on Intellectual and Developmental Dikizds (AAIDD; 2010) 1Q tests are
used to measure intellectual functioning but preifasals must consider the individual’s
typical community life with peers and culture, lingtic diversity, and cultural
differences in the way people communicate, move,lshave.

Today, if 1Q is used to measure whether an indi@idhas an intellectual disability,
the cut-off point employed in most approaches tsvatstandard deviations below the
mean of 100 (i.e., a score of 70; O’Brien, 2001isTis the internationally accepted
standard adopted by WHO (O’Brien, 2001) and thet&serfor Disease Control and
Prevention (CDC; 2012) as a definition for intetlead disabilities. When utilizing 1Q
testing, intellectual disability is a condition rkad by 1Q below 70 and utilizes
subcategories that include mild (IQ of 70-50), nratke (IQ of 49-35), severe (IQ of 34-
20), and profound (IQ less than 20; CDC, 2102; @Br2001)

According to the Diagnostic and Statistical ManoiaMental Disorders, fourth
edition, text revision (DSM-IV TR; American Psyctria Association, 2000), an
individual is considered to have an intellectualahility when they have an IQ below
70, onset before the age of 18, and concurrentirmpats in adaptive functioning

(using the standard expected for ones age andaldjroup) in at least two of the
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following life domains: communication, self-car@nhe living, social/interpersonal
skills, use of community resources, self-directifmmctional academic skills, work,
leisure, health, and safety. Similarly, accordim@AIDD (2010) intellectual disability
originates before the age of 18 and is characebgesignificant limitations in both
intellectual functioning (i.e., reasoning, learnipgoblem solving) and adaptive
behavior (including a range of everyday social prattical skills). Although AAIDD
(2010) holds that the evaluation and classificatbimtellectual disability is a complex
process, it does state that 1Q testing is a magrto measure intellectual functioning,
and limited intellectual functioning are markedIRQyscores below or around 70 to 75.

Although IQ testing is utilized for diagnostic pases, it should not be employed
in isolation when trying to understand an indivibsiability. For parents with
intellectual disabilities, intelligence tests dd peedict parenting skills, which include
household organization, warmth, and nurturance kit 1995). More specifically,
Watkins (1995) found that parents with intellectdislabilities often display unexpected
strengths in parent-child interactions that cafrepredicted from standardized testing
or psychological evaluations.

Similarly, 1Q tests are not strong predictors cd@demic success. In Farrell’s
(2010) review of studies on 1Q testing, he founat the extent to which IQ scores and
academic achievement levels correlate is problemahiere is consensus in empirical
literature that 1Q scores and achievement are adéegtly correlated. In fact, it has been
generally found that 1Q scores account for up %0 the variance in academic

achievement. Thus, 1Q tests are unsound prediofasademic achievement (Farrell,
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2010). 1Q tests should emphasize a formative wtleer than a diagnostic role rooted
within the medical model of disability, viewing fnlems to be centered within the
individual being tested.

Throughout history and across cultures, intellekctlisabilities, as they are
currently called, have always existed (Manion & 4281, 1987). However, the label,
definition, and method of diagnosis have changebtcamtinue to vary across cultures.
Therefore, respondents of the present dissertateva provided with the AAIDD (2010)
definition of intellectual disability. Additionallyonce the definition was presented, all
respondents were told that intellectual disabis once called “mental retardation” for
purposes of clarification as the term mental retaoth was once widely used. The
definition was provided to ensure that both thenviewee and interviewer are referring

to the same reference group.
Importance of Attitudes

Attitudes are beliefs and feelings held by indiats, which tend to be either
positive or negative. Hence, attitude is a latemstruct in that it is not directly
measured. Attitudes are often measured based erendes based on evaluative
responses to the attitude object (Manstead, 19%%Js, attitudes are subjective states
that cannot be observed externally. Attitudes exititin a person’s mind. Due to their
structural complexity and to the intricate sociavieonmental context in which attitudes
are expressed, it is a challenge to assume thiadatt are directly related to behavior.
However, attitudes are a contributing cause forlen, necessitating the importance of

its measurement (Antonak & Livneh, 1988). Socialgh®logists believe that modifying
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attitudes is the most effective means to bring abbange in behaviors (Manstead,
1996). Based on Festinger’s (1957) theory of cogmilissonance, there is a need to
maintain consistency between attitudes and behavidws, if attitudes are modified,
there will be a response to modify behaviors ireotd reduce dissonance.

Attitudes may predict future behavior. When baliafe consistent with a new
program or policy, they can facilitate the adoptdrthe change (Klein & Sorra, 1996).
On the other hand, if attitudes are not consistattit a new program or policy, they tend
to become sources of resistance (Foster-Fishmaey&s KL997). Thus, identifying
attitudes embedded within particular contexts iditlg culture allows for a deeper and
more accurate explanation and prediction of belmavinowledge of attitudes may then
provide a basis for the promotion of change todghgipromote positive attitudes such as
the meaningful integration of people with disababt(Yuker, 1988). For example, if
community residents do not accept people with disials, they may be excluded from
residential and/or from the community life of theesidential area.

Individuals with disabilities face societal stigmiad negative attitudes. Persistent
negative attitudes and social rejection of peoptl disabilities is evident throughout
history and across cultures (Gordon, Feldman, Tan& Perrone, 2004). Decreasing
negative attitudes toward people with disabiliteduces the harm of stigma. Stigma is
the degradation of individuals or groups by viewihgm as different from the norm and
undesirable (Goffman, 1963), and it occurs throagiombination of stereotyping,
prejudice, and discrimination (Rusch, AngermeteC@&rrigan, 2005). Stereotypes,

which are beliefs, are a means of categorizingmétion about social groups and they
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often represent collectively agreed upon notiongrotips (Hamilton & Sherman, 1994).
According to some models of attitudinal structdaetors other than stereotypes may
give rise to prejudice, which include affect andtdaehavior toward members of a group
(Corrigan & Watson, 2002). Prejudice is definediasgreement with negative
stereotypes about groups of people (Allport, 19B4¢judice can lead to discrimination,
which is a behavioral response that may cause ivegainsequences for the members
of a negatively evaluated group (Crocker, Majort@ebe, 1998). For example, prejudice
that yields fear may lead to avoidance, and irehwerld setting that may translate into
employers not hiring individuals with disabilitié€Sorrigan & Watson, 2002).

Of note, models of stigma and prejudice deschieesame phenomena but have
some differences in focus and emphasis (Phelak, &iDividio, 2008). In their
systematic comparison of conceptual models of stigmd prejudice, Phelan et al.
(2008) found that stigma models emphasize targetsgma, especially in terms of
stereotypes, identity, and emotions while prejudnalels focus more on processes in
perpetrators and refers specifically to the pegtets’ attitudes. Similarly, Allport’s
(1954) work on prejudice emphasized the perpetrahile Goffman’s (1963) work
focused on the target. Additionally, prejudice isrenconnected with race and ethnicity
in research while research on stigma more comnifoglyses on illness or disability
(Phelan et al., 2008). Phelan et al. (2008) sugdhat prejudice may be narrower in
scope in comparison to stigma as it refers to studinal component within the larger
process of stigma.

Prejudice and discrimination may be in the fornawabidance, coercion,
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exclusion, segregation, and hostile or aggresstavwiors (Corrigan, Markqitz, Watson,
Rowan, & Kubiak, 2003). In regard to reactions tavaeople with disabilities,
individuals without disabilities often feel awkwamhxious, or sad and may react in a
variety of ways to compensate for their discom{@ahill & Eggleson, 1994; Perry,
1996; Susman, 1994; Zola, 1993). These public imatan, in turn, have an impact on
the stigmatized individual's sense of self and patticipation in the work and social life
of the community (Link, Cullen, Struening, Shro&tDohrenwend, 1989).

In an evaluation of existing measures of stignvearal people with intellectual
disabilities, it was found that scales used bylletéual disability researchers focus on
attitudes rather than stigma. The scales measatiitgdes concern affective,
behavioral, and cognitive aspects rather thanatygpes, prejudice, and discrimination
(Werner, Corrigan, Ditchman, & Sokol, 2012). Weretal. (2012) note that intellectual
disability research focuses on social inclusiom #mat some intellectual disability
researchers believe that stigma does not provideegies to challenge prejudice.
Werner et al. (2012) believe that stigma and inolushould be viewed as constructs on
the same continuum where anti-stigma initiativey & a tool to promote inclusion.
Additionally, it is suggested that stigma may b&slexplored because some researchers
may believe that individuals with intellectual diddies do not experience negative
repercussions from stigma (Werner et al., 2012).

Based on Goffman’s (1963) work, perceptions amgtrens toward groups of
individuals can profoundly affect the quality oetmdividual group member’s life

experience (Green, 2003). The prevalence of méetdlth problems is higher among
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individuals with intellectual disabilities than inwetluals without disabilities. Individuals
with intellectual disabilities are vulnerable tacgd deprivation and the experience of
failure, which may contribute to the higher levetsnental health problems (Dykens,
1999). Mead (1934) proposed that a mechanism id¢kelopment of self-concept is
that of becoming an object of oneself by reflectipgn how one is treated by others.
Cooley (1956) calls this the looking glass theoggduse individuals come to see
themselves as others see them. Therefore, whendndls are aware that they are
stigmatized, their sense of self and well-beinglixedy threatened. The looking glass
theory has been supported in research where stiavesestablished that adults with
intellectual disabilities are aware of the prejedand discrimination they experience
(Abbott & McConkey, 2006; Cooney, Jahoda, Gumleidott, 2006), as well as
stigmatizing social representations of their gr@ighoda & Markova, 2004). Based on
reflection of how adults with intellectual disahb#is are treated by significant others and
their position in wider society, they struggle taintain a positive view of themselves
with feelings of powerlessness, anger, and frustigtlahoda & Markova, 2004).
Alternatively, research has also found that stigged individuals, like those
with intellectual disabilities (Gibbons, 1985; S¢agChassin & Young, 1983) and
physical disabilities (Burden & Parish, 1983), dit have lower self-esteem than the
general public (Corrigan & Watson, 2002). Thereftine awareness of being
stigmatized does not necessarily lead to interedl@ppression (Crocker & Major,
1989). Corrigan and Watson (2002) argue that stigex individuals experience

psychological reactance where the individual opposgative evaluations and embraces
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positive self-perceptions. This process is refeteeds righteous anger. Righteous anger
is a reaction that empowers individuals who chahge roles within systems by
becoming more active to promote change (Corrigaiid&son, 2002).

Of note, regardless of the type of disability,iunduals with disabilities are
usually the focus of prejudicial attitudes and distatory behaviors (Goffman, 1963).
Yet, it is likely that individuals with intellectlidisabilities are more likely to experience
the consequences of discrimination due to sogettien and social stigma varying by
specific disabilities, creating a hierarchical ar(l@ordon et al., 2004; Strohmer, Grand
& Purcell, 1984). In studies examining hierarchigtiitudes toward disabilities,
intellectual disability and psychiatric disabilityave consistently been cited as the least
socially accepted (Gordon et al., 2004; Jones,f&atf & Owens, 1966; Lyons &
Hayes, 1993; Karnilowicz, Sparrow, & Shinkfield,24). Similarly, in a comparison to
11 types of disability populations, individuals wedeast willing to be friends with
individuals with intellectual disabilities (Gordat al., 2004).

The experience of stigmatization can be buffenedrigaging in socially
acceptable roles such as being employed (Crock@ui&n, 2000). However, the
opportunity to engage in socially acceptable rob@y not be available. Negative
attitudes toward individuals with intellectual didléies may influence their overall
guality of life in areas such as education, empleythhousing, and everyday
interactions with the general public (SipersteinyiNs, Corbin & Shriver, 2003). For
example, if individuals with intellectual disabiéis seek job opportunities, they may face

barriers in gaining employment due to discriminatith individuals with intellectual
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disabilities are unable to engage in their comnemithrough activities such as work,
the opportunity to buffer the experience of beitignsatized is reduced and feelings of
powerlessness may be perpetuated.

One way to promote the social inclusion of induats with disabilities has been
through laws. Laws dictate behaviors, but they e@ytradict one’s attitudes. The U.S.
has specifically adopted legislation that prot@atviduals with disabilities from
various types of discrimination (Block, 2002). Thisgan with the National Council on
Disability (NCD), an independent federal agencgt fhrovided the president and
congress recommendations regarding policies ansl ¢anwcerning the lives of
Americans with disabilities. In 1986, NCD recommeddreating a comprehensive law
that prohibited discrimination on the basis of tity. Programs at that time over
emphasized income support and under emphasizetlgepartunity. Although
discrimination was prohibited in educational sefsinbroader protection was sought that
paralleled the Civil Rights Act of 1964. This nded to the collaboration of multiple
individuals and organizations including the Arc, SH, politicians, and self-advocates
to create, publicize and advocate for the passatfeeADA (Carey, 2009).

In 1990, the ADA was signed into law and many argations and settings were
forced to consider ways to accommodate individuatls disabilities, who were
previously excluded from society. For example, Hase Title Il, public transportation
must be accessible to individuals with disabilitisd based on Title I, it is illegal to
discriminate based solely on an individual’s difgb{ADA of 1990). The ADA applies

to both public and private entities, which incluzlé are not limited to schools,
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hospitals, and hotels.

Regrettably, gaps within the law exist. Privatgbsl and religious entities are
exempt from most of the ADA mandates (ADA of 199@c. 12187). Private clubs are
organizations that have a highly selective membenstocess, charge substantial
membership fees, and are operated on a nonpraid.fection 12187 states, “The
provision of this subchapter shall not apply tagieus organizations or entities
controlled by religious organizations, includinggés of worship” (ADA of 1990). This
means that religious organizations like churchesat legally required to make facility
changes to accommodate individuals with disabdljtend they are not required to
consider ways in which to minister to individualghnintellectual disabilities.
Furthermore, if a faith community operates a schiooboth members and nonmembers
of the faith community, the school facility is &tibt legally required to accommodate
individuals with disabilities (Americans with Diséibes Act, n.d.). The limitations of
the ADA were constitutionally questioned in theea$Posner v. Central Synagogue
From a legal standpoint, religious organizatioressetempt from abiding by the ADA to
avoid violating the Free Exercise and Establishn@datise of the First Amendment of
the U.S. constitutionRosner v. Central Synagogue993).

Laws guide provisions for individuals but laws acg sufficient in and of
themselves to shape attitudes toward individualk disabilities. Thus, governmental
actions promote equal opportunities for people wittabilities (e.g., ADA of 1990), but
beliefs involving prejudice and stigma continuertfbuence perceptions toward

individuals with disabilities (Marinelli & Orto, 1¥9). The impact of negative attitudes
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has significant consequences for both the socthvacational lives of individuals with
disabilities even when laws are abided. For exanwghen examining the interactions
between persons with severe intellectual disaddlitind their peers without disabilities
in an integrated workplace, persons with intellattlisabilities were accepted within
the workplace yet few were befriended outside efttlork setting (Rusch, Wilson,
Hughes, & Heal, 1991). Ferguson, McDonnell, andwD§fE993) found that workers
without disabilities initiated interaction with cawkers without disabilities three times
more often than with co-workers with intellectugabilities. Further, attitudes and
behaviors by the nondisabled workers suggestedhbatviews toward their peers with
disabilities were not necessarily derogatory bsib alere not those of equals.

Stigma also has far reaching consequences thatebieyond individuals with
disabilities. Stigma by association (also calledroesy stigma; Mehta & Farina, 1988)
affects those who are closely associated with sttgrad individuals (Goffman, 1963).
Studies have found that parents of individuals witkllectual disabilities experience
stigma (Kearney & Griffin, 2001; Grey, 2002). Mastlividuals with intellectual and
developmental disabilities continue to live witleithfamilies into adulthood (Carter
2013), and parents often serve as caregivers. Tédomdy members may become targets
for stigma because of their affiliation with stigizad individuals (Struening et al.,
2001). In comparison to mothers without childretihvimtellectual disabilities, mothers
of children with intellectual disabilities expermnlower well being (Norlin & Broberg,
2013), social isolation (Griffith, Totsika, Naslongs, & Hastings, 2012), depression

(Singer, 2006), and lower marital quality (FloydZ&nich, 1991; Kersh, Hedvat,
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Hauder-Cram, & Warfield, 2006). For example, in shely examining the experience
of stigma among mothers of children with Asperg&ysidrome, a mother chose to
avoid certain social situations to avoid embarrasggnOther parents learned to adapt to
stigma by not letting it upset or anger them (&ilLiamputtong, 2011). Thus, family
members may develop negative self evaluations atidinaw or conceal their negative
status from others (Ali, Hassiotis, Strydom, & Kjr§12).

The study of attitudes is important to understiénedsocial standing of
individuals with intellectual disabilities as itfafts opportunities to engage in ones
community as well as self-perceptions. Of particutgportance, attitudes held within
faith communities require exploration. Laws thagmediscrimination against
individuals with disabilities illegal do not apply religious contexts. Therefore, some
religious communities may seek to include individuaith disabilities while others may
not, but the absence of a legal requirement to ptenmclusion may mean that the
experiences of religious communities with indivitbuaith disabilities are unique.
Studying how meaning is made of intellectual dibiés and perceptions toward
participation will provide insight into beliefs thenay serve as barriers to promoting
guality of life and inclusion in faith communities.

Participant Demographics and Attitudes.

Psychological literature has identified severatdes that influence attitudes
toward many social groups. Attitudes toward peoyta disabilities depend on an

interaction of factors including the participang'snder, education, age, and types of

previous contact with people with disabilities (Anak & Livneh, 1995; Chubon, 1982;
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Paris, 1993; Yuker, 1994). The following discussubiow respondent demographics
are related to attitudes toward individuals witkattilities serves to inform the

demographic information collected for all partians

Gender.

Prior research has often reported that women imolce positive attitudes toward
individuals with disabilities than men (GranelloV@heaton, 2001; Hunt & Hunt, 2000;
Hunt & Hunt, 2004; Pace, Shin, & Rasmussen, 2040gR & Jungers, 2008; Panek &
Smith, 2005; Royal and Roberts, 1987; Werner & Bson, 2004; Yuker, 1988).

Gender differences are not applicable to the ptetisgertation because the research
participants (i.e. Catholic pastors, parochial i8cand deacons) are all male. However,
the fact that all participants were male may matales may have relationships that are
unique, and therefore the results may not genertdizeligious denominations that

include males, females, and transgendered indilddagareligious leaders.

Age.

Previous studies examining attitudes toward pewjtle disabilities have reported
significant relationships between age and attitudesong undergraduate students, older
students were more likely to hold positive attitsidi@wvard people with physical
disabilities (Granello & Wheaton, 2001). In contragithin the same study, age did not
have a significant effect in attitudes toward peaopith psychiatric disabilities.
Inconsistent findings may possibly be due to lishtariance in age, particularly in
student samples. Therefore, samples with littléavee do not allow for the full

exploration of the impact of age on attitudes. Heosvein a study of attitudes of
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university students toward the sexuality, pregnaaogl midwifery care for women with
intellectual disabilities, participants over theeayf 25 held more negative attitudes than
individuals below the age of 25 (Jones, Binger, Mokie, Ramcharan, & Nankervis,
2010). In an Australian study of attitudes towtrel sexual rights of people with
intellectual disabilities, participants over theeayf 60 held less positive attitudes than
individuals below the age of 60 (Cuskelly & Gilmp&®07). Overall, research indicates
that younger individuals hold more positive attgadhan older individuals in regard to

attitudes toward individuals with disabilities.

Education and Experience.

Attitudes toward people with disabilities tendoe positively correlated with
increasing years of education (Antonak & Livneh93p For example, one study found
that individuals with higher education levels hptsitive attitudes toward inclusion of
individuals with Down syndrome in school and woettmgs (Pace, Shin, &
Rasemussen, 2010). Additionally, education accoontsiore variance than any other
demographic variable (Olkin, 1999; Yuker, 1994).

Knowledge about specific social groups has beessiigated as a predictor of
attitudes. Specifically, studies have found thateased knowledge about different
racial groups (McClelland & Linnander, 2006; Pres€¢oRobinson, 1974) and gays and
lesbians (Lance, 1992; Riggle, Ellis, & Crawfor@98) is related to more positive
attitudes toward that group. Information integrattbeory deals with the concept that a
person’s attitudes are a reflection of their knalgle and belief about an object.

Therefore, it may be possible to alter misconceystiof people with disabilities through
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the introduction of new information. For exampkraehing information aimed at
changing the understanding of disability from thedcal model framework to the social
model has contributed in attitude change (Oliveg6). Similarly, interventions that aim
to increase knowledge about people with disabsliiee associated with positive
attitudes (Campbell, Gilmore, & Cuskelly, 2003; 1&g, Baher, & Weise, 1999; Hunt &
Hunt, 2004). However, prior studies have also fotlrad traditional university
information-based courses for pre-service teadh@ve led to an increase in knowledge
but have little impact on attitudes (Forlin, T&rroll & Jobling, 1999; Hastings,
Hewes, Lock, & Witting, 1996; Tait & Purdie, 200®esearch has found that the most
effective way to alter attitudes through informatie with the combination of formal
instruction with either structured and direct cantaith people with disabilities (Ford,
Pugach, & Otis-Wilborn, 2001; Mayhew, 1994; Reqwe8n & Harnadek, 1991) or with
simulations or role playing activities that provieleperiential learning (Forlin et al.,
1999; Pernice & Lys, 1996). In addition to askimpat the level of education
participants have completed, all participants mphesent study were asked about
whether their educational training included knowge@bout disabilities and what the
training consisted of (e.g. direct contact, infotima-based learning).

According to Allport (1954), contact between sbgi@ups may decrease
prejudice, although a meta-analysis testing Allsq1954) hypothesis has found
varying degrees of support for intergroup contaaérg intergroup contact was related
to less prejudice (Pettigrew & Tropp, 2006). Howewgemply having contact with

another group may not always have positive outcomes
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People form and change their attitudes as theyant with other people. Contact
provides a context for the formation of affectiveldehavioral responses toward a
person. Contact is sometimes defined as familiantyich has been described as
knowledge and experience with a particular grogp tlan vary in degree of intensity
(Corrigan, 2002). Without direct experience, ligh@otional and behavioral responding
is likely to occur, and attitudes will be based mhyaon beliefs (Eagly & Chaiken, 1993).

Yuker (1988) found that the majority of studiesng direct assessment methods
reported a positive effect for contact. Similatynerican and Taiwanese students with
prior contact with people with disabilities expredsnore positive attitudes than those
without prior contact (Chen, Brodwin, Cardoso & @ha002). Previous research has
also reported that previous contact with persortls disabilities is related to
experiencing less discomfort than people withouttact (MacLean & Gannon, 1995),
and individuals without disabilities are more wiljito help people with disabilities
(Menec & Perry 1998).

When evaluating a stranger with a disability, withany personal attributes, the
disability becomes the single characteristic tlmahthates the evaluation, facilitating the
creation of the fundamental negative bias becatlss omportant aspects are not
considered (Wright, 1991). However, if personalrekteristics are provided about the
person with a disability, the context will influesmthe importance of the attributes
(Wang, Thomas, Chan & Cheing, 2003). Thus, if edanas valued in a setting, the
level of education of the person with the disapwiill be viewed as a salient factor. The

age of the person with the disability may also iotgew individuals with disabilities
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are evaluated. Some studies have reported a pneéefer people with disabilities at a
younger age (Wang et al., 2003; Wong, Chan, DaaSilardoso, Lam & Miller, 2004)
while others do not (Tsang, Chan & Chan, 2004). diesent dissertation does not
provide information that describes individuals witkellectual disabilities. Instead,
participants were asked about their experiencds imitividuals with intellectual
disabilities. That is, the focus of this explorgtdissertation is the experiences of
participants regardless of the age, gender, etthieoihdividuals with intellectual
disabilities.

The quality of contact is a critical element ifiwencing attitudes toward people
with disabilities. Generally, when contact takescgl in favorable conditions with
similar or superior status or if there is coopematicontact leads to positive attitudes
(Greig & Bell, 2000; Makas, 1993). Corrigan et(@001) found that the existence of a
positive interaction between the participant arelghrson with a disability is associated
with positive attitudes toward individuals with dislities. In contrast, situations that
place people with disabilities in an inferior ra@eposition is related to negative attitudes
(Yuker, 1988). Contact may offer the opportunityctsrect negative beliefs or attitudes
based on stereotypes and prejudice.

The distinction between the quantity of contactus the quality of that contact
is also an important factor to consider. Reseavchding on attitudes toward racial
groups has found that the quality of contact, ojp@mnalized as the positivity or
negativity of the experiences that one has had m#mbers of an out group. Plant and

Devine (2003) found that greater quantity of conteith Blacks was unrelated to how
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positive Whites believed future interactions wittaégks would be. They did however
find that White participants who reported havingrenpositive experiences with Blacks
thought future interactions with Blacks would bermpositive. Further, they also has
less anticipated anxiety and were less likely toid¥uture interactions with Blacks.
Thus, it may not be that quantity of contact withgyroup members is related to
expectations about future interactions with thagoaup, rather it may be the overall
guality of the experience one has with outgroup Imensthat determines outcome
expectancies, anxiety, and future interactions wiémbers of the outgroup.

Many studies have examined the quantity of cor{@katami, Ekehammar,
Claesson & Sonnander, 2006; Hall & Minnes, 199%j&wski & Flahert, 2000;
Yazbeck et al., 2004), quality of contact (Hall &irivies, 1999; Nosse & Gavin, 1991;
Palmerton & Frumkin, 1969), and knowledge (Akramale, 2006; Campbell &
Gilmore, 2003; Hunt & Hunt, 2004; Krajewski & Flakyg 2000) as predictors of
attitudes toward individuals with intellectual diigies with mixed results. When
examining quality of contact, quantity of contaartd knowledge about individuals with
intellectual disabilities, McManus, Feyes, and $&au@011) found that all three
predictors are interrelated, but quality of confaan important variable in predicting
individuals’ attitudes toward individuals with itectual disabilities. Thus, the quality
of previous interactions, not the number of intéoars or how much a person knows
about intellectual disabilities, determines whettienot an individual will have positive

or negative attitudes and behaviors toward indizisiwith intellectual disabilities.
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Therefore, the present dissertation asked parhtspaho report contact with individuals
with intellectual disabilities to describe the typlecontact they have had.

Disability and Religion

Some faith communities boast a strong history elfceming and including
individuals with disabilities. Regrettably, soméliacommunities, like non-religious
organizations, have been less responsive to theoda¢ more inclusive. As a result,
many individuals with disabilities are not welcomeithin congregational life. There is
a growing body of research that has focused omsnmh and community participation,
but few studies have included faith communitiea @®main of community life.
Therefore, more information on the inclusion ofivinduals with intellectual disabilities
within faith communities is needed.

Understanding the inclusion of individuals witheltectual disabilities within
faith communities requires knowledge of other domsaelated to religion and disability
issues such as the way in which religious textsatlep convey information about
individuals with disabilities. Within the Christidaith, the Bible may be utilized for
guidance and to understand life events. Based ssagas within the Bible that relate to
disability, intellectual disabilities are not exptly discussed. However the role of sin in
the cause of disability is discussed, as well adlicting information about whether
parental sins result in future generations beingghed. The way in which religion
views disability is particularly important, becausean impact the meaning and
attribution of disabilities. For that reason, thregent dissertation aimed to explore the

meaning making of intellectual disabilities amoefigious leaders. Additionally, an
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understanding of leadership within churches wilsbeght as leadership styles may
impact the mission and actions of the congregalitiat is, leaders may be open to
understanding and implementing the ideas of otfeegs, implementing
accommodations) through collaborative decision mgkirocesses while some may not
be willing to integrate others’ ideas.

The following section begins with a brief introdion on the definition of
inclusion followed by a discussion of informatioonweyed about individuals with
intellectual disabilities within the Bible. The rtesection concerns meaning making and
attributions, which are embedded within the areeoping. Although prior studies have
focused on parental coping, the process of malengesof and attributions to disability

may be pertinent to others in understanding diggbiithin their lives.
Inclusion.

Individuals with developmental disabilities usydibve limited access to
participation within society and are often regardsdaving little to no role in public,
private, familial, and domestic life domains (Meska & Dowse, 1997; Bray & Gates,
2003). More specifically, studies have found timakividuals with intellectual disabilities
have few friends and even when they are involvetcbmmunity activities, they still
may not meet other people (Bray & Gates, 2003)a Assult, individuals with
disabilities experience more social isolation, feagportunities to participate in their
communities [National Organization on Disability@®), 2010; Verdonschot, de Witte,
Relchrath, Buntinx & Curfs, 2009], and less satstan when they do participate

compared to people without disabilities (NOD, 200d)us, individuals with intellectual
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disabilities are not completely included withinith@eommunities.

The term inclusion is widely used throughout tieédfof disability studies
(Verdonschot et al., 2009), and no one universthidien is accepted. According to
AAIDD (2012), inclusion includes participation il aspects of life including public
activities, programs and settings, and privaterggttthat are open to all members of the
public. More specifically, AAIDD (2012) provides axples of inclusion for both
children and adults with intellectual disabilitiere children should have the
opportunity to participate in activities with chith without disabilities while adults
should have the opportunity to live in a home @ftlthoice and with whom they
choose.

In an examination of how experts in the area olusion for students with
moderate to severe disabilities defined the tertusion, seven elements of inclusion
were addressed. These seven elements includei(d) fdaced in natural and typical
settings, (2) being together with students withdigébilities for instruction and leaning,
(3) available supports and modifications, (4) esdarent and value for belongingness,
equal membership, and acceptance, (5) collaboratiggrated services, (6) a systemic
philosophy and belief system, and (7) unifying gahand special education systems
(Ryndak, Jackson, & Billingsley, 2000). Howevercaaling to Ryndak et al. (2000),
only the first five elements must be applied farusive services and programming.

Part of the movement for inclusion within socibs been the inclusion or
mainstreaming of students with disabilities, whbglgan when United States Congress

enacted the Education for All Handicapped Childaen (PL 94-142; U.S. Department
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of Education, n.d.). The Education for All Handipad Children Act became the
Individuals with Disabilities Education Act (IDEAL 101-476; U.S. Department of
Education, n.d.), which requires free public ediatain the least restrictive setting.
Other macro-level changes have taken place th&girthe rights of individuals such as
The Developmentally Disabled Assistance and BiRafhts Act, which in 1976 was
followed by independent living centers (U.S. Depaamt of Education, n.d.).

Inclusion within communities is of critical imparice because the position of
individuals with intellectual disabilities withirosiety requires change. In spite of the
attention on inclusion and community participatadnndividuals with intellectual
disabilities, little is known about the actual coonmmty participation in different life
domains as well as the challenges and successesenged when participating in
community life (Verdonschot et al., 2009) The aihth@ present dissertation is to
understand the meaning of intellectual disabilitied perceptions toward the
participation of individuals with intellectual disidities to better understand their social

position in faith communities.
Christian Responses to Individuals with Disabilities.

Until recently, the spirituality of people withsdibilities has been largely ignored
by faith communities, secular social service systeand educational systems (Rogers-
Dulan, 1998; Stolberg, 2008). Neglecting the imace of religious beliefs and
experiences in the lives of many individuals witkatbilities and their families may
imply a view of their innate humanity being incomig or that of an eternal innocent

child (Swinton, 1997).
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For the past four decades, religious leaders elfihdvocates have advocated for
the creation of a framework for effective minisinth individuals with developmental
disabilities. While the church has made increasiifigrts to promote equal opportunities
for worship and fellowship (e.g., National CourafilChurches of Christ, 1995; Block,
2002; Webb-Mitchee, 1994; Wolfensberger, 2001),s&hristian leaders criticize the
church for its failure to provide clear or adequai@ching that addresses disability issues
(Blair & Blair, 1994; Blair & Davidson, 1993; Eiestd, 1994). Even though religious
scriptures such as the Bible are utilized to urtdasprescribed beliefs and behaviors,
the position of individuals with disabilities is th@ompletely clear.

Jesus Christ lived and ministered during the Gesttury when the Roman
culture did not provide a favorable environmentifatividuals with developmental
disabilities. This unfavorable environment can beed by the inhumane social context
in the first century when individuals with developntal disabilities were limited to
begging as a means of obtaining basic life esdentrathis context, the gospel
repeatedly highlights the compassion of Jesus asféwes restoration of body and spirit
to many individuals as a means of proving the fultiess of his claims regarding God
(Byzek, 2000). Expressing compassion through badgyoration may communicate that
individuals with life long disabilities are not hesed with compassion and therefore
are possibly not viewed to be worthy of that conspas

The Gospel of Luke portrays Jesus as openly aocgeipidividuals who were
rejected by society including individuals with deymental disabilities (McReynolds &

Bundy, 2008). More specifically, the Bible statéhen Jesus said to his host, ‘When
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you give a luncheon or dinner, do not invite yaigrids, your brothers or relatives, or
your rich neighbors; if you do, they may invite yioaick and so you will be repaid. But
when you give a banquet, invite the poor, the ¢eigppthe lame, and the blind, you will
be blessed. Although they cannot repay you, yolbeirepaid at the resurrection of the
righteous” (Luke 14:12-14; The Holy Bible: New Imtational Version, 2011). The
Bible encourages inclusion of individuals with dieyemental disabilities with the
incentive of receiving blessings, but the passdgme@aces individuals with
developmental disabilities as recipients of chafityis emphasis of being dependent on
others sympathy perpetuates the disenfranchisagssifindividuals with disabilities.
That is, providing food, clothing, and money alltaw individuals to survive, but it may
not provide the means to become independent.

Additionally, Jesus preached the gospel to alppeaegardless of their social
position in society (Stein, 1992). For example iatew 9:1-8, a man who was
paralyzed was forgiven of his sins as a resuli®fdith in Jesus and he was healed (The
Holy Bible: New International Version, 2011). Thespel was preached and forgiveness
was given regardless of an individual’'s disabi{Bjock, 2002; Byzek, 2000). Thus,
individuals with and without disabilities are mitgsed to; but as stated above, healing of
ones disability may communicate that individualhvdisabilities are not worthy of
God’s benevolence. Additionally, the link betweeving ones sins forgiven and being
healed may infer that the paralysis is relatedn@sosins.

In John 9:1-33 (The Holy Bible: New Internationarsion, 2011), the role of sin

is examined in the life of an individual who wasdl The man had been blind since
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birth, and Jesus was questioned to understand ivheds(i.e., the blind man or his
parents) to bring about the disability. The conadin is rooted in the Old Testament
in Exodus 34:6-7 stating, “And he passed in frdritloses proclaiming, “The Lord, the
Lord, the compassionate and gracious, slow to ansmd abounding in love and
faithfulness, maintaining love to thousands andifong wickedness, rebellion and sin.
Yet he does not leave the guilty unpunished; heges the children and their children
for the sin of the fathers to the third and fougémeration” (The Holy Bible: New
International Version, 2011). Thus, the revelatbiiod visiting the sins of parents
through their children may be applied to childrathvdisabilities for some (Miles,
2002). For example, children born with disabiliteese sometimes linked to a parent’s
substance abuse. However, Miles (2002) notesdrsathility may be linked to its
parent’s behavior, but it does not mean that Ggulirsshing the child for the parent’s
behaviors. Also, scriptures relating to disabititeemphasize the healing of people with
disabilities to illustrate Christ’s divinity, eveéhough Jesus regarded disability to be a
natural human experience (Anderson, 2003).

In contrast, Biblical passages such as JeremiddD3tate “Instead, everyone
will die for his own sins whoever eats sour grapéss own teeth will be set on edge”
(The Holy Bible: New International Version, 2018jmilarly, Ezekiel 18:20 states,
“The soul who sins is the one who will die. The sal not share the guilt of the father,
not will the father share the guilt of the son. Tighteousness of the righteous man will
be credited to him, and the wickedness of the vdak# be charged against him” (The

Holy Bible: New International Version, 2011). Thdgremiah 31:30 and Ezekiel 18:20
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indicate considerable variation in the conceptareptal sin resulting in punishing the
child. Also, in Luke 5:18-26, Jesus heals a paedyman and tells him his sins are
forgiven (The Holy Bible: New International Versid2z011). This may imply that when
individuals are healed, they are also made frem 8m. In this case, sin may be a factor
in one’s disability.

In the case of the blind man, in John 9:1-33, delselares that sin was not the
cause of the man’s blindness but it was simplywbek of God. If disability is not a
result of sin, then the passage regarding thosenithimg sin being punished along with
their children does not apply to disabilities. Atiog to Miles (2002) Christianity
views disability as neutral based on John’s gogpét41). The interpretation of John
9:1-33 (The Holy Bible: New International Versi&11) conveys that individuals with
disabilities are part of the diversity in which Gahde human beings, which coincides
with Reinders’ (2011) position on theological viesfdisability. Some individuals who
belong to a faith community have been confrontetthair local church by the belief that
there must be something wrong with people withlulgees because God does not
punish individuals without reason. Others have hmmrironted by the belief that God
must love individuals to be given a special tadkisTnay not only convey that family
members of individuals with disabilities are someHmetter than others but that
individuals with disabilities exist to serve ashaltenge for others. Many religious
people have been confronted with both beliefs,Reaithders (2011) attributes both to
“cheap theology.” Cheap theology is based on tkaraption that the universe is

governed by a moral geometry such that for evedyrbault there must be a bad cause,;
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and reversely, for every good result there must heod cause. When disability is
presumed to be a bad outcome, it is assumed &t thust be a bad cause such as
disobedience to God, for which individuals are ghed with a disability. This is cheap
theology because it suggests that there are easyeanto the “why?” question.

Disability has been named a curse, a punishmesirie committed (either by
the person with disability or by others), a lacKaith, a sign of imperfection, or a
blemish that renders the individual unfit to wogsflod (Reinders, 2011). Several
accounts have reported that this has led to indalglleaving the Christian church
completely (Black, 1996; Eiesland, 2002). Among‘ih@asitive” responses are those that
name disability as a blessing or a special tokeBad's love, an opportunity for
spiritual growth, or as eternal innocent childrBeifiders, 2011). Regardless of whether
disability is interpreted as being a curse or adifey, they both assume that disability is
a special condition. Special individuals are thebe are excluded from mainstream
society. Whether responses are positive or negatie@ing disability as a special
condition is an instrument of exclusion (Reind@®l11). According to Reinders (2011),
we should not accept the notion that there is nmggini disability in any of the senses in
which previous generations of religious people hewaken about. The reason for
making this claim is that disability scholars aght in saying that attributing religious
meaning to disability, be it either negatively aspively, is putting people with
disabilities into a special category.

Hence, the belief that disability equals tragedgat true. Individuals with

disabilities have reclaimed their own agency asdmbreings. More specifically, people
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with intellectual disabilities have become self-adates and have established their own
organizations such as People First (People Fidt).Participating in these
organizations, people with intellectual disabiktigave expanded their skills as they
continue to fight for the right to live their livesid asserting the necessity of being
consulted in issues involving individuals with iléetual disabilities (Parmenter, 2001).
But this is not always how their lives began. Tiked of individuals with intellectual
disabilities sometimes begin with the experienctheir parents being victims of a
tragedy. The experience of tragedy is producednbg@ology called normalcy
(Reynolds, 2008). Popular culture advertises “ndrmvays of living and when people
face a life that does not fit the pattern of wisdtnormal,” they feel their world is falling
apart. The experience of tragedy is not a funabfodisability, but it is a function of
being raised in a culture that believes in normé@Rginders, 2011). Additionally, many
people with disabilities falsify the notion thaethlives are tragic, simply because of the
fact that, when asked, they will tell you a differstory. People with disabilities view
themselves as living a life with both potentiakti&nd limitations, more or less like other
people. They do not consider themselves to bems;tivhich is what the imposition of
tragedy does (Reinders, 2011).

While most religious traditions address sufferitiggological explanations for
disabilities are unclear and not clearly answeRatdrson, 1975). The New Testament
has been interpreted and reinterpreted on a relgatas for centuries, and the treatment
of people with disabilities has varied with thebamges (Miles, 2002). Since 400 A.D.

various Christian theologians have offered integirens of disabilities as evidence that
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immortality is inheritable (Miles, 2001). Specifiggamong Catholics in the United
States, the majority (77%) believes that thereasenthan one true way to interpret the
teachings of the faith (The Pew Forum on ReligioR@&blic Life, 2010). Based on the
practices of Christian leaders and their congregatitreatment of individuals with
disabilities in the past has been both positiveraaghtive (Blanks & Smith, 2009).
Although there is not a clear way in which intelled disabilities are defined within
Christianity, individuals still utilize religion tmmake meaning. Therefore, the present
dissertation took an exploratory approach to dgvalo understanding of meaning
making among religious leaders.

Coping.

Theological understandings of disability havelegiinto the study of coping,
which consists of meaning making and attributidrse following section discusses
meaning making and attributions as part of therogfpiterature to inform the way in
which individuals may utilize religion to understhdisability. Knowing how
individuals use religion in the context of disatyilis important, because religion frames
many individuals’ responses and behaviors (GrosseeRagsdale, Wooldridge,
Cotton, & Seid, 2010). Coping exists at the intetise between persons and situations.
More specifically, Friedman, Chodoff, Mason, & Haundp (1963) described coping as a
mechanism to deal with a threat to one’s psychokdgitability and functioning, and
according to Lazarus and Folkman (1984), copirtgesnmanagement of internal and/or

external demands that are evaluated as stresséxiceeds ones resources. Thus, coping
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is a transactional process where an exchange &dsi®en persons and their situations
within the larger milieu.

The onset of diagnosis of a disability drives figmiembers to make sense of the
disability. This leads to families seeking solusand cures to remedy the disability
(Larson, 1998). Medical professionals, in many sasan provide information about
factors that are causally responsible for a diggbdnd medical science has found ways
to combat some diseases such as polio and smaWpibx some remain incurable (e.qg.,
cerebral palsy, spina bifida, congenital conditjorowever, Reinders (2011) argues
that people want to understand “why?” and not “hbR&ents may not want to know
about the scientific explanation of the cause efrtbhild’s disability but they seek to
make sense of what is happening. Thus, parentsnvaayto understand why their child
has a disability.

Stress resides between person and environmeradtitins, which leads to the
coping process. The person-environment interacsi@omprised of stress appraisal,
which is the process of how individuals assign nmegsof harm, threat, challenge, and
locus of stressor to life situations (Groomes & tyga@2002). Four components make up
the stress appraisal process, which is used tondieie the meaning of situations
(Lazarus & Folkman, 1984). The first componentlezhprimary appraisal, is the extent
to which the person appraises the situation asdtre If a person believes that the
situation is not stressful, no coping is employéthe person perceives the situation to
be stressful, the second component of the appraisaéss is implemented. The second

process concerns the type of stress appraisaatitis are typically appraised to be
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stressful when the individual perceives harm, thr@achallenge from the situation. The
third component is the level of experience with gtressful situation, which involves
how often the situation is experienced. Thus, stigésituations become less threatening
as familiarity increases and confidence in effextteping mechanisms is learned. The
last component of the stress appraisal procese iltation of the difficulty or
uncertainty in the situation. This involves detarimg whether the difficulty resides
within the individual or an external person or thij,azarus & Folkman, 1984).

The complexity of the coping process has givea tasthe development of
several models that attempt to describe this peodéstably, an inductively constructed
model of how religion is used in the process of m@g making among religious leaders
has not been created. An expanded discussion ofi¢a@ing making models is beyond
the scope of the present dissertation, but a brittine is provided for the meaning
making model followed by discussion of religiontime process of meaning making and

attributions.

Meaning Making Model.

People typically believe that they have contramtheir own lives and that they
are good people and that bad things do not hagpgodd people (Janoff-Bulman &
Frantz, 1997). Therefore, when adverse circumstagse, individuals must adjust.
However, circumstances that are not amenable teegatoblem solving can only be
resolved by transforming the meaning of the cirdamse. Park and Folkman (1997)
integrated the work of numerous coping and meattagrists (Greenberg, 1995;

Rothbaum, Weisz, & Snyder, 1982; Taylor, 1983) mtmeaning making model of
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coping. This model takes into account the multggarces to make meaning which
include one’s surrounding culture (e.g., parentsia) and personal experiences
(Baumeister, 1991; Singer & Salovey, 1991).

Meaning making refers to the process of comingg®the situation in a different
way and reviewing and reforming one’s beliefs andlg in order to regain consistency
among them. Stress and trauma theories emphasizdistress arises when something
occurs that violates a person’s beliefs (Janoffaidanl, 1989; Park & Folkman, 1997)
which can raise questions about the purpose o&tféinjustice in the world (Lazarus,
1993). When individuals encounter stressful evahtsy appraise the meaning of the
event (e.g., What happened?) and then determinextieat to which this appraised

meaning differs from their own (Park & Folkman, 799

Religious Coping & Meaning Making.

Religious coping is an important focus for comntypisychology research
because it is a naturally occurring process thebmmon among a large proportion of
the U.S. population (Smith, Pargament, Brant, @]i2800). Religion is a personal and
social resource that is readily available from smmilture, particularly their family and
subculture, but larger cultural and religious ingions also provide support and
structure within which individuals conduct themsshand to which they turn to times of
crisis (Maton, Dodgen, Domingo, & Larson, 2005;danent & Maton, 2000). These
institutions reinforce and facilitate the applicatiof religious meaning systems when
individuals are coping within stressful situatiohslividual applications of religious

meaning systems in understanding and dealing wiéissful situations, supports and
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reinforces the societal provision of these largercsures. Individuals create and
maintain these institutions, and their needs ast@ethereby shape them.

Religious coping can be passive (i.e., a persorsttneir problems over to God)
or active (i.e., increase in prayer or religiodsais). Three types of positive religious
coping mechanisms have been suggested which indlildgpiritual religious support
(Johnstone, Glass, & Oliver, 2007; Pargament, 1927 clergy and congregational
support (Johnstone et al., 2007; Pargament, 188d)(3) benevolent religious
reframing (Pargament, 1997). Spiritual religioupmart occurs when individuals
perceive that they have the support of a highergpdue., they trust that God would not
let anything bad happen to them) and/or that thélyreceive guidance from God (i.e.,
God will show them how to deal with the situatio@)ergy and congregation support
occurs when individuals turn to religious leadexg (, priests, pastor, ministers, rabbis,
imams) to assist them in coping with difficult gitions. Benevolent religious reframing
is a cognitive reframing to attribute negative Bfeents to karma or to the will of God
(i.e., acceptance that God will work with themheit difficult time for a specific
reason), making it easier for them to accept ttade. Pargament and Brant (1998)
reported on negative forms of religious coping tteat adversely affect the ability of
individuals to cope with a disability including deantent with God or one’s congregation
and negative religious reframing. Being disconteiih God or one’s congregation is
where individuals may feel that God has abandohenht Negative religious reframing
is where individuals believe that their disabiigya reflection of negative karma or of

God’s punishment.
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The extent to which religion is involved in thepoag process is largely
predicated on the extent to which religion is gdrdone’s orienting system. Religion is
far more likely to be used in the coping of thosevihom religion is a highly salient
aspect of their understanding of self and worlahtimethe coping of those who are less
religious (Pakenham, 2008; Pargament, 1997). Theaaf the event also determines
the likelihood of religious involvement. If the esful event is one that cannot be solved
such as illness or death, meaning making efforteine central (Mattlin, Wethington, &
Kessler, 1990), and religion may help to restodestsethat the world is a safe,
predictable, fair, and controllable (Dull & Skokd®95; Pargament, 1997). Thus,
beliefs and practices connected to a higher powmrige individuals with a sense of
control when immediate personal control is lackangnsufficient (Smith et al., 2000).
The same event can be viewed differently dependimgne’s specific views,
including their religious beliefs. For many peopigigion serves as a lens through
which reality is perceived and interpreted (Mclito$995); yet it also provides options
for understanding the meaning of an event, inclgidi® notions that there is a larger
plan, that events are not random, and that pergpaaith can arise from struggle
(Furnham & Brown, 1992; Marshall et al., 2003). Samdividuals believe that God
would not harm them or bestow upon them more thay tould handle, whereas others
may believe that God is trying to communicate sdwnetimportant through the event,
or that the event is a punishment from God (FurnBaBrown, 1992). For example,
some hospice caregivers appraised their situaigag of God’s plan or as a way to

gain strength or understanding from God, while thviewed their situation as a
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punishment from God (Mickley, Pargament, Brandtligp, 1998). Parents may also
interpret children’s disabilities as punishmentttogir own misdeeds (Glover &
Blankenship, 2007) and therefore they feel sigaificshame or guilt. Of note, research
has not found religious denominational differenicesegard to family adjustment to a
child with a disability (Rogers-Dulan & Blanche®95; Weisner, Beizer & Stolze,
1991).

Few studies have explicitly examined the linksassn religion, meaning
making, and adjustment (Park, 2005), but of thaluigy research that does exist, there
has been a focus on parents and disability seprméders as research participants.
Parents have used religion to make meaning of tidul’s cystic fibrosis diagnosis by
imagining God as active, benevolent, and an intererist and subsequently found
hope in their beliefs, felt supported by God, agldted religion to their motivation to
adhere to their child’s treatment plan (Grossoebtrad., 2010). More specifically,
parents who used religion as a source of hopeuaelithat God placed them in the
situation that they would be able to handle. Paralgo believed that God would reunite
them with their child in an afterlife in which tleéild does not have a disability.
Similarly, Skinner, Bailey, Correa, and Rodrigu&299) found that 71% of Latino
mothers viewed their child with a disability asii ffom God who found them worthy
of the responsibility of raising a child with a aislity or wanting them to grow from the
experience. Notably, research on religious copmigumilies with children with

disabilities has involved mothers (Mahoney & Tasdkear, 2005).
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To my knowledge, research on the meaning makiaggss for disabilities
among religious leaders does not exist. Howevésr pesearch has found that clergy
and congregation supports are positive coping nresins whereby religious leaders
have the opportunity to provide individuals withrgpal support and guidance. Having
the authority to guide individuals, families, arahumunities necessitates the
understanding of intellectual disabilities andtattes toward individuals with
intellectual disabilities on the part of religioleaders. Although religious leaders may
not experience the coping process as parents aegivars do, they still may engage in
a process of utilizing their theology to inform ithenderstanding of people with

intellectual disabilities as well at their attitiede

Attributions.

Religion offers adherents information to underdtand make sense of what
happens by providing a framework for evaluatindydavents (Baumeister, 1991).
Attributions involve the understanding of why areetvoccurred and is part of the
coping and meaning making process (Park & Folkrh@8y7). Searching for and finding
a reason why an event occurred and who or whasgonsible for its occurrence helps
people make sense of their experiences. Searcbirexplanations is important to
family and friends of individuals with disabilitieand individuals often seek
understanding through religion (Gaventa, 2002; Sgl& Ashman, 1998). The answer
for the cause of a disability is usually in ternfiglivine origin or personal responsibility.

Weiner’s (1979) attribution theory provides a usé&famework and theoretical

basis for understanding people’s attitudes and\betsatoward individuals with
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disabilities by focusing on beliefs about the céiosaof the disability. According to
attribution theory (Weiner, 1979), causal explamagiinfluence ones adjustment and
expectations to the phenomenon being understoddbution theory is based on the
assumption that individuals search for causal wtdeding of everyday events, and
therefore seek the causes of disability.

When encountering someone with a disability, peafien question why one
outcome occurred and not another. Such encouatstd emotional responses, which
in turn affect behavior (Weiner, 1986, 1993). Wigperson is viewed as being
responsible for or having control of a negativeditan, they are more likely to elicit
anger from others (Schmidt & Weiner, 1988; Weilatry, & Magnusson, 1988). In
contrast, individuals who are not believed to lspomsible for a negative condition are
pitied. This disparity offers a partial explanation why attitudes vary toward people
with different types of disabilities. For exampie assessing hiring biases, individuals
whose disability was attributed to an external eausre more likely to be hired in
comparison to individuals whose disability wasihttred to an internal cause in
vignettes (Bordieri & Drehmer, 1986; Stone & Sawgt2980). Similarly, people with
Down syndrome were evaluated more positively thasé whose intellectual disability
was self-inflicted (e.g., brain damage caused Imkdrg cleaning fluid; Panek &
Jungers, 2008).

Attributions of disability are important to und&sd because they may impact
the relationship people have with individuals wdikabilities. Historically, around the

world, individuals with disabilities have been urgteod and treated as being either a
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blessing or a curse. The Azand tribe has vieweglpesith disabilities as a blessing and
has shown love for them. On the other hand, somepg; such as the Jukun of Sudan,
have proclaimed disability to be a curse, and teaye left people with individuals with
intellectual disabilities to die (Selway & Ashmd§98). Thus, attributions may predict
the ways in which individuals with disabilities dreated.

In the United States, parents commonly rated gemdteritance (25%), God’s
will (20.5%), medical problems during pregnancyoth (11.4%), medical
problems/unspecific (11.4%) and something the gatehor did not do (9.1%;
percentages can exceed 100% because parents epattimultiple cases) as causes.
Additionally, parents reporting God’s will as a salalso reported less positive parent-
child relationships (Masood et al., 2007). SimytaMickelson et al. (1999) found that
American parents of children with Down syndrome aaotism most frequently
attributed the disability to a genetic fluke folled by fate or God'’s will.

Although initial attributions may be made followian event, a search for more
acceptable reasons for the event’'s occurrencesimtinths following is common
(Davis, Nolen-Hoeksema, & Larson, 1998). Religian be involved in reappraisals, or
changes in situational meaning, by offering addaigoossibilities for causal attributions
and by illuminating other aspects of the situatibineoretically, reappraisals can be
either positive or negative, and the motivatiomeduce stress generally leads to placing
stressful situations in more positive contexts lwnhg them a meaning that is consistent
with one’s global beliefs and goals. People oftekereattributions that help to

alleviate their initial distress (Park & Folkmar§alr). For example, individuals may
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initially feel that God neglected them or causesl¢hient. Over time, people often come
to see the stressful event as the will of a lomngurposeful God (Spilka, Hood,
Hunsberger & Goruch, 2003). Religion offers mukiplvenues for making positive
reattributions, and is frequently invoked in tharsé for a more acceptable reason as to

why an event occurred than what one may have aligimade.

Causes of Intellectual Disabilities

Intellectual disability is not a disease to beecijrand all of its causes are
unknown. Thus, the absence of knowledge on howcomees to have an intellectual
disability elicits feelings and behaviors of wagtito understand and make sense of
intellectual disabilities. Therefore, individualsaynengage in the coping and meaning
making processes, which includes determining thiseaf intellectual disabilities.

All of the causes of intellectual disabilities aw@ known, but it can be caused by
conditions that impact development before, durargafter birth. Before birth, a child
may develop Down syndrome which is a chromosonsrder where the twenty first
chromosome set is a triplet instead of a pair. Ilupregnancy, the use of alcohol and
drugs can cause intellectual disabilities. At itheetof birth, difficulties in the birthing
process such as oxygen deprivation or brain ingucén cause intellectual disabilities.
After birth, injuries to the head and environmendxins (e.g., lead) can lead to
intellectual disabilities. Additionally, malnutrith and under-stimulation of children can

result in brain damage causing intellectual distdsl (AAIDD, 2010).
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Knowing how religious leaders use religion in theaning making process of
intellectual disabilities is important since rebgimay fame their responses and
behaviors. Therefore, all participants, Catholiggreus leaders, will be asked to share
how their theology informs their process of makinganing of intellectual disability as
well as their perspectives on the participatiomadifviduals with intellectual disabilities

in their congregation.

Church as a Community Organization.

Organizations in which in individuals study, wodnd pursue shared interests
are primary settings in the lives of most individyand are therefore a concern for
community psychologists (Bond, 1999). Keys and kr@®87) called on community
psychologists to consider ways in which commungyghology can contribute from the
study of organizations, and they suggested thatmamity psychology offers a unique
focus on well-being in organizational contexts. Heer, organizational constructs and
theories are not widely utilized by community psyidgists. In a review of articles
published inrAmerican Journal of Community PsycholagdJournal of Community
Psychologyfrom 1988 to 2000, less than 4% of articles fodus® organizations or
workplace issues. Even after the publication ofi87 special issue éfmerican
Journal of Community Psycholotjyere was a slight decrease in publications on
organizational themes. Of the articles that didlighlon organizational themes, only
two utilized organizational theories of which welaed (Boyd & Angelique, 2002).
Similarly, Zimmerman (2000) noted that there hagerbfew studies that examine the

organizational characteristics of community segtititat make them empowering for
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members. Clearly, community psychologists havemmdrporated organizational
scholarship within the field.

Understanding organizations is of particular intance to the present
dissertation because it can inform ways in whidmarzational contexts support
diversity. For example, elements of organizati@®tings considered important for
promoting diversity include an explicit value faversity among members, tolerance for
ambiguity (Bond, 1995), and opportunities for caaige exchanges (Kelly, Azelton,
Burzette, & Mock, 1994). To be effective in pronmagtiactive collaboration across
diverse groups, it is important that organizativakie resources that diverse groups
offer, recognize diversity within groups, and aetwsupport team work (Bond & Keys,
1993; Foster-Fishman & Keys, 1997). Of the commups#tychology literature that
examines organizational culture, there is a prinfacys on empowerment (e.g. Bond &
Keys, 1993; Foster-Fishman & Keys, 1997; Maton,@0daton & Salem, 1995).
Therefore, theories of organizational studies aregrated within the present
dissertation.

Organizational culture has varying definitionsstér-Fishman & Keys (1997)
utilized Schein’s (1985) definition, which is a s meaning system that guides
member behaviors, thinking, perceptions, and fgslischein’s (1992) updated
definition stated that organizational culture isd@aip of shared assumptions that a
group learns through problem solving and have wakkell enough to be taught to new
members as a way to think and feel. Bond (1999nhdsforganizational culture as

values, beliefs, and shared meanings, which résult experience and interactions over
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time. Another definition states that organizatioclahate and culture are the shared
perceptions of employees (Mumford, Scott, GaddiStkange, 2002; Zohar & Tenne-
Gazit, 2008) of the organization’s policies, prosex$, and practices as well as
behaviors that are rewarded and supported (Schm&danarson, & Niles-Jolly, 1994).
Thus, organizational culture generally concernseshaneanings and assumptions that
guide attitudes and behaviors transmitted throwgditips and/or practices, and based on
aforementioned definitions, the construction obaganization’s climate is made up of
components that leaders have substantial contcbirdluence over (Mumford et al.,
2002).

Leaders provide direction and facilitate processasenable organizations to
achieve their goals and objectives (Grojean, Refladkson, & Smith, 2004). Leaders
have the responsibility to institute standardstbioal conduct and moral values that
guide the behaviors of its followers. This is dalirectly through policies, but it is also
done indirectly through the leaders actions, wimtluence the perceptions of followers.
When the leaders behaviors are viewed as normaltigg become ingrained within the
organization’s culture. Thus, leadership may bar@ecedent of the organization’s
culture (Dragoni, 2005). For example, in Litwinda@tringer’s (1968) classic study,
three simulated organizations with different leatigy styles yielded climate changes
over time in ways that were consistent with theléeahip style. Therefore, leaders have
the power to change the culture of organizatioch€h, 1992). The power leaders
possess within organizations may be of particutgrartance for the present dissertation

considering the impact religious leaders have oathdr individuals with intellectual
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disabilities participate in faith communities afthiey do participate, the extent of
participation.

In regard to examining leadership, there are diffees between for-profit and
non-profit organizations, which make it inappropeito assume that research and
findings in for-profit contexts apply to non-proébntexts (Westhead & Cowling, 1998).
This difference may be due to differences in visimrssion, and motives where earnings
drive for-profit organizations and non-profits a@mven by their social mission (Quarter
& Richmond, 2001; Wooten, Coker & Elmore, 2003).ditbnally, non-profit
organizations rely heavily on volunteer managenaentsupport (Wooten et al., 2003).
Thus, differences in organizations suggest thatdeship differs based on the type of
organization (Quarter & Richmond, 2001). Howevke ways in which leadership may
differ based on the type of organization is not ptately known, because leadership
research has been neglected in the study of ndit-prganizations (Hollister, 1993).
Additionally, McMurray, Pirola-Merlo, Sarros, & ki (2010) argue that it would be
incorrect to assume that research findings in nafitgrontexts such as education apply
to church based contexts, so researchers shouhdxalifferent types of non-profit
organizations to understand varying leadershigestighsed on specific contexts.

Within the community psychology literature, corteeand leaders that support
diversity are those that actively acknowledge auitimize differences.
Interdependence is one way to support diversitiiiwibrganizational cultures because it
acknowledges and values differences, which is sacgd$o create settings that support

meaningful inclusion of marginalized group memk@&snd, 1999). For example, co-
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empowerment underscores the importance of interdigreey to bring groups with
diverging agendas together. When working with comityugroups, Bond and Keys
(1993) used the term co-empowerment to describpribeess in which groups with
differing agendas equally shaped the directiomod@anization. When co-
empowerment does exist, it is often a process wiengps move in and out of
empowerment depending on the topic without presguthe groups to abate their
differences. This involves recognizing and balag@milarities and differences
between groups to sustain an interdependent resdtip. The culture of interdependence
also requires the connection between groups bproeal and sustained over time where
there is a continued sharing of goals and valuireaoch member or group’s unique
contributions (Bond, 1999).

Interdependence and empowerment are importaotrf@nizational contexts, but
power structures also matter. However, the powacttre of the organization, the
distribution of power among members, and the nadgbiower of individuals within
broader society can serve to privilege one growgy amother. For example, Gruber and
Trickett (1987) found that the process of empowernaenong parents, students and
teachers in a school was inadvertently hinderethbyower and knowledge teachers
possess. The program itself revealed the paraderpbwerment where institutional
structures put teachers, parents, and studentpasifion to empower one another while
simultaneously undermining the act of empowermehé process of empowerment was
undermined by the fact that there were inequitigsawer based on each groups’

position derived from institutions outside of tlahaeol setting. Similarly, Serrano-
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Garcia’s (1984) research on empowerment in Puado Was hindered due to marco-
level barriers of power sharing. In a Catholic partommunity in New York City, the
dynamics among groups within the church also redtbgvhat they were like outside of
the church environment. For example, older immitgavho were also the elite of the
Chinese community maintain superiority while newemigrants worked as unskilled or
semiskilled labor in the businesses of the oldenignants. The economic relationship
between the groups made it difficult for the merslierrelate as equals. Additionally,
the church had a council, which served as a gapekder service opportunities that was
limited to those who spent years volunteering. \&Hhile newer immigrants worked long
hours and had less time to volunteer than the ahdengrants, the newer immigrants
had less access to high status positions in theclshAs a result, the council focused the
church’s attention on the needs of its older mesf@org, 2006)

The preference for and attraction to others wiegoparceived to be more like
oneself may hamper cultures that value diversign@® 1999). According to the
similarity-attraction paradigm (Byrne, 1971), siamity between individuals on several
dimensions, such as demographic characteristicslated to interpersonal attraction
(Linden, Wayne, & Stilwell, 1993). Most people peto work with others who are like
them in terms of age, gender, education, and sstaals (Tsui, Eagan, & O'Reilly,
1992). Thus, there is a preference for homogenauk groups. Homogenous work
groups tend to be more familiar, predictable, ammifortable which is related to higher
cohesion and lower turnover (Jackson & Ruderma@5:1®leglino, Ravlin, & Adkins,

1991; Schein, 1990). Additionally, demographic $amiies are suggested to increase
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affect, attraction (Meglino, Ravlin, & Adkins, 198%nd trust (Mayer, Davis,
Schoorman, 1995). Increased affect, attraction,tarsd in turn are associated with a
leader’s tendency to invite group members to padie (Schriesheim, Neider,
Scandura, & Tepper, 1992; Yukl, 2006; Yukl & Fu999. Demographic dissimilarity is
associated with differences in attitudes and vatumslow communication between the
leader and the member (Burns & Otte, 1999; EpitkkofaMartin, 1999; Tsui &
O'Reilly, 1989). Bond (1999) describes homogenouoskvgettings as those that adopt a
dominant story, which has its own meanings and \ieha Settings that adopt the
dominant story may not allow for variety based loa ¢xperiences of members with
differing expectations, resources, or values.

However, it has been suggested that the effedéwfographic dissimilarity
varies as a function of the interaction betweendhder and member (Bauer & Green,
1996; Mayer et al., 1995). Early in relationshig$vieen leaders and members, each
individual possesses little information about onether so demographic characteristics
are salient. As time passes, leaders begin to aeafnembers based on performance
rather than relying on stereotypes (Dienesch & €mdLl986; Somech, 2003). However,
faith communities excluding individuals with intetitual disabilities may be due to the
similarity-attraction paradigm, but congregationsymmot have the opportunity to move
beyond stereotypical evaluations of individualswittellectual disabilities without any
contact.

One study within the community psychology literatexamined leadership

within a church setting, and the results of studyded leadership qualities that support
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empowerment. However, within the organization&réture, multiple types of
leadership styles exist which include transfornralptransactional, and laissez-faire
(Bass, 1997; Hunt, 1999). Since 1990, the majaorfitstudies on leadership have focused
on transformation leadership (Judge & Piccolo, 2004

In a case study examining how community settirgdp members enhance
psychological empowerment in three community sgétione of which was a
nondenominational Christian church led by lay ntams, leaders exhibited four qualities
(Maton & Salem, 1995). Maton and Salem (1995) defileadership as the qualities of
specific individuals with formal or informal resp&hilities for a setting that can
contribute to empowerment. In all three communélfisgs, leadership was inspirational
(motivational and inspiring), talented (clear visiof what to accomplish with a record
of achieving goals), shared (roles are shared ped tb new leaders emerging), and
committed to the setting and members’ growth. Addally, the leaders encouraged full
participation of its members in domains such assttatmaking.

Within the organizational literature, Burns (19@88Veloped the initial concepts
of transformative and transactional leadershipestyl ransformational leadership
involves establishing oneself as a role model bgigg the trust and confidence of
followers. Similarly, Bass (1990) defined transfatron leadership as the process in
which leaders inspire followers to prioritize theogl of their group over their own self-
interest. By doing so, transformational leadersagegn empowering behaviors that
create positive emotions in followers (DasborougAghkanasy, 2002), and enhance

well being and life satisfaction (Ryan & Deci, 200 comparison, transactional
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leadership is a process of exchange between leaddr®llowers. Transactional
leadership involves clarifying subordinate respbitities, rewarding subordinates for
meting goals, and correcting them for failing toethgoals (Eagly, Johannesen-Schmidt,
van Engen, 2003). Last, the laissez-faire stytharacterized by the failure to take
responsibility to manage such as being absent amyalved (Eagly et al., 2003).

Transformation leadership works to help both lea@®ad followers to achieve
greater motivation and satisfaction. The skillsuieeg are concerned with establishing a
long-term vision, empowering people, coaching, emallenging the culture to change.
In transformation leadership, the power of the é&gambmes from creating mutual trust
and openness (Gillespie & Mann, 2004). Such leactel®e more opportunities for
sharing and clarifying perceptions (Kozlowski & Boty, 1989) and offer better
articulation of tasks (Kirkpatrick & Locke, 199@&)l] of which should provide group
members with better information for assessing watioritized, valued, and supported,
promoting the development of shared cognitionsclenstronger climate (Zohar &
Tenne-Gazit, 2008).

Four dimensions underlie transformational leadpréBarbuto, 1997; Bass,
1997; Bass & Steidlmeier, 1999; Tracey & Hinkin989 which include the following:
(1) charismatic leadership/idealized influence,i@pirational motivation, (3)
individualized consideration, and (4) intellectsamulation. Charismatic leadership
occurs when the leader provides a vision and seinggssion while also gaining the
trust of its followers. Inspirational motivationvalves inspiring followers to accept

challenging goals, providing meaning for engagimghared goals, and encouraging
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team spirit through optimism and enthusiasm. Irelimlized consideration involves
recognizing individual unigueness, current needsditiduals, and providing coaching
and mentoring opportunities. Last, intellectuainstiation involves the leader
encouraging followers to approach problems in newsaand to question ways of doing
things.

Transactional leaders help followers identify whnatst be done to accomplish
desired goals, which involves daily exchanges betweaders and subordinates.
Transactional leadership is built upon reciproeityl depends on a hierarchy and the
ability to work through the mode of exchange. fuiees leadership skills such as the
ability to obtain results, to control through stwes and process, to solve problems, and
to work within the structures and boundaries ofdhganization (McMurray et al.,
2010).

Transactional leadership consists of three dinoaizs{Bass, 1997; Bass &
Steidlmeier, 1999; Tepper & Percy, 1994) which(@)econtingent rewards or
reinforcement, (2) active management-by-excepaoud, (3) passive management-by
exception. First, contingent rewards or reinforcetmevolves the leader using rewards
and promises to motivate followers to achieve etquelevels of performance. Active
management-by-exception involves the leader mangdhe performance of followers
and taking corrective action when problems occassie management-by exception
involves leaders waiting for problems to becomeesewefore taking corrective action.

Bass (1999) argues that transformational leadeghasize the development of

autonomy and empowerment among its followers (sen, Avolio, & Shamir, 2002).
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By doing so, transformational leaders enhance thawers’ capacity to think
independently, develop new ideas, and questios (dass & Avolio, 1999).
Transformational leadership, in comparison to taatienal and laissez-faire leadership,
is also associated with other positive effects mitirganizations, including follower
motivation, satisfaction, and performance (Juddgeiéolo, 2004; Lowe, Kroeck, &
Sivasubramaniam, 1996). Additionally, performane®ag diverse work groups is high
when transformational leadership is high (Keane@&bery, 2009). Overall, prior
research indicates that transformational leadeiishagsociated with better outcomes in
the workplace, but it is not clear whether suchiultssvould extend to religious
communities.

In a review of leadership publications, the vasajarty the research has
measured leadership through quantitative methodw g the approximate 33% of
articles employing qualitative methods, about béilfzed content analyses that
converted data allowing for quantitative analydesne & Gardner, 2000). There have
been articles that argue for the use of qualitatie¢hods to understand leadership
(Parry, 1998) because it allows for greater atbentd the ways in which leaders and
styles of leadership interact with specific consefBryman, 2004; Parry, 1998).
Organizational literature has utilized qualitatmethods to understand leadership in
underexplored areas such as e-leadership (Browimn& (Z000) and environmental
leadership (Dyck, 1994; Flannery & May, 1994). Tdfere, the examination of
leadership with faith communities utilizing qualite methods may be most appropriate

to allow for an understanding of leadership spedcdifaith communities.
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Church Leadership

Each church turns to God and its pastor for guddaNumerous studies have
demonstrated that millions of Americans who havetalehealth needs, approximately 4
out of 10, seek assistance from clergy (Weavel.et297). Reliance on clergy is not
unusual given their accessibility (Weaver, Revi#aoenig, 2002). For example,
women who attend church on a regular basis desthbeing a supportive relationship
with clergy where they have the opportunity to sgeklance at any time (Brodsky,
2000). One review of prior studies found that cyesgend 15% of their working time in
pastoral counseling (Weaver, 1995). Even thougtyglare called upon more frequently
than most professionals to work with people witkadilities (Anderson, 2003), most
pastors start their ministry without any experientt individuals with disabilities
(Poston & Turnbull, 2004; Shogren & Rye, 2005).

Of note, religious leaders such as pastors dalma@tys have the sole
responsibility to control internal functioning ineir church. Some churches employee a
staff member to aid in church administration. Hoarewne study found that less than
3% of churches employ a staff member who is resptan®r church administration
(Duncan & Stocks, 2003). Therefore, religious leaddten have the responsibility to
manage the church internally.

Seminaries, current pastors, and researcherstoeeffiress faith inclusion for
persons with disabilities in the systemic preparatf future ministers (Kleinert et al.,
2010; McNair, 2007). The U.S. Catholic Bishops BadtStatement on People with

Disabilities from 1978 called upon leaders and ganmaembers of the church to educate
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themselves to understand the contributions indadglwith disabilities can make to the
Church’s spiritual life. The U.S. Pastoral StatetramPeople with Disabilities from
1978 also calls for a change in both attitudesleetdaviors toward individuals with
disabilities to recognize what they can offer therch by through full participation. The
pastoral statement even goes to the extent ohgttitat the Christian community must
understand the needs of individuals to make ap@a@padaptations to promote active
participation (United States Conference of CathBlghops, 1978). Similarly, the 2008
Association of Theological Schools’ Policy Statetam Disability and Theological
Education called upon schools to include studeiits disabilities while also pointing
out that interaction with individuals with disaligis will cultivate the capacity of leaders
to respond in ministry, teaching, and congregatisatiings (Association of Theological
Schools, 2008). However, there is still little regpentation in theological curriculum to
equip clergy with knowledge about disabilities (Ansbn, 2003).

Graduate schools of theology have limited expeegenmith both the study of
disability and the presence of individuals withadigities in their training as students
(Anderson, 2003; Association of Theological Schp208). This impairs the practice
of ministry for seminarians (students studying seainary) and the churches that they
will serve. Including the human experience of disgtin theological education and
practical ministry might alleviate the faith comniyrs struggle to serve families with
individuals with disabilities (Creamer, 2003). Qite, Anderson (2003) points out that
knowledge of disabilities is not as important agihg direct relationships with people

with disabilities, to view them as human beings arambers of faith communities.
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Limited education on disability issues may notyogtclude individuals with
disabilities, but it may also promote inaccurateimation about them. The way
scripture is interpreted and the by the religicedler will impact ministry. As a result, a
community of faith that views disability as God’'srmpshment for sin will likely
reinforce this belief among congregational memb®ueh beliefs may lead to practices
described by Reynolds (2012) where individuals wigabilities are pressured to attend
religious services to be healed. The individuahvatdisability is called to stand in front
of everyone during the service for healing but alminto a spectacle when healing
does not occur.

Research on the attitudes and experiences ofaefideaders working with
individuals with disabilities is limited. In a stu@xamining the perceptions of benefits
and barriers of including older adults with chroiticesses held by church leaders found
that the religious leaders did not possess thésgkiidentify chronic ilinesses and
associated needs. Church leaders also identifadabrking with the needs of older
adult with chronic ilinesses requires additionaldj and the time of volunteers is
limited. Financial limitations were also discussétere religious leaders questioned
how much money it would require to provide servi(@gtler et al., 2011). Realistically,
all accommodations do not have to be implementedddiately. For example,
congregations can integrate accommodations thatfditde or no cost and then slowly
integrate accommodations with higher costs (Gava@@l/2; Mcintire, 2001/2).

Although little is known about the attitudes amxgeriences of religious leaders

with individuals with disabilities in their congrations, research does suggest that faith
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communities are failing to meet the needs of irdirais with disabilities and their
families. A national survey of American Presbytenpastors indicated that almost 30%
were aware of members of their congregations whe weable to fully participate
because the facilities were not easily accessitiespyterian Panel, 2004). An
American Congregational Life Survey reported thayd0% of faith communities
offered some form of care for people with disai@it(Woolever & Bruce, 2002). Focus
group discussions involving parents of childrenhvdisabilities revealed that many
families felt unwelcome and lacked the supportessary to fully participate in worship
of related activities (Poston & Turnbull, 2004). Asesult of the limited support and
inclusion offered by faith communities, some pasenty not call upon their religious
leaders for help when their family member is diaggtbwith a disability. Coulthard and
Fitzgerald (1999) found that social withdrawal fréaith communities was highest at
the time of a child’s diagnosis, and 22% of fansilded not tell their clergy about the
diagnosis.

Children and adults who do attend religious sm¥imay find that other aspects
of full or meaningful participation within the laggreligious community remain
inaccessible. Riordan and Vasa (1991) reported4ii#t of clergy surveyed reported
that religious education was not available to imdirals with disabilities. Exclusion of
individuals with disabilities is not limited to igious education, but social events in
religious contexts as well. Orsmond, Krauss, aritt&e(2004) reported that only 11%
of youth and adults with autism attend social esémteligious settings more than once

per month.
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Despite the lack of education on disability issaed how to meaningfully
include individuals with disabilities within theaal curriculum, people of faith are
called to regard people with disabilities as inéégarts of their community and that
every member should be viewed as indispensablediCa007). However, religious
leaders and organizations intending to promoteausich may also perpetuate
misunderstandings of disability. The U.S. Cath8lishops Pastoral Statement on People
with Disabilities states that the church is comedtto “...understanding of both the pain
and the potential of our neighbors who are bliregfdmentally retarded, emotionally
impaired, who have special learning problems, oo atnffer from single or multiple
physical handicaps — all those whom disability matyapart” (United States Conference
of Catholic Bishops, 1978, para 1). Such statemeats members of the faith
community to believe that there is pain and sufigassociated with disability, which
may lead some to feel pity or view individuals witisabilities as recipients of charity.
Historically, individuals with disabilities haveebn viewed as recipients of
charity in settings that are segregated from comtylife. In the fourth and fifth
centuries, Christian hospice care and for indivislwath disabilities were created
(Nelson, 1983). Individuals with developmental difies were believed to require
religious healing in areas away from larger soc{#tebb-Mitchell, 1994;
Scheerenberger, 1983). Later in the early Romaaretanto the Middle Ages, Pope
Leo X used individuals with developmental disalahtas a form of entertainment where
guests were encouraged to laugh at and play awkes jupon individuals with

disabilities (Scheerenberger, 1983).
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During the Protestant Reformation, personal residity was emphasized and
those who were unable to display a significant degrf self-sufficiency were devalued
(MacMillan, 1982). The fifteenth and sixteenth cerds were also characterized by
some groups struggling to attain social needs tiagurom poverty, famine, and class
divisions (Nelson, 1983). Martin Luther, a Christi@ader during the Protestant
Reformation fostered questionable attitudes toviradd/iduals with disabilities. Luther
helped people with disabilities, but he had incstesit views on the nature of
disabilities. He often questioned the degree o$@enood of those who had congenital
disabilities (Miles, 2001). Luther also suggesteat individuals with intellectual
disabilities are possessed by demons (Andersor8; 208bb-Mitchell, 1994). At the
time, Luther’s views were not uncommon within thatiidlic Church. The Catholic
Church attempted to treat individuals with intelled disabilities, and when they did not
improve with medications, they were labeled as dppiossessed by demons
(Scheerenberger, 1983).

In the U.S., the state has primarily provided m&w for individuals with
developmental disabilities rather than churcheskWditchell, 1994). The U.S., for
many years, institutionalized individuals with digdies. For over 200 years, persistent
reports of physical, emotional, and sexual abusesflents were recorded (Vitello &
Soskin, 1985). Individuals with developmental disaés wanted to move from
institutions to community living (Block, 2002), atite disability movement in the
1960’s demanded human rights for individuals wigadilities. Early efforts to establish

a means by which individuals with developmentaadikties could have access to all
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aspects of society are generally based on legatlates established by the U.S.
government, which excludes church involvement enpglocess or the mandates (Block,
2002). Some churches may intentionally excludeviddals with disabilities, but it is
more likely that the lack of awareness and trair@nwng church leaders has hindered
the progress of inclusion of individuals with digaies within faith communities.

At present, limited information exists on the pagattons and experiences of
religious leaders and individuals with disabilitieowever, there is an increasing
number of studies on individuals with intellectdaabilities sharing their experiences
with faith communities (e.g., Franklin, Yoon, Ac#fJohnstone, 2008; Irvine & Lupart,
2006; Shogren & Rye, 2005; Swinton & Poweries, 2004#ner et al., 2004; Vogel,

Polloway & Smith, 2006).

Inclusion and Exclusion in Religious Communities.

Most Americans associate themselves with a comagjetal community (Dudley
& Roozen, 2001). Thus, it would be expected thablivement of individuals with
disabilities is similar, but numerous surveys réveat individuals with disabilities are
involved in faith communities less often than induals without disabilities (Carter,
2007). For example, Orsmond et al. (2004) foundmmh participation rates for autistic
adolescents and young adults in religious actwivaere 30.6% did not attend religious
services at least once a week, and nearly halB{@¥participated in religious services
less than once a year. Studies have examineditheafal spirituality among individuals
with disabilities and have found that religionngportant in their lives. For example, in

interviews about faith or religious identity, theyjority of individuals with intellectual
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disabilities reported faith and/or religion playeednajor role in their lives (Franklin et
al., 2008; Irvine & Lupart, 2006; Turner et al.,024) Vogel et al., 2006). Additionally,
Shogren and Rye (2005) report that the majorityndividuals with intellectual
disabilities interviewed identified prayer and gahin as important parts of their lives.
These results are consistent with the 2004 Haaliscpnclusion that religious faith is
equally important to adults with and without didaigis. That is, 84% of adults with
disabilities and 84% of adults without disabilitreged their religious faith to be
“somewhat important” or “very important” (NOD, 2004Vhile religion is important in
the lives of people with intellectual disabiliti@says in which to promote inclusion
within congregational communities is necessary.

In order to understand membership within religioasxmunities, discussion of
literature of inclusion and exclusionary practieethin religious communities must be
prefaced with research on the psychological seheeromunity. Psychological sense of
community is concept representing a positive reteinip to a community consisting of
four parts: (1) membership, (2) influence, (3) graion and fulfillment of mutual
needs, and (4) shared emotional connection (McM#8la&Chavis, 1986). According to
McMillan and Chavis (1986) membership refers tolibaendary criteria that establishes
who is part of the in and out groups while alsovpdimg emotional and physical safety
associated with a sense of belonging and supploetcdmponent of influence is a
bidirectional process where the community influenttes individual and vice versa.
Integration and fulfillment of needs is a reinfareent of the community’s cohesion

where community success and values contributediziduals feeling that their needs
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are being met. Last, shared emotional connectiamecabout through a shared history,
positive experiences, spiritual bond, and meaningbading experiences among
members. When there is a strong positive SOC witgious communities, the members
are likely to experience congregational supporbo(Bky, 2000).

However, a tension exists between the values & 8 human diversity
(Townley, Kloos, Green, & Franco, 2011) where bglog can be overvalued at the
expense of the diversity that makes up one’s péaoh Although individuals represent
multiple communities as defined by factors sucingeyests, ethnicity, and gender
(Okazaki & Saw, 2011), SOC tends to value unifoymiiownley et al. (2011) reviewed
international research on SOC and found that SQ€lased to high group homogeneity.
For example, when assessing SOC among individugtsmental iliness, individuals
living with others with mental illness reported gter levels of SOC than individuals
who lived in communities with individuals who dotneecessarily have mental illness
(Townley et al., 2011). Thus, the value of SOC rhiagler the inclusion of individuals
with intellectual disabilities within organizatiossich as churches.

The lack of SOC at the psychological level (ipsychological sense of
community, PSOC) and therefore an absence of gradefactors, is associated with less
positive outcomes for both individuals and commaesi{McMillan & Chavis, 1986;
Chavis & Wandersman, 1990). However, it is alscsfiids that the lack of positive SOC
may be defined as negative PSOC, which can be iagsevith positive outcomes for
some individuals. For example, individuals who el@®e negative PSOC may find

that religious communities are not sources of pasieelings and support due prior
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experiences with the religious community. Brodsk§Q0) found that negative
experiences with churches among a group of womfacted issues that exist within the
larger community that the church is located in. §heligion may be assumed to be
stress-buffering, but it is not always the casstiassful communities. Church
membership in a stressful community may be asstreas membership in the larger
community (Maton, 1989). These findings may applyhe lives of individuals with
intellectual disabilities where congregationaltattes and behaviors replicate that of
society at large. As a result, individuals witheifgctual disabilities may identify as a
member of their religious community, but due torieais, such as attitudes, PSOC may
be negative.

Barriers identified within faith communities pdedithose found in larger
society. Examination of these obstacles can guwdearch and practice specific to the
field of faith community inclusion. According toe2000 NOD/Harris Survey on
Community Participation, people with slight or meate disabilities more commonly
cite lack of time, lack of income, and lack of aem@ss of activities as explanations for
not participating more in their communities. Ladkawareness and lack of income are
also commonly cited among individuals with sevasabkiilities. For people with severe
disabilities, lack of encouragement from communitganizations was by far the most
common barrier to participation.

Research studies investigating the barriers tosnan specific to communities
of faith are emerging (see Stookey, 2003; Vogel.e2006; Christensen & Weil, 2007).

Children and adults with developmental disabilitids wish to be included in a faith
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community encounter a variety of barriers to fudticipation. Obstacles including
architectural barriers, attitudes, communicatiag.(dor individuals who use signing or
who have no formal communication system), programgnie.g., lack of individualized
supports in on going educational and religious motg), and liturgy (e.g., narrow
interpretations of how to participate in sacredais) within congregations present a
variety of challenges to individuals with disabdg (Carter, 2007; Collins & Ault, 2010;
LaRocque & Eigenbrood, 2005; Vogel et al., 2006). &xample, LaRocque and
Eigenbrood (2005) reported that most of the fagimmunities that they surveyed
(including Christian, Jewish, and Muslim congregasi) were just in the initial phases
of planning for inclusion of members with significadisabilities.

Some congregations have promoted inclusion thrgingyisical access of
buildings. However, advocates believe that physicakss such as ramps are not
enough. Building ramps, automated doors, and dasagmparking spaces do little to
fully welcome individuals with disabilities. Barreto full inclusion may also include
sight and sound, language, and listening (Car@72 The ways in which worship is
presented and information is shared may be inadxdteds certain segments of the
populations, and the level at which informatiopigesented may present challenges in
understanding for some members. According to Swi2002), some congregations
offer additional supports such as large print mal&rBraille texts, and sign language
interpreters, but rarely consult with individualgwdisabilities to better meet their
needs. Although the idea that people with disaéditan contribute to their communities

is new to some church members (Fette, 2011; YoO00§), failing to take into account
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the perspectives of people with intellectual disaes when designing these supports
put us at risk of doing things to people with ifgetual disabilities instead of with them
(Shogren & Rye, 2005).

In some circumstances, congregational leaders e unwilling to make
adaptations or alterations to long held traditiforandividuals who are unable to
participate. Leaders of religious institutions fneqtly assume that inclusion would be
expensive and therefore not possible (Christensviét, 2007). Others placed blame
on the individuals with disabilities, claiming tHatv people has taken advantage of the
inclusive services offered. On the other hand, n@mgregations believe there is not a
need for accommodations because they do not hengreber with a disability (Collins
& Ault, 2010; Schultz, 2012). Realistically, itlikely that individuals with disabilities
do not participate in congregational communitiesdose there are no accommodations.
Notably, implementing ideas for inclusion costsyidtle (Gaventa, 2001/2; Mclintire,
2001/2), and all inclusion does not have to octwnae. On the other hand,
congregations that are larger and well resourcegimage accessible facilities but
segregate their programs (e.g., special classegp@eating during worship), inhibiting
the opportunity for friendships to develop amongmhers with and without disabilities
(Collins & Ault, 2010).

Attitudinal barriers and feelings of uncertaintyddear among religious leaders
about including people with disabilities is a commeaction, which has also led to
exclusion (Perkins; 2001/2002). Webb-Mitchell (1p8ported that religious leaders

commonly ask families to find alternative commuastdue to their own lack of
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confidence in their ability to care for familiesttvia member with a disability. In other
instances, leaders were comfortable ministetangut not ministeringvith individuals
with disabilities (Carter, 2007). Thus, childrerdaadults with disabilities are seen as
objects of paternalism to be cared for in a segesaanner.

Additionally, individuals with disabilities haveebn excluded due to
communication barriers. Children with disabilitee® denied access to religious rites
and rituals (Jocober, 2007; Vogel et al., 2006).és@mple, children with autism and
intellectual disabilities were not allowed to behzed or receive communion because
of their inability to communicate understandingaimay that was acceptable to the
church leader (Vogel et al, 2006). According to &#a (2005), Americans equate faith
and cognitive ability, presuming that faith is moportant to individuals with disabilities
because of an inability to grasp complex doctrieeen though typically developing
members of congregations do not always understanttue theological meaning of
liturgical traditions. Additionally, religious leads deem it appropriate to question the
understanding of people without disabilities but individuals with disabilities
(Swinton, 2001). Thus, when communication barredist, religious leaders may not
make an effort to understand people with disaegitty asking questions and building
communication. However, some theologians suggesittis impossible to determine
eligibility and that in many cases true understagds not necessary to participate
(Vogel et al., 2006).

When understanding the inclusion or exclusiomdiiiduals with intellectual

disabilities within religious communities, it is ggble for an individual to be physically
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included while not actually feeling like they betp(Bwinton & Powries, 2004).
Research has documented reports of why individuglksintellectual disabilities dislike
attending church. Reasons included a dislike feraimosphere and the lack of help
from others (Turner et al., 2004). For example,aamwith intellectual disability
attended church for three months and no one spokert. Similarly, a woman with
intellectual disabilities attended mass to creaemfiships. Within the church, she found
a level of friendship but she was never inviteddavities outside of the church, which
she longed for (Swinton & Powries, 2004). An earsieidy concluded that almost half
of young adults with intellectual disabilities attechurch services, and only 14%
participated in other congregational activitiegslsas youth groups or choirs (Kregel,
Wehman, Seyfarth, & Marshall, 1986). Thus, churghreside support in and outside of
church services, which may serve as an indireatfitefnrom congregational membership
(Brodsky, 2000).

Inclusive ministries are one of the highest ptiesi for families who want to be
part of a faith community (Bolduc, 2001). Nonetlsslemany families experience
barriers and are discouraged to participate withémr faith communities. According to
Bolduc (2001) an inclusive environment can be Watilitated and impeded by
individual attitudes within existing faith commues. Positive and negative aspects of
inclusion and the success of inclusion are direeigted to attitudes of those involved
within the community (Breeding, Hood, & WhitworthQ06).

Many people with disabilities and their family mieens feel that the messages

communicated in their places of worship are incgtesit with their own experiences of
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disability (Eiesland & Saliers, 1998). Both membainsl leaders of faith groups
sometimes come to faulty conclusions about theesaasd implications of disabilities.
For instance, researchers have highlighted preslimexdbetween disability and
parental sin, lack of faith, and divine rejectidtb(ams, 1998; Covey, 2005). For
example, a mother who gave birth to a child witwbesyndrome received cards of
sympathy rather than support from members of herath(Collins & Ault, 2010).

Like many parents, parents of children with diabs seek acknowledgement
and acceptance of their child and family (Postohugnbull, 2004; Speraw, 2006; Tam
& Poon, 2008). Parents long to be included and hiogie child will have friends
(Jacober, 2007). As parents bring their child vaittiisability into a church, reactions by
the congregations are sometimes extreme. Somelh#aihave told parents to educate
their own children or to look elsewhere for religgoeducation (Amado & Simon,
2001/2; Speraw, 2006). The support and sense ofncomty that congregational life can
offer becomes non-existent for many parents whe faehild with a disability
(Coulthard & Fitzgerald, 1999; Jacober, 2007). Agparents of autistic children, only
5% reported seeking help from their church, fredyesiting that having a child with
autism isolated them from their faith community (@bard & Fitzgerald, 1999).
Consequently, some families have reported seekffegyeht congregations when they
do not feel accepted in their current church whtleers forego religious membership
entirely (Todis & Singer, 1991).

In regard to social support from religious leaderany parents have reported

discontent with their clergy. Among parents of stits, only 7% reported that their faith
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leader had been helpful at the time of diagnosigewh another study of moderately to
very religious parents, 30% reported dissatisfactwth their clergy and church
members (Tarakeshwar & Pargament, 2001). Dissetisfawith the support parents
receive from religious leaders may in part be esldb theological barriers. Theological
barriers, created through interpretations of sargbr religious tradition in a way that
links disability with uncleanness, sin, or anythlags than human, exist within
congregations (Vogel et al., 2006). The developraedtacceptance of images of God
within Christian theology has been deeply impadtgdvo factors which are as follows:
(1) most influential theologians, historically acontemporarily, have been individuals
without disabilities and have assumed an able-lgbidéanework as the norm; and (2)
the church has been overly influenced by the vaduelsassumptions that emerge from
dominant cultures, particularly in the West (Swmt@011). Mainstream constructions
of human experiences and developing images of Gaahrthat disability can only be
perceived as an abnormality, which cannot refleetttue image of God. According to
Swinton (2011) if individuals with disabilities an®t seen to represent God’s image,
they may be assumed to be the product of sin. Axutdilly, segregationalist views of
individuals with disabilities being recipients dfarity and objects of pity (Rose, 1997,
Swinton, 2011) and oppressive readings of healimgales have ostracized individuals
with disabilities within faith communities (Swintp2011).

Recently, however, religious institutions and isgpal communities are beginning
to understand that individuals with intellectuadahilities have spiritual lives and

religious needs that are quite similar to the neddisdividuals without disabilities
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(Swinton, 1997; Yong, 2007). Many studies have $ecuspecifically on church
attendance of individuals with disabilities (IrvigelLupart, 2006; Jacober, 2007; Turner
et al., 2004). In 2000, McNair and Smith reporteat 52% of individuals with
intellectual disabilities reported attending chuntla particular week. In 2004, Turner et
al. found that 19 of 29 (66%) individuals with iléetual disabilities belonged to a
church. In 2005, Shogren and Rye found that 76%d¥iduals with intellectual
disabilities went to church with church attendabeeg the highest reported community
activity. Furthermore, in a survey of teacherstatients with intellectual disabilities,
participation in faith community activities (e.gquth groups, social events) represented
the most frequently named opportunity for inclusionstudents outside of school
(Kleinert et al., 2007). In another study, studemits intellectual disabilities, multiple
disabilities, and autistics participated in chuyduth groups at about the same rate as
students with disabilities across all special etlanacategories (Wagner, Cadwallader &
Marder, 2003). These findings may suggest that faitated activities are a potential
source of friendships, support, and community isiclo for students with disabilities.
However, defining inclusion as being physicallygmet in locations is problematic.

In recognizing that individuals with disabilitiesay physically attend church,
they may not be fully included. Thus, the distinaotbetween inclusive practices and an
inclusive community is of critical importance. Insive practices refer to the policies,
procedures, or structures of programs that enceuragnake possible the participation
of people with disabilities into the ongoing adies of the congregation. For example,

an inclusive practice may be that the congregdtasimade a decision to provide
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religious education to children and adults withaBisities within an existing Sunday
school program rather than offer a segregated slasdfically for individuals with
intellectual disabilities (Collins & Ault, 2010).dRcies are important and central to the
process of inclusion, but while laws can changecstires for inclusion, it cannot create
belonging (Swinton, 2012). Vanier (1998) describe®nging as being part of a
common humanity.

An inclusive community, which creates belongingeg deeper and involves the
beliefs of the persons in the congregation. Inna@fusive community the overall
philosophy of the congregation is one of acceptarickfferences among people,
awareness of disability issues, a willingness taesproblems, and a commitment to
include all people into the life of the congregatregardless of their labels or
differences. Inclusive practices may be implememetie church but an inclusive
community may not be present. It is likely thaa ifommunity does not have an
inclusive philosophy, inclusive practices will fm# effective or will not be maintained
(Collins & Ault, 2010). Therefore, the emphasis gldoe on creating a SOC, because
integration goes not have a direct relationshithe number of times a location is
frequented (Cummins & Lau, 2003). Physical exposieenecessary but not sufficient
condition to create a positive SOC. For examplanmbservation of people with severe
and profound intellectual disabilities during triggstheir community, the average
proportion of time each person spent in contadt @itnember of the public was about

2% (Saxby, Thomas, Felce, & de Kock, 1986).
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Friendship development depends on the opporttmityteract with others,
appropriate social and interpersonal skills, amdatbility to initiate and sustain a
relationship (Gordon et al., 2004). Inclusive conmitigs can nurture friendships, which
are reciprocal and include a sharing of resouregg, (time support; Lutfiyya, 1991).
Thus, participation in faith communities may haveoaitive impact on social
relationships, personal friendships, and one’sesehdelonging (Gleeson, 2002).

The way in which community participation is defihis of critical importance
because physical presence within a setting isywdsgterent from involvement and
relationship building within a setting. Based offatiences found in prior research, the
present dissertation asked participants abouthedf relationship they have with
individuals with intellectual disabilities which manclude physical presence within
their congregation and/or ways in which individuaigh intellectual disabilities are

involved within the setting.
Purpose and Significance of the Present Study

For individuals with disabilities, participationitin a community in which
relationships can be developed is important (HaB8anmons, Holtz, Todd, & Mooney,
2001), and faith communities can be a key partooirmunity life (Amado, DeGrande,
Boice, & Hutcheson, 2011). Participation within eigious community has potential
physical and mental health benefits for adults wigivelopmental disabilities (Turner et
al., 2004). Further, inclusion within a religiou®nemunity provides persons with
disabilities a method to gain independence, medmirgpcial inclusion, and valued

social roles (Turner et al., 2004).
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Statements published by religious organizatione leeen created to promote the
inclusion of individuals with intellectual disaligs. However, no known empirical
study exists on the examination of religious leaddreliefs and attitudes toward
individuals with intellectual disabilities. The sificant leadership role of religious
leaders affects thousands of individuals in theté&thiStates as they communicate
political, religious, and social issues (Cohall &dper, 2010) making it imperative that
the perceptions of these leaders be known to explair understanding of individuals
with intellectual disabilities. The present disaédn intended to address the knowledge
gap of religious leaders beliefs, and attitudesough qualitative inquiry. More
specifically, this dissertation explored how redigiinforms the meaning of intellectual
disabilities and attitudes toward individuals wiititellectual disabilities among Catholic
religious leaders. Additionally, all participantsillwbe asked about demographic
variables (e.g., age, level of education completesdyvell as information on the nature
and type of their disability training (if any), dlaateristics of their congregation (e.g., as
decision making bodies), and leadership styles.eBgioring ways in which religion
informs understandings of intellectual disabiliteasd practices that include and exclude
individuals with intellectual disabilities may helpprove understanding of how

community psychologists may work within the contekteligious communities.
Research Questions

Legislative mandates have been instrumental irvigimg some degree of
accessibility for individuals with disabilities imarious domains of community life.

However, political leaders have been reluctanetire that churches meet any of these
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accessibility guidelines due to stipulations in thest Amendment. For example,
religious organizations are exempt from abidingtiyy ADA mandates (ADA of 1990,
Sec. 12187). As a result, many barriers for incmsremain for individuals with
intellectual disabilities participating in churclomamunities. Structural barriers are
important, but according to prior studies, attinadi barriers are significant (Carter,
2007).

The present dissertation aimed to understand hehgious leaders make
meaning of intellectual disabilities and percepgidaward the inclusion of individuals
with intellectual disabilities within congregation§he overarching research questions
the present dissertation will explore are (1) Whypes of experiences, in and outside of
faith communities, do religious leaders have withdividuals with intellectual
disabilities?; (2) What are the beliefs of religioleaders toward the involvement of
individuals with intellectual disabilities withinaith communities?; and (3) How does
religion inform the understanding of intellectuadabilities among religious leaders? At
present, no existing theory addresses my researehtign. Therefore, a goal of the
present dissertation was to develop a model indelgti In this way, the current
dissertation contributes to addressing the lackthafory in the literature. Further,
integrating religion into our understanding of digi#y issues will allow for culturally
relevant applications for our knowledge base. Reguknowledge may be utilized as
instruments of social change, which begins witktfaxploring the impact of religion on

communities and individuals.
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Chapter 2: Method
Research Design

The present dissertation aimed to address gagsonledge about how religious
leaders make meaning of intellectual disabilitiesd atheir perspectives toward
individuals with intellectual disabilities. To seekderstanding of perspectives within
the context of faith communities, a qualitative @@ch is particularly applicable.
Qualitative methods seek to explore rather thanfwgAmbert, Adler, Adler, &
Detzner, 1995), allowing for the exploration of g@ctives within the under explored
context of faith communities. Qualitative reseaaghs to understand individuals in their
natural environment in an attempt to make sensenaahing of the phenomenon based
on the way individuals interpret their lived exmerces.

Utilizing the qualitative method of semi-structdrendividual interviews, |
gained a detailed picture of perspectives amongioek leaders toward the participation
of individuals with intellectual disabilities inita communities as well as how religious
leaders make meaning of intellectual disabiliti€se interview questions illuminated
what | wanted to know about the perspectives afimlis leaders toward individuals
with intellectual disabilities such as the typermfolvement individuals with intellectual
disabilities are encouraged to engage in within ¢bagregation. Additionally, the
present dissertation also sought to understandptbeess of making meaning of
intellectual disabilities. Notably, semi-structurgderviews do not require interviewers
to utilize a series of identical questions (SmitB95). Therefore, | had the opportunity

to generate questions throughout the interview gsecsuch as exploring participant
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experiences with and attitudes toward adaptivediés. As a result, the interviews were
guided by a series of themes, which aimed to enallinelevant topic areas from the
interview guide were discussed in each interview.

The present dissertation utilized an inductivedeldo understand the meaning
of intellectual disabilities and perceptions towané participation of individuals with
intellectual disabilities among religious leade@ounded theory is an analytic tool
where theory emerges from the data. Grounded thisomyductively derived through
systematic data collection and analysis of the.ddtae specifically, the data collection,
analysis, and theory have a reciprocal relationslipre data is analyzed after each data
collection point to inform future data collectiom order to clarify emerging theoretical
relationships (Corbin & Strauss, 1990; Parry, 199)description of the process |
engaged in is detailed within tibeata CollectionandData Analysisections.

As a way to build upon my sensitivity and underdiag of the context, |
engaged in participant-observations to complimentnnethodology of semi-structured
interviews with grounded theory. Participant-obsg¢ion is the observation of a context
that is carried out while the researcher physicaltgl socially is part of the context
(Atkinson & Hammersley, 1994). Researchers engagmiticipant observation to learn

what life is like within a context while also conephenting other forms of research.
Research Context

To understand the status of individuals with ietlal disabilities within a
religious context, religious leaders were askegddicipate in the present dissertation.

More specifically, participation was limited to iggbus leaders who are part of the U.S.
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Roman Catholic Archdiocese in Portland, Oregon. Th#holic Church was specifically
chosen rather than including all Christian churckdeg to possible denominational
differences. Additionally, the Catholic ArchdiocasePortland has an Office for People
with Disabilities, and through this office thereshlaeen an intentional effort to include
individuals with disabilities. For example, a trag program is offered for deacons
concerning disability related issues within the @it community. Based, in part, on
the work of the Office for People with Disabilitiemany Catholic religious leaders were
able to discuss their first-hand experiences widopbe with intellectual disabilities
thereby allowing me to understand the perspect¥&atholic religious leaders.

The Archdiocese of Portland in Oregon serves akeaaling resource for
congregations of multiple denominations and fartgjaaizations, particularly its Office
for People with Disabilities (D. Coughlin, persomaimmunication, May 22, 2012). The
Archdiocese of Portland in Oregon has an Office Reople with Disabilities whose
mission it is to create churches that are inclusataétudinally, architecturally,
educationally, liturgically, and socially (Archdiese of Portland in Oregon; n.d.).
Additionally, the Archdiocese of Portland in Oregond.) may be unique from other
faith communities, because they offer numerousisesvthat promote the inclusion of
individuals with disabilities, some of which inclighastoral support to individuals with
disabilities and their families, assistance to gfa&$ to increase access and inclusion,
ministry training on pastoral ministry with indiwdls with disabilities, and adaptive
liturgies for people with developmental disabiktie In comparison to other

denominations, it may be more likely that Catho&tgious leaders have more contact
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with individuals with intellectual disabilities bad on its local efforts in including all
individuals with disabilities. However, accordingthe Director of the Office for People
with Disabilities at the Archdiocese of Portlandorbthy Coughlin, not all Oregon
Catholic churches are involved in creating inclesministries (D. Coughlin, personal
communication, May 22, 2012).

Among Christian denominations, the Office for PFeowith Disabilities within
the U.S. Roman Catholic Archdiocese is unique. Hpescopal Diocese of Oregon
(Diocese of Oregon, 2011) has a deaf ministry innMouth, Oregon and a Parish
Nurses/Health Ministries (focusing on care for geogpith disabilities), but it does not
specifically concern inclusion of people with digdiles other than people who are deaf.
Offices for other denominations, such as the CeRegific Conference of the United
Church of Christ (2010) and the Oregon-ldaho Carfee of the United Methodist
Church (2010), have ethnic ministries and gay/esthisexual/transgender working
groups but none specifically concern disability.t€ke of Oregon, multiple efforts are
currently in place to promote inclusion of indivads with intellectual disabilities in
faith communities such as the United Methodist Catte® on DisAbility Ministries in
New York (2013), Willow Creek Community Church idlidois (Willow Creek
Association, n.d.), and the Bethlehem Baptist Chesan Minnesota (2013). Nationally,
organizations like the National Catholic Partngosbm Disability (n.d.) and the National
Collaborative on Disability, Religion, and InclusivSpiritual Supports (Center for
Community Inclusion and Disability Studies, n.dgnw to promote inclusion of people

with various types of disabilities within faith comunities across the United States.
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Instruments

Interview Schedule. A semi-structured interview guide (Appendix E) was
developed for use in all individual interviews. Timerview guide served as a model
during the interview to make sure that all relevinpics were covered (Patton, 2002).
The creation of the interview guide required thingkabout what | thought and hoped the
interview would cover. It also enabled thinking abohallenges that | may encounter in
terms of question wording or sensitive areas avd these challenges might be handled

during the interview process (Smith, 1995).

The interview schedule was created utilizing Smii{fi995) guidelines, which
consists of four steps. First, | considered theabdrthemes and question areas | wanted
the interview to cover, which were generated wbdasidering prior literature. Based on
prior research, | considered where gaps in knovdesdgst. A growing body of literature
on the community participation of individuals witttellectual disabilities exists, but it is
limited in the domain of religious participationf e studies that do focus on religious
participation, participant samples have heavilyetklon parents and disability service
providers. These studies have focused on copingentedéigion has been used to inform
the meaning making process and experiences of ®olwithin congregations. The
narrow focus on parents and disability service gens led me to consider the possible
sources of religious beliefs as well as gatekeepdthin religious communities.
Therefore, | chose to focus specifically on themaeof religious leaders to contribute to
our knowledge of an under-explored perspective. Gilmad question areas | generated

included how one’s theology informs meanings oéliectual disabilities, experiences
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with individuals with intellectual disabilities, drperspectives about the participation of
individuals with intellectual disabilities withiraith communities. Additionally, | asked
participants about their training on disabilityuss and leadership.

Next, the order in which questions are asked ipomant. Funneling was
employed where the interview began with broad gomestfollowed by more specific
qguestions (Smith, 1995). For example, participavese first asked to describe their role
in the church and their experiences with individualith intellectual disabilities
followed by their beliefs about the participatiorf mdividuals with intellectual
disabilities.

The next step concerned generating questionsdetat each broader area. For
example, for the larger theme of experiences witkdividuals with intellectual
disabilities, participants were asked about theteodnin which their experiences have
taken place, the relationship between the indiiaith intellectual disabilities and the
participant, and the nature of the contact (erjtsal guidance). The last step Smith
(1995) suggested is to consider possible probegpeordpts to follow from answers that
might be given to some of the questions. Probesused to increase the richness and
depth of response and to give cues to the inteegeabout the level of response that is
desired. According to Patton (2002), probes shtacdconversational and offered in a
natural style and voice. There are three typesabgs, and one type asks interviewees
about the who, what, where, why, when, and howxpegence. Elaboration probes are
another type that encourages continued talkingoAvarbal elaboration probe can be a

gentle nod of one’s head in positive reinforcembat,overenthusiastic nodding may be
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perceived as endorsement of the content of a respamnas a cue to stop talking because
the interviewer has already understood what th@omdent has to say. A verbal
elaboration probe can include asking “Would yowetate on that?” or “Can you say
more about that?” Clarification probes are usednmmere information is needed such
as contextual information or a restatement of thener (Patton, 2002). A clarification
probe may ask, “I am not sure | understand what gwan by that. Would you
elaborate?” As a reminder for myself, probes wetegrated into the interview guide
(Appendix E) for convenient retrieval during théeirview.

A short form of the interview guide (Appendix F)asvcreated to share with
participants. The short form included the introdwutt definition of intellectual
disabilities, and interview questions. Informatisunch as the probes were not included
within the short form of the interview guide.

Process feedback was integrated within the ird@rviAs the interviewer, | was
responsible for communicating what informationasight, how the interview is flowing,
and what kinds of feedback are appropriate andfllelp maintain the flow of
communication (Patton, 2002). For example, midwegugh the interview, | checked to
see how the interviewee felt about the interviewcpss by asking “We are about
halfway through the interview now. I think it isigg very well and you are providing
important information. How is the process going you?” All participants expressed
that the process was going well for them, and spangcipants then asked me how | felt
about the process. When asked, | reiterated tleaintierview was going well and that

they were providing valuable information. For somerviews, process feedback was
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utilized too early in the interview, because sonagtipipants had more to share in
response to questions in the second half of theniilew guide. Additionally, as the
interview proceeded, some participants rememberkxinnation toward the end of the
interview so, they referred to questions and respsuliscussed earlier in the interview.

Before moving on to the demographic questions, ititerviews closed by
providing interviewees the opportunity to have rmafisay. Before | asked participants
demographic questions, | stated, “I do not haveranye questions for part 1,” and then
| asked, “Is there anything you would like to addPatton, 2002, p. 379). Most
participants did not have anything to add when ddskes question. However, | did
provide a resource list upon the completion of ititerview. Most participants looked
through the list and found organizations that thaye worked with in the past. In such
instances, participating religious leaders brieflyared their experiences with the
organization(s).

The interview guide was altered throughout theaesh process. First, after the
first three interviews, | noticed that individualgere not clear about the difference
between intellectual disabilities and psychiatigadility. Therefore, the interview guide
(Appendix E), including the short form (Appendix B)ated, “Intellectual disabilities are
not the same as mental illness. Schizophrenia gowdial are types of mental iliness.” Of
note, the term “mental illness” was used insteadpsychiatric disability because
participants used the term “mental illness” andipgants did not know the meaning of
the term psychiatric disability. During the fifthterview, | began to learn more about

adaptive liturgies, which included discussions dlwoeating adaptive liturgies as well as
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the attitudes of participants hosting an adaptiverdy at their parish. Therefore,
subsequent interviewees were asked about theiriexpes with adaptive liturgies as
well as their attitudes toward adaptive liturgieast, some participants were not clear
when | asked, “What resources does the Catholiccbhuse in shaping its understanding
of intellectual disabilities?” In such cases, |egdlparticipants to imagine someone, such
as a parent of a child with intellectual disaleltior a general member of the parish,
asking the interviewee to help them understandléateial disabilities. Then | asked
them to consider which Catholic resources theyizetiand share to help individuals
understand intellectual disabilities.

Although | added questions to the interview guadel completed interviews, |
did not return to prior interviewees to ask newsjioms. My dissertation proposal and
my application to the Human Subjects Research Reww®mmittee only included
contacting participants for the initial interviemnda member check. Additionally, the
semi-structured interview process involves intewiguestions developing throughout
the research process. Therefore, seeking out jptienviewees could simply yield more
guestions leading to multiple interviews with egealnticipant. Given that data collection
took place approximately one to five months befod#viduals were transferred to other

parishes, multiple face-to-face interviews maymte been possible.

Field notes.Field notes in qualitative research are a recondtadt has been seen
and heard by the researcher (Maykut & Morehous841%ield notes were recorded
throughout the research process (e.g., recruitnpamticipant observation, interviews)

and they were written down immediately after engggn each research activity. All
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field notes were recorded in narrative form of whbaturred in chronological order

including people’s actions and interactions inahgdintrusions (e.g., phone calls).

All field notes were dated while also recordingpmntant information such as
where the occurrence took place, who was presdrat the setting was like, and what
activities took place (Patton, 2002). Additionaliijyring the interview process,
nonverbal interactions that the voice recorder oadncument were recorded. Thus,
field notes were used to provide information abmutverbal communications that took
place. For example, one participant was only abl@é¢et with me for one hour, so
toward the end of the interview | noticed that bat;muously looked at a clock in the
room. My interpretations and insights were alsmréded, and they were clearly
separated from my observations. More specificaltigcumented my observations in
chronological order first and then | wrote my ieatations at the end of the field notes
or in the margins of my paper. Field notes alse@ithe analysis where | wrote memos
and noted topics to follow up on (Lincoln & Gub&85; Maykut & Morehouse, 1994;
Patton, 2002). When | wrote my interpretationsauteinterview, | also documented
how I felt during the process of the interview. igrmy first four interviews, |
particularly found that | was nervous and relied\iky on the interview guide.
Therefore, | specifically made notes to follow uptopics of discussion not explicitly
stated in my interview guide.

| have two sets of field notes, which include psxcield notes (e.g., recruitment
strategies, chronological description of each inésv) and participant observation field

notes (e.g., notes recorded after each particiasgrvation in a parish, see Ecological
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Identity). The process field notes were recordeghetime | worked on my dissertation,
excluding the participant observations. For examgdier each individual interview, |
wrote field notes about what happened when | éirgted at each parish until the point
where contact ceased with anyone from the parigimgeThus, my field notes were not
limited to information gathered when the audio rdany took place. For example, when
the audio recorder was turned off at the end ofrttexview, some participants and |
talked about disability related issues. In convreaa few participants remembered
information about their experiences that they didlshare when the audio recorder was
turned on. The information shared during this tinas documented in my field notes.
Therefore, | treated field notes as a data solitikzing field notes as a data source
meant that | could not document information thatipigants explicitly stated not to be
part of my data. For example, | did not recorddfirbtes for the time when one
participant, during the interview, asked to hawe dldio recorder turned off. The
participant did not want his responses, while #eorder was off, to be included in my
data. Additionally, I did record information shareg parish staff who were not
participants in the study. Based on the mutualsi@eimade among my dissertation
committee co-chairs and myself, information shdrga@ parish staff member who did
not consent to participate in the interview wasinoluded as a data source. Only
information from consenting participants was used adata source. The informed
consent process provides information to participatiout how data is used. Therefore,
an individual sharing information without havingngothrough the informed consent

process may not know how the data will be useddisgbminated.
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Ecological Identity

Community psychology stresses the importanceefivig communities
ecologically by seeking an understanding of howiddials, roles, organizations, and
events are interrelated (Kelly, 1971; Trickett, @R9rrickett (1984) calls this
environmental reconnaissance, which serves to shaypestions relevant to the
phenomenon embedded within its environment. Thysires researchers placing
themselves within social settings and being williaggrow (Kelly, 1971). As a way to
place myself within the setting of Catholic churstaad build upon my identity in
relation to the community, | have engaged in pagoaict-observations.

Participant observation, also called fieldworkwisere researchers enter
preexisting settings and attempt to gather datédtasively about a group or social
process (Cieurzo & Keitel, 1999). Participant olkaéon provides the opportunity to
understand, firsthand, the experience of partisigawithin the context of interest,
because it requires researchers to immerse theesselo a context both physically and
socially (Cieurzo & Keitel, 1999).

Prior to the data collection process, | engagei#iparticipant observations at 11
parishes. The parishes in which | engaged in ppatit observation were linguistically
and ethnically diverse and included adaptive liesgl engaged in two participant
observations at three parishes, which included degknass. The participant
observation continued during data collection, ames of the parishes | observed were

those of participating religious leaders.
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The church is a focal setting for faith commursitiand its purpose is for
individuals to come together to worship God. Theref participant observations took
place at Catholic churches during a religious servObservations within the church
were intended to provide me the opportunity to ustdad and be sensitive to the
cultural context of Catholic churches in Oregon.réspecifically, | focused on
guestions posed by Trickett (1984) that aid indheironmental reconnaissance process.
These questions included asking what opporturiiiese were for lay participation (e.qg.,
greeter at entrance) and who currently participémith respect to readily apparent
characteristics). Such questions helped me docuthentays in which participation is
defined and supported within the Catholic community

Since | participated within the setting, | did metord field notes while | was in
the field. Immediately after | left the settingelcorded in chronological order what |
observed, followed by my reactions to the eventsek\wecording what | observed, |
recorded information on all the events that toacp| a description of the physical
setting, who was present, and interactions. Themeatation served as a record of my
experience for future reference when consideriegetivironment of the Catholic
churches in Oregon.

By engaging in participant observations, | leartteat each parish has its own
unique personality. For example, | attended tw@#da liturgies at separate churches.
At one church, volunteers with disabilities acted the gospel and in some cases others
provided support so that individuals could engagearious roles. Then the homily was

tied into sports and the pastor engaged with pamghs throughout mass. However,
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another parish was structured where people witsatbilities engaging in roles
available to parishioners and the mass was sira@lifo promote understanding for
people with disabilities. It is important to nokeat the differences | noted may not be
accurate of parish life. More specifically, of tharishes that | engaged in participant
observation twice, | noticed that the individuatgaging in roles such as greeters and
Eucharistic ministers changed. One church everaiadletin posted a calendar that
listed various roles along with parishioners whtunteered for the role. Therefore,
participant observations helped me further my ustdeding of the Catholic mass script
and identifying roles available to parishionerswdoer, my specific experiences in

regard to who participants may not reflect whatdslty occurs.
My Role and Assumptions

Methodologists have engaged in an epistemolodelaite about the nature of
reality and knowledge, which has centered on timepasing paradigms with one using
of quantitative methods to generate and test hyiotld generalizations while the other
uses qualitative approaches to inductively andshoélly understand human experiences
and constructed meanings in context specific gt{Ratton, 2002). According to
Morgan (2013) and Patton (2000), a pragmatic amgbré@research allows one to favor
methodological appropriateness, which recognizasdifferent methods are appropriate
for different situations. The paradigm (or worldw)ewith which | identify most with for
the present dissertation is the qualitative, ingeciand context specific understanding
of human experience and constructed meanings. aksumed that the perspectives of

others are meaningful, knowable, and able to beeneaglicit (Patton, 2002); thus, the
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present dissertation sought to understand the gsaafemeaning making of intellectual
disabilities and perspectives about the inclusioindividuals with intellectual
disabilities in congregations among religious leade

Qualitative research is not value free and, agakearcher, | am an instrument of
the study (Cieurzo & Keitel, 1999; Lincoln & GulE985). The researcher and
participants mutually construct data. Therefore,rsearch data was filtered through
my perceptions, personality, and experiences, reguan explicit articulation of my
assumptions about the phenomena under investig@ioffin, 1996; Kiddler & Fine
1997).

Although no standard exists in regard to how miacthare about my
involvement and status throughout the researchegso@ierrick, 1999), | have chosen
to share my relationship to research involvingwiatiials with intellectual disabilities
and faith communities. One aspect of my persofathiat has direct relevance to the
proposed dissertation is that | have worked withviduals with intellectual disabilities
for over 15 years. | started to volunteer at arharage in Karachi, Pakistan run by a
Christian church. As | spent time with these induals, | learned they were socially
excluded from society and were abandoned as chiléRegardless of whether the
individual was Muslim, Hindu, or Christian, thearhilies and community members
expressed that they were unwanted because norntedied dictated they were
possessed by demons or were proof of their parsmtsWithin both the Muslim and
Christian communities, | have witnessed blessingsopes to cure disabilities such as

intellectual disabilities. For example, in somel@dt churches outside of the U.S.,
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individuals with disabilities have been asked amdtin front of a congregation while
individuals pray for them to be cured. Intellectdeabilities being attributed to a
demonic possession, past sins of an individuafenga, and a curable disease have
influenced my interest in empirically pursuing hosligion impacts beliefs about the
nature and cause of intellectual disabilities ao¥ that in turn impacts how individuals
with intellectual disabilities are included.

Although I do not have a relationship with my @s# participants, | have
attended Catholic Church services since 2003 imwadocations. | have attended mass
in Oregon. My relationship with religious leademsQregon, prior to data collection, has
never gone beyond greeting individuals (e.g., spkiello, sharing my name, where | am
from). During the Fall of 2012, | started to engagearticipant observations to further
develop my understanding and sensitivity for thikucal context of Oregon’s Catholic
churches (Goodley, 1999).

Additionally, my experience as a Muslim with aabsgity also has relevance to
the proposed dissertation. As a Muslim woman whwaisl of hearing, my family
expected that | did not tell others that | havesalility. They feared the social isolation
| would experience. Because | learned | must cdnogdiearing loss, | struggled to
participate fully. Thus, | was physically presemtvarious community settings, but | had
minimal involvement in actively being involved lgking on tasks or engaging with my
peers. As a result, | navigated through life aslaserver, lacking communication with

others, and speaking at a bare minimum when fadddoarriers. Through my own
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experience, | strongly believe that physical presdn a setting does not constitute
inclusion or participation.

Importantly, my experience is likely very diffetdnom individuals with
intellectual disabilities, requiring me to recognthe danger in “representing the Other”
(Griffin, 1996, p.186). According to Griffin (1996)esearchers must explicitly state
their motive for conducting research and how ittabates to social change. Individuals
with intellectual disabilities have faced exclusfomm multiple community domains, but
a growing body of research has begun to examingeadote community inclusion.
However, this body of literature has paid littleeation to religious participation.
Through my own experiences within Muslim and Cathobmmunities and religious
based organizations serving individuals with irtetibal disabilities, | have had the
opportunity to observe the social benefits of tielig participation. Therefore, | strongly
believe that for all individuals who identify wignreligion or want to identify with one
should be welcomed and included meaningfully. Addglly, religious leaders may
serve as decision makers that lead to practicésrthg include or exclude individuals
with intellectual disabilities. Being in a positioh power while also balancing the needs
of its congregation, religious leaders may proviggght in exploring inclusive and
exclusionary practices. It is my hope that the ltesaf this study will yield information
on the successful ways in which individuals wittellectual disabilities are included
within congregations as well as barriers to pgstition for future interventions and

research to address.
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My experiences and academic work have shaped tesest in understanding
how individuals with intellectual disabilities aperceived within faith communities and
how it impacts their inclusion and participatiomrdughout the research process, |
intend to question how my own background and corgaffect the project in various

stages.
Research Participants

The present section utilizes data shared by relsguarticipants about their parish
and themselves. During the course of the semisirexd interview, research participants
were asked to describe their parish. | asked adquedtific information such as the
number of paid staff and volunteers and the lintgpjisacial and ethnic makeup of
parishioners. Participating religious leaders wadse asked to describe their leadership
role which focused on their day-to-day respongibsi

Parish demographics A total of 12 religious leaders participated in present
dissertation and they represent seven parishepadticipants were asked how many
individuals are paid staff members within theiriplar Of the participants who were
from the same parish, discrepancies were foundekample, one participant stated
having 20 paid staff while an individual from thense parish said there were 24.
Roughly, there was a range of 2 to 24 paid stalftae average was 9.58 paid staff
based on the numbers provided. Two participantsdicussed having paid staff with
disabilities, including intellectual disabilitieis, their parish.

All participants reported having numerous volundeand again there were

discrepancies among religious leaders within timesparish. For example, one
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participant stated having 18 volunteers while aeofarticipant from the same parish
stated having 85 to 90 volunteers. Except for dugsp reporting 18 or 85 to 90
volunteers, most parishes reported having aboutd 600 volunteers per year. This
number includes individuals who may have only vitdened at one parish event.

Participating religious leaders also described tpatishioners along various
dimensions including, but not limited to, the typé<lisabilities represented, racial and
ethnic diversity, and socioeconomic status. Aligiaes had parishioners with disabilities
and multiple disabilities were represented at gaoish. Participating religious leaders
described experiences with individuals with mutigisabilities. Among the seven
parishes representing the sample of participamtisyiduals with physical disabilities
were most common and present in six parishes ahdadauals with intellectual
disabilities and psychiatric disabilities were @misin five parishes. Parishioners with
hearing disabilities (present in two parishes)istigtindividuals (present in two
parishes), people with addictions (present in argsh), and individuals with visual
disabilities (present in one parish) were relagitebs common. Of note, the types of
disabilities represented may not be completelydvalhe majority of individuals with
intellectual disabilities display mild symptomsiofellectual disability and are therefore
at risk for having their symptoms unrecognized @sattributed. Additionally, little is
known about the ability to recognize intellectuesadbility among people who are not
disability professionals (Scior, Potts, & Furnh&@12).

Parishioners were also diverse in other regards as@ge. All religious leaders

described a large proportion of their parishiore®g older in age and retired. Six of
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the seven parishes also stated having familiesehtldren of a variety of ages. All
parishes also have racial and ethnic diversity watino, African, and Asian
communities represented among parishioners. Theipating religious leaders also
described the socioeconomic status and educatietslef their parishioners. Three
participating religious leaders described havingsbégoners who primarily are of lower
socioeconomic status. All other participants désatitheir parishioners as being
educated and representing middle and upper socioato statuses.

Participant demographics.Twelve Catholic religious leaders were interviewed
for the present study. Of the 12 participants, fiere pastors, four were parochial
vicars, and three were deacons. The leadershigtsteuwithin Catholic faith
communities is unique. Every diocese (a geographrea) is under the supervision of a
bishop, and the bishop appoints ordained priedte tihe pastor of a parish. A parish is a
geographic area with boundaries for which religitaaglers are responsible. Hence, a
parish is a subpart of a diocese. The pastor’sisdie speak in Christ’'s name to that
community, and the pastor is responsible legalthestate of Oregon and by Church
law for their parish. Additionally, a pastor’'s wevkek is 72 hours per week, which is
established by cannon law [law governing the Cathatlurch]. One individual
described his role as pastor to the “the CEO [aobxefcutive officer] of a fairly large
organization.”

The position of the parochial vicar was generafigatibed as being “second in
command.” According to Cannon Law, a parochial visaunder the authority of the

pastor and assists in various functions. In thenetheat that a parish does not have a
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pastor or if the pastor is not available, the phmovicar assumes the governance of the
parish temporarily. These duties can involve, batret limited to, preaching and
decision-making (Code of Cannon Law, n.d.).

There are two types of deacons within the Cathaliorch. Permanent (or
married) deacons are individuals who are ordaihatiare not in the process of
becoming a priest. Once a person is ordained,dhegonsecrated or given ministerial
or priestly authority. Lay religious leaders are amlained. A permanent deacon can be
married. There are also deacons who are semindrenmning priests. The last year of
training for priesthood involves being a deacore Pphrticipating deacons in the present
study were permanent deacons. Deacons can perfanmy rales such as baptisms,
witness marriages, and gravesite services, bug trerroles deacons are not allowed to
engage in such as presiding at mass and hearifgssoon.

All 12 participants were Caucasian and two idegdifas being part of non-
Caucasian ethnic groups. The average age of atiicg religious leaders was 58.5
years of age and age ranged from the late 20%t@ath 70s. In regard to the time in
which participating religious leaders have beethair current position, there was a
range of 6 months to 29 years. On average, pastmnesin their roles for 3.7 years, 1.38
years for parochial vicars, and 5.67 years for descThe majority of participating
religious leaders had prior roles within the Cathohurch in roles such as, but not
limited to, being a religious leader in anotherngfanr working in youth ministry. Three

individuals had work experience in secular orgatiozns.
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All participating religious leaders completed aideone Master degree. Of the
most common Master degrees among participatingioels leaders, three (25%) studied
in the area of Theology, three (25%) in the areBiwginity, two (16.67%) in Liturgical
Studies, and two (16.67%) in Pastoral Ministry.&en(25%) participating religious
leaders also completed Masters degrees in areaslatihg to religion such as the social
sciences. In regard to disability training withiarficipating religious leader’s religious
education, five (41.67%) did not have any disapiiglated training. One of the five
(20%) individuals without disability training statdaving the opportunity in seminary,
but he chose not to get involved. Among participatieligious leaders, four (33.33%)
stated that there was some acknowledgement oereferto disability in their seminary
training. Additionally, two (16.67%) had practicumhsring their seminary training in
settings that served a broad range of people vstibdities. Further, two participating
religious leaders (16.67%) had practicums in sgstithat were specific to people with
intellectual disabilities, and one (8.33%) workeithvpeople with intellectual
disabilities. Last, one participating religiousdea (8.33%) discussed having disability
specific training post-ordination at the priestwoocation that focused on diversity
within the Catholic church.

Additionally, one participating religious leaderdhdirect engagement with mass
held in Spanish. Other religious leaders reportedriy limited or no contact with mass
held in Spanish. More specifically, those with lied experience were currently or

formerly in parishes that held a Spanish masstHayt did not take part in the mass.
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Procedures

Sampling. According to the Archdiocese of Portland in Oredord.), there are
39 parishes and 83 religious leaders in Portlamdg@n. These religious leaders include
pastors, parochial vicars, and deacons. The Arckedm® of Portland in Oregon (n.d.)

website lists the address, phone numbers, and naimelsgious leaders for access.

Non-probabilistic sampling is appropriate for majuyalitative designs (Patton,
2002), and it was employed for the present dissentaGrounded theorists utilize
theoretical sampling, which is a type of purposefaimpling. The goal of theoretical
sampling is to collect data from individuals whangaovide relevant information for the
generation of theory (Glaser & Strauss, 2010). dasvassumed that it would be most
useful to seek participation of religious leadeasdal in parishes that have some form of
contact with individuals with disabilities. There€o participation was only sought from
religious leaders who are assigned to parisheseittar host adaptive liturgies or were
identified as having at least one parishioner wilkielopmental disabilities participating
in the mainstream mass (as determined by the Direxftthe Office for People with
Disabilities at the Archdiocese of Portland in Gnej

Dorothy Coughlin, the director for the Office foedple with Disabilities at the
Archdiocese of Portland in Oregon identified thee&h parishes that host adaptive
liturgies and 23 parishes that have at least ondslpaner with developmental
disabilities. The Office for People with Disabiis works directly with religious leaders
and parishioners, so the parishes were identifeettdh on disability specific experiences

of the Office for People with Disabilities. Adap#iViturgies are akin to mainstream
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Sunday mass, but they provide accommodations sschceessible spaces, listening
devices, and rhythmic instruments (for those whanca sing). Adaptive liturgies are not
exclusively for people with disabilities, but itedes to create an environment for both
people with and without disabilities to worship Gddherefore, adaptive liturgies do not
sacrifice elements of mass (D. Coughlin, persoonatraunication, October 3, 2012). Of
the three parishes with adaptive liturgies, twoehadaptive liturgies fully implemented
and one is in the early stages of implementati@ntié®pation was sought from Catholic
religious leaders regardless of the type of conttaey may have with individuals with
intellectual disabilities. Thus, the sample wasshmgeneous and represents a range of
experiences.

The process of theoretical sampling starts withadial framework based on
general concepts and the researcher continue& whasshould be sampled next and its
theoretical purpose (Glaser & Strauss, 2010). i glhocess of sampling, | began to
sample from the 23 parishes known to have the wamént of individuals with
developmental disabilities and these 23 parishet 4t religious leaders. Then |
sampled from parishes that host adaptive liturdyictvhad eight religious leaders. | first
wanted to make sure that | sampled at least thaetecipants from parishes that do not
host adaptive liturgies, and then | continued tbesile interviews based on my
participants’ schedules. The decision to start $iagdrom parishes that do not have
adapted liturgy was so that early interviews did neflect any premature bias of

guestions or analysis due to limited variabilitythe sample.



PERSPECTIVES OF RELIGIOUS LEADERS 110

Generally, steps for recruitment involved sending@&uitment letter (Appendix
A), informed consent document (Appendix D), andghert form of the interview guide
(Appendix F) through postal mail. Then | initiatedntact with potential participants by
calling them at their parish. | utilized a telepbkoscript (Appendix B) as a guide to
ensure | share the purpose of my study, why | antaoting them, what participation
would entail, and answer any questions individnady have. If | was asked by potential
participants or parish staff to contact individusitsough email, | utilized an email
template (Appendix C) that paralleled the telephsoapt. When | connected with
potential participants through telephone or ematked if they would like to meet face-
to-face to discuss the study more. Participants exmressed interest in participating
chose to schedule a time for the interview.

More specifically, all individuals recruited recety a recruitment letter
(Appendix A), informed consent document (Appendix Bnd the short form of the
interview guide (Appendix F). The recruitment letietroduced who | am, why | am
engaged in this research, why | am contacting thema, that | would contact them
within a week by telephone. The recruitment le#tiso stated that if they do choose to
participate in the interview, | would ask them ignsthe informed consent document
(Appendix D). Excluding the two individuals who ¢aoted me before | contacted them,
| made a maximum of three phone calls and two em@if the two individuals who
initiated contact with me upon receiving the regngnt letter, one called me to set up a
time to meet face-to-face. The other individualtser his signed informed consent

document and emailed me about setting up a tinmeetet face-to-face for the interview.
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| made the initial phone call with the other papants one week after the letter was
mailed to solicit participation. For the telephooalls, | utilized a telephone script
(Appendix B) and for emails, | utilized an emaiinglate (Appendix C) that paralleled
the telephone script. The telephone script and leta@iplate conveyed who | am, the
purpose of my contacting them, and what is involwvegarticipation. | also stated that |
could meet with the potential participant face#od. Over the telephone, | asked
individuals about their availability, and in emabdmmunications, | provided a list of
dates | could meet with the individual. If indivials did not respond after the three
phone calls and two emails, | ceased recruitmeduottef Of note, my initial plan was to
make contact with potential participants througle telephone. When | contacted
parishes to speak with the potential participaatjgh staff and potential participants
sometimes suggested | email the information | wasbonvey through the telephone.

| engaged in recruitment of participants at thrdéei@nt times. To determine
which parishes | would sample first, | assignecheaarish (not including parishes with
adaptive liturgy) a number, and | used randomizgrto provide a random list of five
numbers between 1 through 23. The six parishedadelO religious leaders (i.e., seven
pastors, one parochial vicar, two deacons). Sixthef 10 (60%) initially selected
religious leaders agreed to participate in thegrestudy. Of the four individuals who
did not participate, one person expressed he didvaat to participate, another person
said his work required heavy travel and would drdyable to participate in a telephone
interview, and two individuals were unreachablepbyne and/or email. The option to

conduct a telephone interview was not pursued.phelee interviews were not part of
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my proposed research and telephone interviews mireballenges that will impede upon
the quality of the data (e.g., absence of facigressions, quality of phone call; Smith,
1995).

Then | recruited individuals from parishes that thadaptive liturgies. Of the
eight religious leaders at the three parishes, fiaicipated (62.5%). Two individuals
were unreachable by phone and email. One individa@ he did not have time to meet
with me, and | explained that | was willing to Hexible with scheduling a time that
may work in the future. The individual expressed \wanting to schedule a date to meet
with me in the future.

Once | scheduled eleven interviews, | sought pagton from three parishes of
the remaining 17 parishes that have at least owevidual with developmental
disabilities. Again, randomizer.org was utilizeddtermine which three parishes would
be sampled. | mailed the recruitment letter, infednconsent document, and the short
form of the interview guide to six religious leaslérom three parishes, but recruitment
was only followed up with four religious leaders.

Among the three parishes | last recruited from, bae four religious leaders. |
first contacted the pastor of the parish who sadwould consider participation and
contact me a month later. Next, | spoke with theoplaial vicar who was interested in
participating, so we scheduled a time to meet. Whamived at his parish on the date
and time we agreed upon, | was told the parochcarwvas out of the state. The pastor
asked to speak with me and explained that thelpdogs not concern itself with people

with disabilities, it is the responsibility of thgarent(s) of individuals with intellectual
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disabilities to deal with them, and that the otharshe parish are not interested in my
study. Therefore, the two religious leaders who hmad been contacted through
telephone were not pursued for recruitment.

Of the four individuals called and emailed from iphes that have at least one
parishioner with developmental disabilities, onlgeoindividual participated. Of the
three that did not participate, one stated he veaismerested in participating while the
remaining two were unattainable through telephoreeamail.

In qualitative inquiry, there are no rules for gdensize. Sample size depends on
what the researcher wants to know, the purposeeoinquiry, what will have credibility,
and what can be done with available time and ressufPatton, 2002). Lincoln and
Guba (1985) recommend sampling to the point ofmeddacy. This means that sampling
is terminated when new information is no longer epmg (Cutcliffe, 2000; Guest,
Bunce, & Johnson, 2006; Patton, 2002). Thus, cuialé researchers continue to collect
data until they find that nothing new about therpiraena of interest is emerging. Patton
(2002) recommends sampling designs specify mininsamples based on expected
coverage of the phenomenon given the purpose oftildy. Some researchers have
suggested approximate numbers of sample sizes. dxample, Morse (1994)
recommends 30 to 50 participants for grounded thstudies, whereas Creswell (1998)
recommends a sample of 20 to 30 for a groundedyrstady. These sample sizes are
provided as guidance, and they do not provide eogpiarguments as to why they
suggest specific ranges. Guest, Bunce, and Jol{@806) systematically examined the

degree of data saturation and variability overdberse of their analysis with interviews
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from Ghana and Nigeria. After analyzing six intews, they found that the basic
elements for meta-categories were present. Aftente2views, they found that 92% of
their codes were developed for the Ghanaian irdeiwiand 88% of codes for both
countries.

In consultation with the co-chairs of my dissedatcommittee and based on my
preliminary data analysis (see data collection gdoces and data analysis sections), |
chose to stop data collection once | completedni@rviews. | recruited a total of 24
individuals; therefore, my response rate was 508cother words, my preliminary
analysis allowed me to determine that | was ndecthg new information.

In summary, 16 religious leaders from parishes witmber with developmental
disabilities were recruited and 7 individuals papated. Eight religious leaders were
recruited from parishes that host adaptive littsgénd five participated. The total
sample size for the present dissertation was 12rartalded five pastors, four parochial
vicars, and three deacons. Figure 1 displays a suynaf the recruitment effort.

All participants were Caucasian and two individuatentified with non-
European ethnic groups. Participant ages ranged £8 to 79 years of age and the
average age was 58.5 years. All participants comgblat least one Masters degree while
two completed three Masters degrees. The most comihasters degrees were in
theology (n=3), and divinity (n=3).

The range of the time served in the participantstent position was from 6
months to 15 years. Deacons were in their currelat for an average of 5.67 years,

parochial vicars for an average of 1.38 years, @estors for an average of 3.7 years.
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The previous role of almost all participants washwi the Catholic church. Pastors and
parochial vicars tended to be religious leaderanather parish while deacons were in
roles such as youth ministers. Of the seven pavistigresented, three parishes only had
one participating religious leader. The range ofl gaaff at the parishes of participating
religious leaders was from 2 to 24 with an averaf.58 individuals. Additional
information about the participating religious leexland their parish is provided in the
Results section.

Data collection All face-to-face meetings were scheduled throtehdphone or
email exchanges (see Research Participants). Ipatiicipants that they could choose
the meeting location, which could include theiriglaror an office at Portland State
University. One interview took place at Portlandt§tUniversity while the remainder of
interviews took place at the participant’s parigkt. the face-to-face meeting, all
participants were provided the same informed cangesument that was mailed to
them. | first asked individuals if they had a chame read the document. If they did not
read it, | gave them time to read it. Then, | askdldparticipants if they have any
guestions. A few participants wanted to know if dwld share their information or
identify their parish in publications or with therdhdiocese in Portland. | said | would
not share any identifying information, and thatyonly research advisers and myself
have access to their information. | briefly shattegl purpose of my study and | reminded
participants that they could skip questions or gtapticipating at any time. Once all
guestions were asked, | retained the signed coplyeoinformed consent document and

the participant was offered an unsigned copy feirtfecords.
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Once informed consent was obtained, participatrothe interview began and
the digital voice recorder was turned on. The s digital voice recorder allowed me
to concentrate on how the interview is proceedind where to go next rather than
writing down what the interviewee was saying (SmitB95). Rather than taking notes
of what participants said, | took notes for thepgmse of helping me formulate new
guestions as the interview progressed. While theeveecording provided a record of
what was said, it is not a complete interview (laimc & Guba, 1985). Non-verbal
behaviors are excluded from voice recordings, &ed¢cording went through a process

of interpretation from me, the transcriber.

All of the participants allowed audio recordingtb& interview. Once the voice
recorder was turned on, all participants were effethe short form of the interview
guide (Appendix F). During the interview, | tooktas of topics | wanted to follow up
on or probe participant responses. When the irderwas complete, | provided each
participant a resource list (Appendix G) that listeocal and national resources

concerning disability within a Christian context.

Based on the audio recordings, interviews rangaah fibout 39 - 95 minutes and
the average duration was 68 minutes. The audiordewp began once the informed
consent process was complete. At the end of tleevietv, participants were asked if
they would like to share any other information, amte they completed their answer, |
told them | would turn the recorder off. The reagngdtime does not accurately convey
the duration in which information was gathered. &xample, one participant walked me

to the exit when the interview was complete. Asttime, he was also looking through
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the resource list. He recognized one of the orgaioas and described an experience he
had with individuals with intellectual disabilitiesvithin the organization. The
information gathered was recorded in my field no&milarly, another participant was
interviewed for two hours, but the audio recordexswurned off, by request of the
participants, for parts of the interview. The infation shared when the audio recorder
was turned off was not used as data because thieipant did not want to publically
share information that was specific to his parisbis, which may identify the
parishioner and/or participating religious leader.

When | completed each interview, | recorded fietdels as soon as possible and
the interview was transcribed. For the transcripfowocess, | first only listened to the
audio recording. Then | listened to the audio rdicay while typing out each word stated
and sounds like sighs and pauses. Next, | revidiwedranscript while listening to the
audio recording to ensure the transcript was ateyRoland, 1995). Throughout the
transcription process, | did not edit the verbatecounts including alterations to
sentence structure.

Notably, qualitative research, particularly groeddtheory, necessitates the
overlapping of data collection and analysis. Upba tompletion of each interview
transcription, analysis took take place to inforrtufe interviews. A detailed discussion

of the analysis process is discussed in the DatdyAis section.
Pilot of Research Procedures

Piloting the research materials can reveal weaasesr problems with the

research design and materials. Therefore, | piltte¢procedures with one graduate
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student peer and two individuals working at thehliocese of Portland. Of the
individuals working at the Archdiocese of Portlande individual is the director of Life,
Justice, and Peace and the other is the directdispfanic Ministries. | began the
piloting process by sharing the initial letter gebus leaders received followed by an
enactment of my telephone script. Then, duringface-to-face meeting, | went through
the process of gaining informed consent, answeaguestions, and then the interview
began. At the end of the process, | sought feedtmadktermine whether changes are
required, and | reviewed the audio recording ofgiat to identify weaknesses | need to
address.

Based on my discussion with my pilot participaamsl my review of the audio
recordings of the pilot interviews, | made changethe interview guide. | altered two
guestions, which were not clear to my pilot papieits. Additionally, the order of two
guestions was altered to aid in probing. For exampghitially planned to ask, “How
would you describe your faith community?” toware #nd of the interview. | chose to
place it as the second question so | can probetapegific sub-communities within the
parish. For example, one pilot participant desctibigferences between the Latino and
Caucasian communities. Knowing the make-up of trésp early on allowed me to ask
about possible differences within the parish basethctors such as race and ethnicity.
While | was conducting the pilot interviews, my &pation for the Portland State
University Human Subjects Research Review Committe® under review. Therefore, |
submitted a modification request, which were acegpto the Portland State University

Human Subjects Research Review Committee.
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Although I did not test whether the alternatiorarked better than what |
initially planned, none of my research participagtpressed confusion about the
guestions altered. Additionally, based on the raesps | received, there was no
indication that my questions lacked clarity. | ggate that the movement of the question
about the participant’s parishioners created th@dpnity for me to probe specific
information shared by participating religious leed@\sking about parishioners at the
end of the interview may not have allowed me theetto go through every question to
understand differences in parishioner sub-groupstfaa process would likely be

fatiguing for participants.
Data Analysis

Data from this study were analyzed utilizing a grded theory approach. The
primary purpose of grounded theory is to genergpta@atory models of social
processes that are grounded in data (Strauss &G d®04). Explanatory models are
developed through the technique of constant corspariwhich involves identifying
patterns and relationships within the data. Thusjets or mini-theories emerge from
the data. Models, unlike theories, are incompletktantative descriptions of
phenomena (Llewellyn & Hogan, 2000). Generally, eledf disability are intended to
be frameworks to understand the cause(s) of digahiid its associated implications
(Altman, 2001). Thus, models of disability describe disability as well as different
intervention approaches. However, no single modaligdes the best or most
comprehensive intervention approach. The modeistellectual disabilities, developed

within the present dissertation, intend to represeality but the models do not duplicate
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reality. The models of intellectual disabilitiesend to help organize the complex
relationships among how meaning is made of intelealisabilities, experiences with
persons with intellectual disabilities, and attéadoward the participation of individuals
with intellectual disabilities in faith communitieotably, each model of intellectual
disability is a representation of people who asctda set of ideas. Thus, each
participating religious leader represented a singlee. Each participant was compared
with other research participant voices to deternboendaries for models. Each model
of disability discussed within the Research Findisgction is made up of a distinct
group of leaders that were grouped together to pkBneach model. Therefore,
comments from one participating religious leademcd support multiple models.

The first two research questions exploring the $ypleexperiences religious
leaders have with individuals with intellectualabdities and the perspectives of
religious leaders toward the involvement of induads with intellectual disabilities
involved yielded a description of participant expeces and perspectives while the
process of how meaning is made of intellectualldigis took a grounded theory
approach. Grounded theory is a research methodlibats for theory construction from
the data, and it involves simultaneous data cadacind analysis (Charmaz, 2011).

When considering versions of grounded theory, digsertation utilizes a
constructivist grounded theory approach. Thusattfgoach utilized in the present
dissertation moves away from the more positivigéisions of grounded theory
presented by Glasser (1987) and Strauss and Cd@98; Charmaz, 2006; Denzin &

Lincoln, 2005). For example, Strauss and Corbi®8 ®xplicitly aimed for verification
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in grounded theory and drew upon objectivist asgiong rooted in positivism.
Constructivist grounded theory is not rule bountrather offers flexible guidelines to
adapt them to studies (Charmaz, 2006). Therefoesway in which the guidelines are
used is not neutral. The present dissertatiorzasila constructivist grounded theory
approach.

In its purist form, explanations and theories thald from a grounded theory
approach are derived from the dataset itself ratkeer from a researcher’s prior
knowledge. According to the Glaserian positiorerature reviews are conducted when
grounded theory is nearly done during the writgobpse (Glaser, 1998). In contrast,
Strauss and Corbin (1998) expect researchers fantéar with the literature in their
field. Glaser’s (1998) position assumes researatagsomly pick a topic, but as a
student, | have studied a specialty and develogsehrch interests. To stay abreast
within my field, | am expected to keep up-to-datéhm my field of study. Therefore, it
is not possible for me to stay away from the litera. Furthermore, preparing the
literature review enabled me to frame my study detegrmine where current gaps in
knowledge exist. Thus, this knowledge has allowedaoncreate a research design that
develops new knowledge and goes beyond existiatiire.

Of importance, the way in which | utilized exigiknowledge must be made
explicit (Hallberg, 2010; McCallin, 2006). Firshe literature review within this
dissertation is intended to meet academic purpibe¢slemonstrate my knowledge
about the phenomena and methods for study. Asatenlehe literature review, | thought

through the issues to develop a cautious attitbdeitathe literature. Therefore,
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throughout the research process, | maintained ¢lieal sensitivity through constant
comparison (e.g., incidents to concepts, concepbmaept). Charmaz (2003) defined
sensitizing concepts as those that help organideiaderstand the overall phenomena.
Additionally, | am aware of the possibility that mpyeexisting knowledge likely has
influenced me (Suddaby, 2006), but | have not teB{gpotheses based on existing
knowledge.

For the analysis, all field notes were typed dhahterviews were transcribed
verbatim. The analysis began upon completing nsy firterview to direct subsequent
interviews. The overlapping of data collection amalysis allowed me to consider
guestions to follow up on with future participa(@orbin & Strauss, 1990). Once each
interview was complete, | recorded field notes, ptated the transcription process, and
then | begin the first stage of analysis. Emergiogcepts informed how | changed my
interview guide. As stated earlier in the Instrutsesection, after the third interview, |
stated that intellectual disability is not mentklass and then | provided examples of
categories within mental iliness (e.qg., bipoladsBd on my knowledge, empirical
literature on adaptive liturgies does not exist| sutially did not include too many
guestions on the topic. However, as | went througitiple interviews, | started to ask
more questions about adaptive liturgies that Imatdconsidered in the development of
this dissertation. | asked questions such as “Ur yaperience, who has advocated for
inclusion of people with intellectual disabilitiesyour faith community?,” “Have you
ever attended an adaptive liturgy?,” and “Whatyaner thoughts on integrating parts of

the adaptive liturgy into mainstream mass?” Thius,data collection and analysis
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processes were iterative. Therefore, multiple sagthin the analysis phase were
operating at multiple times to provide continuoeselopment (Glaser & Strauss, 2010).

First, | started with one transcript and readveeromultiple times (Smith, 1995).
One side of the margin was used to note down amytiiteresting or preliminary
interpretations (Smith, 1995). For example, thipde me identify, early in the
interview process that some individuals differeetthbetween counseling and spiritual
direction while others did not. Therefore, | askadticipants about their involvement in
both spiritual direction and counseling. The ottmargin was used to identify emerging
theme titles, which is called open coding (Charn284,1; Glaser & Strauss, 2010).
Open coding asks what each line of data meanstdifg, name, and categorize data. |
used line-by-line coding to look for what is happenin the data and labeling it with
short terms. Importantly, while coding for a catggd compared it with previous
incidents in the category to develop the theorepoaperties of the categories (Glaser &
Strauss, 2010).

Upon completing the first coding of each trandgiipecorded memos to
document the initial coding process (Glaster & &g 2010). Memos, or extended
notes, were written to record each code, its pt@srand comparisons between codes
and categories (Charmaz, 2011). This process atlomeeto document conflicts during
the coding process (Glaser & Strauss, 2010). Th®ropdes began to develop from the
transcripts, | started to code my field notes.

| followed the next step prescribed by Glaser 8tvduss (2010), which was to

integrate categories and their properties. Duilmg $tage, each category and
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subcategory was defined and comparisons contid@gaever, instead of comparing
incidents within the data, category properties wem@pared to determine which cluster
together and which differ (Charmaz, 2011; Glass&t&uss, 2010; Smith, 1995).
During this process, | found that | did have redamiccodes that needed to be further
examined for differences or collapsed into one c&de example, initially, | believed |
had redundant codes about beliefs regarding th@ogarindividuals with intellectual
disabilities serve in the lives of others (e.gmilgt, community members). By re-reading
the data and refining codes and correspondingitiefis, | was able to better
distinguish differences. The integration of categ®and their properties yielded a
codebook (Appendix J) that accounts for interrelaghips among categories to describe
the phenomena. This process involved integratitggoaies where each core code had
multiple mid-level codes, and the mid-level cod#srmohad lower level codes. | went
through multiple iterations to examine which stures captured my data and focused on
my research questions. For example, when partiogpagligious leaders discussed
which and how resources were used to understandauaréss disability issues, |
continually pieced apart and put together infororago that | separated the types of
resources sought as well as the ways in which resswvere utilized. Throughout the
process, | took notes on larger core codes thawlas possibly emerging from the
codes. | retained a list of my ideas in my memokcamtinued to work with the data.
Utilizing the Dedoose 4.5.95 web application, ¢§aged in selective coding once
my core categories emerged. The core categoriesseqt five models of disability (i.e.,

Close to God, Conformity, Unfortunate Innocent @tah, DeficientandHuman
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Diversity), which are fully discussed in the Research Figslisection. | returned to my
notes on possible core categories, to determinaarysteps, and | found that my
possible core codes had similarities. For exanmpigtially paired the codé&nfortunate
Innocent Childrerwith Paternalism. As | worked with the data furtbg re-reading
codes and working through the selective codinggsecl found that paternalism was
not an accurate description of the datalitortunate Innocent Childrewas. This
process involved defining both paternalism and vithaeans to be unfortunate,
innocent, and childlike. Participants describedtérens unfortunate, innocent, and
child-like. Initially, I thought it might be besb tgroup the three definitions together
under paternalism. Paternalism is defined as thetioe of restricting freedom of a
subordinate group and assumes restricting freedomthe best interest of the
subordinate group (Merriam-Webster, 2013). | coragdhe definitions and then
examined the boundaries of my codes to determinehwabel fit best as well as how |
may need to alter boundaries. Engaging in peeliefely also aided in making
decisions about code boundaries and labels. MYy dieeision to use the label
Unfortunate Innocent Childrewas based on recognizing that participant de@ingiof
the terms unfortunate, innocent, and child-like mid fit within the boundary of
paternalism. In order to create a label for patesma | would need lower level codes
that focused on limiting autonomy for the good ebple with intellectual disabilities or
behaviors that went against the will of people vintiellectual disabilities. Similarly, |
also considered how theficiencymodel differed from the Medical model of disalyilit

as well as how th€lose to Godnodel differed from the supercrip stereotype. Tlins
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goal was to create core categories that accuraphgsented the data to understand the
relationship between beliefs about the nature ande of intellectual disabilities and
attitudes toward the presence and participatianai¥iduals with intellectual
disabilities in faith communities. Five core catege emerged which are the five models
of intellectual disabilities (presented in detaithe Findings section).

Once the core categories were determined, thendetaelectively coded with
the core categories guiding the selective codirte@ive coding involved returning to
the transcripts to identify the instances thatdaller each category and subcategory.
The selective coding process also involved goirgy éeld notes and interview
transcripts, which were already coded once at dieeatage (Glasser & Strauss, 2010).
The end of this process yielded core categoriexpiain the phenomena of interest. The
final core categories represent models of intaligatlisability that capture information
addressing the study’s three research questiorscdiie categories or models represent
beliefs about the nature and cause of intelleatisability and associated behaviors and
attitudes toward people with intellectual disalabtin faith communities. The structure
of each model is not identical. The models vary ttheesemi-structured approach to data
collection. For example, tHeeficiencymodel discussed the cause of intellectual
disabilities. However, the remaining four modelsndd include information about the
cause of intellectual disability because the pigndiats steered the conversation to which
resources they would utilize to understand intélialcdisability issues.

The process of grounded theory analysis is cylclksa result, categories were

added, altered, or removed as new data emergeewltategories emerged in
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subsequent interviews, they were tested againi¢remanscripts. Although the data
collection and data analysis overlap, data anab@miinued once data collection was
complete. As discussed earlier, member checks empleted once a preliminary
summary of my results was complete. All particigamad the opportunity to express
their views, which was documented to inform my iiptetations.

Demographic information shared during the intendde.g., time in current
position, level of education completed) was utilize describe the participating
religious leaders and their parish in the Methagtdien. Demographic information, such
as training on disability issues were also coddizimg grounded theory, as described
above. Thus, all information shared (i.e., demolgi@mformation, experiences with
individuals with intellectual disabilities, perspees toward the participation of
individuals with intellectual disabilities in faitommunities and beliefs about the
meaning of intellectual disabilities) was utilizedcreate models of intellectual
disabilities.

The findings and discussion sections are presexgegparate sections. It is
important that | recognize that | am an instrumerthe study. The data is filtered
through me where | shaped the data through my oiqpareences and expertise (Stein &
Mankowski, 2004). For example, | drew upon my owhjsctivity to make meaning of
what my research participants have shared and ¢medsions about which pieces of
information are pertinent to my research questidhsis, | first present the voices of
participants through each model and then my in&apions are presented in the

discussion section.
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Criteria of Merit

Qualitative researchers utilize criteria of methat parallel quantitative
researcher’s use of reliability and validity (Litco% Guba, 1985). | integrated steps
within the methods of the present study to boldtermerit of my findings. One way in
which | addressed the criteria of transferabilgyby providing thick descriptions of the
data, research processes, and the conclusionsml lolieed upon the data. The thick
descriptions intend to provide sufficient infornwattifor others to draw conclusions and
evaluate the conclusions | draw from the data. Adiog to Lincoln and Guba (1985),
transferability is the responsibility of others wiag to transfer my research findings to
another situation or population. For example, reseas may seek to transfer my
research findings to religious leaders of otherodenations or lay religious leaders.
Therefore, | aimed to present sufficient descrptilata and information on the research
processes to allow for comparison.

The criterion of credibility is where researcheeek to establish confidence in
findings from the data. | took part in prolongedyagement where sufficient time was
invested for observation, triangulation, peer defiorg, and member checks. Qualitative
researchers increase the worth of their findingsdbgreasing the distance between
themselves and the informants, which can be actidwough prolonged engagement
(Krefting, 1991; Lincoln & Guba, 1985). | have eggd in prolonged observation
through participant observation of church servargd | engaged in individual interviews
that provide participants time to fully provide itheesponses. For example, interviews

lasted about one to two hours. | used triangulatmgain a rich understanding of the
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complex phenomena being studied. Triangulation istrategy to converge multiple
perspectives for mutual confirmation (Denzin & Late, 2005; Lincoln & Guba, 1985).

| utilized investigator triangulation, which is paf the analysis, and it therefore does
not concern data sources. | engaged in investigasogulation by regularly consulting
with my research adviser and graduate student pegarding my findings. More
specifically, investigator triangulation was builito the analysis where | shared
descriptions and experiences of my dissertatiorh withers for their feedback. For
example, after my third and fifth interviews, | gl out peer feedback on my probes
and general interview style. | also received feedlban my fifth interview from my
adviser, Katherine McDonald. During the analysegyst | have also continued to engage
in investigator triangulation. For the analysissHared my line-by-line codes, super
codes, and multiple drafts of my coding frameworkhwa peer for feedback and
discussion.

The accuracy of descriptions and interpretationsevietended to be addressed
through member checks. | utilized member checksomnpleting all interviews. Once
all interviews were completed, | mailed a lettepp&ndix H) with a summary of my
findings. One week after | sent the letter, | chbach of my participants to find out their
opinion of the summary. For example, | asked padrmts if the summary leaves
anything out that they feel is important.

Of the 12 participating religious leaders, two induals did not respond to two
phone calls and two emails. Six participating rielig leaders were not longer at the

parish they were affiliated with at the time of aa&bllection, but | was able to contact
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three through email. One individual emailed me said he did not have any comments
but he will use the summary to think about how hi approach inclusion at his new
parish. | responded to the email asking for infdfora on how he might use the
summary, but | did not receive a response. Onelpataff member provided the email
address of one participating religious leader wtas wo longer at the parish. | emailed
the individual twice, but I did not receive a respe. Another individual who was no
longer at the parish they were associated witthattime of data collection stated that
the tension between having an adaptive liturgy amchtegrated mainstream mass stood
out, and he stated that there are advantages aakhesses with either approach. He
also stated that based on the wide disparity iretstdnding of the needs and abilities of
persons with intellectual disabilities, educatian disability issues for religious leaders
is needed.

Among those who were still at the parish they wassociated with at the time of
data collection, one said he would email me higpaoase, but he never emailed. |
emailed him twice to follow up, but | did not reeeia response. One individual stated
he did not have any comments, but he thanked miedtuding him in my research. The
other individual stated that the wide range of ceges were surprising and reading the
summary made him think that he needs to attenddhetive liturgy. He also said that it
would be good for religious leaders to be trained disability issues that involved
attending adaptive liturgies. One individual cotgalcme through the telephone and he
said he was disappointment in the results indiga¢xclusionary attitudes and believes

that a lot of work still needs to be done withiftHacommunities in regard to disability
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issues. In summary, three individuals provided spoese to my questions, one stated
not having any comments, and the remaining eightigg@ants did not respond to
multiple telephone calls and emails.

The purpose of the member check was to documenditegreements and
consider why a disagreement exists and what maguatdor it. Due to the way in
which the Catholic church is structured and resgitof a job, transfers within the church,
sabbaticals, and retirement are to be expected.p@rieipating religious leader shared
that it was a busy time of year as religious lesdegre transitioning into new settings
and those currently within the setting were helpmth transitioning individuals. This
likely account for the extremely low response ffatethe member check, but it provides
a learning opportunity for future research withgielus leaders, which is expanded on in
the Discussion section.

Another practice to satisfy the criteria of cralilip is negative case analysis.
During the analysis, | checked on the quality ofegaries and explanations through
negative case analysis. As | developed explanatbnsy phenomena through grounded
theory, the explanations became stronger when ateeconfirmed it. However, if new
data refuted the explanation, | revised the expianaThen, | continued to use new data
to test the explanation until there were no morgatiee cases to account for (Kidder,
1981). The goal of the negative case analysisheilio yield robust explanations.

Dependability, another criteria of merit, can [sablished through an inquiry
audit (Lincoln & Guba, 1985). | have left an autt#il, which involves maintaining

extensive documentation of records. The audit inaludes raw data (e.g., written notes,
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audio files), data reduction and analysis prodietg., field notes, summaries), data
reconstruction and synthesis products (e.g., strecof categories, findings and

interpretations), and process notes (e.g., implé¢atien of methods).
Ethics

Upon completing and successfully passing my diagen proposal, | submitted
an application to the Portland State University lnnSubjects Research Review
Committee to gain approval for data collection. Micdtions were submitted upon
completing the pilot, and the Human Subjects RebeBeview Committee approved the
application.

Research utilizing semi-structured interviews reggithat research participants
are protected. Throughout the process of develogmuigimplementing my dissertation, |
have considered and integrated ethical requiremergssure participants are protected.
Further, throughout the research process, | rerdaingnizant of and acknowledged
important ethical considerations.

The process of informed consent required thabVide research participants
with sufficient information about the research lsattthey can make informed decisions
regarding participation. The process of informedsemt took place prior to beginning
the semi-structured interview. However, due tofthot that the interview was semi-
structured, allowing for emergence of topics | may have planned, it is not possible to
provide specific statements about what participamsld have experienced. Therefore,
information about the general topic of the reseavahk shared as well as other

information including that participation is volungaand that participants may stop
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participating at any time. | went over the infornehsent document with each
participant and | answered any questions they @ade the participant agreed to
participate and signed the informed consent doctinh@novided them with an
additional copy of the informed consent document.

Confidentiality of all participants has been pobégl. The digital voice
recordings for all interviews were transferredie Portland State University secure
(i.e., H:) Home Folder. An electronic document tivats participant numbers (used in
transcripts) and participant names is kept on tirddhd State University secure Home
Folder and the document is password protectedohheprinted document that lists
participant names is the informed consent docunidrg.informed consent documents,
during data collection, were kept in a locked filidrawer in Katherine McDonald’s
graduate students’ office, which is always lockafith permission from Portland State
University’s Human Subjects Research Review Conemijtthe informed consent
documents were moved to a locked cabinet at MaatlkaR office at Governors State
University. All interviews and corresponding fieldtes refer to the participant with a
unique identifying number.

My dissertation proposal stated that | would uéilseudonyms to replace
participant names. Although | will be omitting idéying information such as parish
name, | have chosen to omit the use of within petsacking in my results. The data
shared by participants is contextually specifigvteere linking what an individual

participant says throughout the results section igentify the participant.
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Additionally, all participants were informed tithe data would be disseminated.
Therefore, | sought their consent to have theirdsgublished. Prior to disseminating
the results of the study, a member check was cdetpte protect the credibility of the
data descriptions.

Additionally, there was minimal risk involved inglpresent study. The
probability of harm or discomfort anticipated wat greater than what participants
experience in daily life. For example, participam@y consider their views on inclusion
when encountering people with disabilities, andvimials with disabilities and family
members may seek council and support from religieaders to understand disability
within the context of their faith.

A direct benefit of participating in interviews feome participants may be that it
was empowering. Sharing one’s story and being @lefluence others is powerful
(Rappaport, 1995). Based on previous literature dibminant cultural narrative has been
communicated through the perspectives of parentsdofiduals with disabilities and
disability service providers, and the views of othieave been under-explored.
Therefore, an alternative story may serve as airesdo inform and influence our
understanding of the participation of individualshnintellectual disabilities within
religious communities in a unique way. Based onafogervation of the interview
process, | did not notice expressions on the gandividuals that would indicate
participation being empowering. Although | did matice an outward expression of the
participant feeling empowered, participants mayehfaund the experience to be

empowering. Additionally, all participants receivadesource list consisting of
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organizations, websites, and books that concermtigration of individuals with
intellectual disabilities in faith communities. Beipants may have experienced indirect
benefits. For example, the results of the study meym the Archdiocese and its Office
for People with Disabilities about the challengasghes are experiencing to inform
future interventions. Similarly, the results magahelp the Archdiocese understand the
strategies that religious leaders and their pasi$iaee utilized to promote the

participation of individuals with intellectual disdities.
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Chapter 3: Research Findings & Discussion

The present study aimed to understand the mearakghopprocess and
perspectives of Catholic religious leaders towaedgarticipation of individuals with
intellectual disabilities in faith communities tlugh the development of grounded theory.
Specifically, this study addresses three overagchesearch questions which include: (1)
What types of experiences, in and outside of fe@itmmunities, do religious leaders have
with individuals with intellectual disabilities?2) What are the perspectives of religious
leaders toward the involvement of individuals wiitellectual disabilities within faith
communities?; and (3) How does religion inform timelerstanding of intellectual
disabilities among religious leaders?

The present chapter adheres to the traditiona¢dason format of distinctly
separating the results and discussion sectiongefidre, each model is presented with
participant voices, and my interpretation of thedeis is discussed in the discussion

section.
Research Findings

The grounded theory analysis yielded five coregaties representing models of
intellectual disabilities. Each model captures datdressing all three research questions
to describe multidimensional aspects of intellelctisability issues in faith communities
(see Table 1). Of note, in grounded theory, caiegare raised to a conceptual level of
analysis (Charmaz, 2006), which evolve around g/kte. Within the present context
the abstract categories that were created fromrltevel categories are identified as

models of intellectual disability, which are intextito be the storyline for the sets of
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categories. Thus, models of intellectual disabdgitg conceptual frameworks that provide
insight into how disability is defined. The presdrgsertation helps to widen our
perspective, through models representing the exipegs, perceptions, and meaning
making of intellectual disabilities, to better unstand disability issues. The data from
the present study yielded five models which incl(ideClose to God(2) Conformity (3)
Unfortunate Innocent Childrer§4) Deficient and (5)Human Diversity

Throughout the analysis process, patterns wer@eeghlnd examined to
determine how to present the present findings.mgutie analysis process, | continually
examined how the voice of each participating religileader was similar and different.
Throughout the process, | found that most parttongereligious leaders viewed people
with intellectual disabilities as having a purpodénen | worked further with the data, |
explored ways in which participating religious leeslwere similar and different in
regard to their understanding of intellectual dikids. It should be noted that | first
looked at how intellectual disability was definattlaunderstood because it was most
apparent to me at the time. Although researchgpatnts were asked how they made
meaning of intellectual disabilities, some convetfeglr understanding of intellectual
disabilities throughout their interview. For examphe participating religious leader
making up théHuman Diversitymodel viewed intellectual disabilities as beingunal.
The other 11 participating religious leaders utitiza deficit model, and their interviews
were examined to determine similarities and difiees. A process of constantly
comparing the data took place. This process didakat place only when looking at the

understanding of intellectual disabilities. Theqess started with the understanding of
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intellectual disabilities but the method of constyanomparing data and its emerging
codes and variables took place throughout the aisgbyocess. Notably, there are
similarities among the models such as the languagd to describe people with
intellectual disabilities and attitudes toward m#pation within mainstream settings of
faith communities. While the models focus on thalaites that make each model
unique, similarities among models are also explored

Table 2 broadly displays similarities and differes among the models of
intellectual disability. It is important to noteathTable 2, in comparison to the Findings
section is simplistic. For example, similaritieglatifferences are displayed in regard to
whether participating religious leaders supportipigation in mainstream mass and/or
adaptive liturgy. According to Table 2, participegireligious leaders within thi@lose to
GodandUnfortunate Innocent Childremodels both support participating in mainstream
mass. However, th€lose to Godnodel supports participation in mainstream sesting
because people with intellectual disabilities aeaved to be part of the Catholic
community. On the other hand, one participatinggi@ls leader in th&nfortunate
Innocent Childrermodel supported participation in the mainstreamsswhe to the
resources required to create a separate settingptple with disabilities.

Closeto God

The experiences and beliefs of four religious leadeade up th€lose to God
model. Within this model, participating religiowesaders viewed people with intellectual
disabilities as possessing extraordinary skills laanng a close relationship with God.

Participating religious leaders also believed geiple with intellectual disabilities have
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a purpose, which is to be present to their faitmanities to exemplify their
relationship with God and their disability. Panpiating religious leaders generally
supported inclusion of people with intellectualatigities within the mainstream mass.
Additionally, they have experience with individu&gh intellectual disabilities engaging
as volunteers and Eucharistic ministers while edseiving Holy Communion.

This model focuses on viewing people with intelledtdisabilities as possessing
exceptional skill or knowledge and being closeGtmd than people without intellectual
disabilities. More specifically, participating rgious leaders adhered to the savant
syndrome which is a label used to describe peofledevelopmental disabilities who
possess skills at a level believed to be inconstistéh their intellectual functioning.
When describing a person with whom a participateigious leader had a relationship
with, he emphasized the person with intellectushdility having the ability to memorize
information like local bus systems and schedulesayng:

“I mean, he can get on a bus and go anywhere..ls§ jt's almost savant. You

know, | don’t even know if that would be accuraig, yeah it's amazing how he’s

managed to do that or in a relatively short perafdime.”

People with intellectual disabilities were alsoadésed as having the ability to
understanding God in a way that people withoutliettual disabilities do not.
Participating religious leaders described peopté witellectual disabilities as possessing
a visceral understanding of religion where thdiattenship with God is inherently part
of their being rather than a relationship thatugtlthrough experience and religious

observances.



PERSPECTIVES OF RELIGIOUS LEADERS 140

When describing experiences with individuals wiitellectual disabilities, some
research participants discussed their experientbd WArche in various parts of the
United States. L'Arche is an international faitrsbd community of individuals with and
without intellectual and developmental disabilitith homes and support networks in
various parts of the world. L’Arche is rooted irrtRoman Catholic tradition, but its
communities today are inter-religious and acceppjeeof all faiths (L’Arche USA,
2013). When discussing experiences with the L’Arcbmmunity, one participating
religious leader said:

“Cause | think people in the L’Arche, | think thegpd a deeper, you know, they |

mean they didn’t have all this, you know don’t hall¢he prejudice...it’s just a

very kind of raw simple approach to it.”

Similarly, another participating religious leadaids “There is a real grace in
their lives and a power in their lives. They undansl a lot more than we do because
they’re open.”Another participating religious leader describleel &pproach of
individuals with intellectual disabilities towardligious life as beinmore divine in a
sense.”Common to these sentiments is the focus on indalglwith intellectual
disabilities possessing inherent qualities thatuaigue from others without intellectual
disabilities. These unique qualities were discussigtin a religious context that placed
people with intellectual disabilities as being €op& God because they have an
understanding or connection that was viewed tgoleeiic to people with intellectual

disabilities.
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One participating religious leader within tGése to Godnodel described people
with intellectual disabilities as suffering by sagi“he suffered from an intellectual
disability.” The label of suffering was not exclusive to pkeopith intellectual
disabilities, but the participating religious leatelieved that individuals with
intellectual disabilities suffered from the expege of loneliness and isolation. The
participating religious leader also described h@s®lindividuals as suffering from
factors such as social isolation and poverty.

Moreover, participating religious leaders withimstmodel believed that people
with intellectual disabilities have a purpose. Thepose of individuals with intellectual
disabilities is to impact members of the generalgtegation through their presence
within faith communities. In particular, participag religious leaders believed it was
important for people without disabilities to seavyeeople with intellectual disabilities
live and interact within the parish. According t@arficipating religious leaders,
individuals with intellectual disabilities beinggsent to the community involves making
visible their differences, including both the dig&pand their relationship with God. For
example, one participating religious leader said:

“For them to be an instrument of grace in the comityuby simply being present,

| have found that'’s just been incredibly powerfid. let people be exposed to

people’s honesty. To be able to see life in sonestianticulated in the simple
expressions, that is a powerful gift for a commurfto to make sure that people
are visible and honored and a part of a family, arad separated out from the

family, because family is also us.”
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According to theClose to Godnodel, individuals with intellectual disabilitiesea
not believed to be gifts from God. One participgtieligious leader explained that
people with intellectual disabilities should not\bewed as gifts from God because they
are not perfect. God is believed to be perfect.sTimdividuals with intellectual
disabilities may possess qualities that bring tletseer to God and religious life but they
are not God-like. For example, one participatingyieus leader stated:

“I don’t assign, because there is no blame, antsbal don’t want to be arrogant

and just enough to say it’s a gift to be disabletin. iot one of those people to

say you've been given a gift to be given this dfnehis cross to carry. | don't
speak in that language.”

Although people with intellectual disabilities arnewed to be closer to God,
intellectual disability is not a divine presentmumishment. Thus, even though people
with intellectual disabilities have a purpose tossewithin their community, intellectual
disabilities are not dichotomized as being eithgifteor punishment from God.

When considering causes of intellectual disabditsgthin this model, one
participating religious leader expressed that he ma concerned with the cause because
intellectual disabilities cannot be cured nor deytheed to be. The participating religious
leader’s focus was on building community becausbkdtieves that loneliness and social
isolation are the problems requiring attention.

Individuals adhering to th€lose to Godnodel also worked with people with
intellectual disabilities in ways that are uniqueni other models. Participating religious

leaders within this model have utilized seculapnteses to educate themselves on
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disability issues. For example, one participatieiggrous leader sought out funding for
his parish to be trained by a professional on howetst serve the needs of people with
disabilities. Hence, the religious leaders mademtantional effort to learn about
disability issues and aimed to include people widabilities within parish life.

Participating religious leaders within t@#ose to Godnodel also discussed how
family members, particularly parents, are a reseuncelping parish staff understand
what needs to be done to include people with itallal disabilities. For example, one
participating religious leader said:

“So far it's been really a no brainer, very easyltg because typically the

families...know more than we do and what the neeglsaaid so it's basically just

plugging ourselves in with the ne€ds.

One participating religious leader stated th#téf parents are unsure of what
needs to be done, to promote inclusion, the p&ashcontacted the Archdiocese of
Portland in Oregon to learn what can be done tarerngeople with intellectual
disabilities are included within the parish.

One participating religious leader led mass in &ahis participating religious
leader adhered to tl&ose to Godnodel because he expressed similar attitudes & oth
participants within the model. The participatingg®us leader who had experience with
a Latino congregation found that Latinos accepesapfe with intellectual disabilities.
According to the participating religious leaderggtance was defined as being okay
with an individual with intellectual disabilitieatting out and moving around during

mass. Based on the experience of this one paftilcgpeeligious leader, parishioners
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attending mass held in English generally experiériear when initially attending mass
with people with intellectual disabilities.

Participating religious leaders within tl#ose to Godnodel have reacted to
negative attitudes toward people with disabilibesong parishioners by raising
awareness. For example, one parish’s mission etkpliccuses on the inclusion of
marginalized groups. Additionally, one participatireligious leader held retreats to help
educate people about marginalized groups. Thraeipating religious leaders raised
awareness during mass and through local Catholttars®urces (e.g., bulletins, blogs).

When considering action on the part of religiowslkers in reaction to parishioner
complaints about the presence of individuals witlellectual disabilities, participating
religious leaders within th€lose to Godnodel were comfortable making decisions
without parishioner support. For example, when desg an experience with a
parishioner who felt uncomfortable with people wdikabilities at mass, one
participating religious leader said)Ve’re not going to change things because somebody
feels uncomfortable. There are other places. Wendat we are. And intentionally,
deliberately” However, decisions made by religious leadersreltieey do not have the
full support of their parishioners were typicaligmited to issues the religious leader finds
important. For participating religious leadershe €lose toGodmodel, inclusion of
individuals with intellectual disabilities was deibed to be important. Other areas of
importance for participating religious leaders witthis model included creating

community and working with people with addictiomslghose experiencing poverty. For
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other decisions, religious leaders described warkith their parish council and parish
staff for input on what needs to done and how p#rmaild be implemented.

In regard to participation within parish life, glirticipating religious leaders
within theClose to Godnodel were proponents for inclusion within maieam mass
rather than having a segregated mass for peoptedigébilities. One patrticipating
religious leader believe that a parish is made diw@se community, which includes
people with disabilities. However, if people witisabilities are in segregated settings
within the parish, the participating religious leadelieved that the experience and
relationship parishioners have with God would bedbred. Segregation within a faith
community would create an artificial environmergcause it does not accurately reflect
Catholics. When describing his opinion toward isghn within mainstream mass, he
said:

“For the people who want to be exclusionary...it ddesake pastoral sense to

me, because how can | speak, how can | ever betieffe.unless they'rgpeople

who want to be exclusionarthere to share the word with thgpersons with
intellectual disabilities]to share sacraments with th¢people with intellectual
disabilities] how can we expect thgpeople who want to be exclusionaty]
have that moment and that relationship with Godrigker to experience that
desire to know God better...I prefer to be inclusigria that way...so as far as
I’m concerned, if they’re there, they're teachablibey’re there for a reason.
However, one participating religious leader who kadwledge of adaptive

liturgies acknowledged that segregated settingsmeaynportant for families with
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individuals with disabilities, but his knowledgetbe reasons is limited to what he knows
of the experiences of parents of children with bliiges. He recognized the stigma
parents of children with disabilities experiencet be is unsure if there is a correct
decision about whether segregated liturgies shexikt. The participating religious
leader described what he learned from parentsitafreh with disabilities:

“Families of those people you know with intellectlighbilities and other

disabilities, they have told me that you have reaidf how hard it is on us to sit

in a regular mass when they feel like they’re bgutgped or the person with the

disability themselves can’t handle crowds. Soliiks if we don’t do this [adaptive

liturgy], you know for a lot of those families igsetty much the one mass they go

to...so I'm conflicted heré

Participating religious leaders within tidose to Godnodel also had experience
with individuals with intellectual disabilities garipating in parish life as volunteers,
Eucharistic ministers, and receiving communiontiBi@ation in such roles was initiated
both by religious leaders and parishioners witkliattual disabilities. Participating
religious leaders also recognized the diversitgxperience and ability where they stated,
“They can do whatever they want to do if they adteuit and we can ask them to do
things that they would be able to dénother participating religious leader saidh “
worship, in the learning process, in volunteeriaggd service, uh, just the same way
anybody else would be but at their chosen lével

Participating religious leaders also made accommmmuafor people with

intellectual disabilities to participate. One pagating religious leader gave communion
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to a person with intellectual disabilities who we part of his parish boundaries,
because no other priest in the area would giveriae with intellectual disability
communion. The participating religious leader désat the experience as such:

“The mother came to me and this gentleman he sdffere an intellectual

disability. We were the same age at the time, anslad to me that she had tried

to bring him to almost every Catholic parish in {ogy] area, and no priest
would give him communion. And so | said to her, kmaw, that's no problem.

We’'ll work together.

When individuals with intellectual disabilities fi@ted participation or were
asked to engage in a role, participating religieaslers discussed engaging in training or
mentoring to teach people with intellectual diséibg about the role. Roles like pouring
juice after mass may require support through a ardat persons with intellectual
disabilities, but that mentorship is not offeregptmple without disabilities. On the other
hand, training for roles in sacraments like a Eushia minister was provided to all
parishioners regardless of whether they have dilliya

Participating religious leaders also discussedmaocodations in terms of
communication. One participating religious leadiscdssed his experiences with a
parishioner with intellectual disabilities who isti@e in multiple ways within the parish.
When working with the individual with intellectudisabilities, the participating religious
leader avoided abstract concepts and explainedatton in ways that are more

concrete. Another participating religious leades Hane mass for multiple L’Arche
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communities and acknowledged the importance of comcating information in a way
that is helpful. He described his approach as vgdto
“My general approach is that | never want to impogeagenda on them
[L’Arche communities]. You know, often times thdtdo to a lot of parishes over
the course of a year and so often they’ll go ‘hawdu do mass, father?’ It's the
wrong question for me. | say, ‘no, how do you @d’in here to help you pray,
and you've been doing it.” But some guys they gl \ekay, I’'m gonna show
them the right way.” Uhhh, no. [laughing]. You knots how do they, how does
that local community do it, including how does liteal, how does the L’Arche
community do it?
Overall, participating religious leaders adheriogheClose to Godanodel
viewed people with intellectual disabilities having extraordinary qualities that made
them closer to God in terms of understanding amshecting with God. Those ascribing
to this model also believed that individuals “suffieom their intellectual disabilities and
their purpose in life is to be present to thosdauit disabilities. Th€lose to Goanodel
posits that the presence of individuals with igetiial disabilities exposes people
without intellectual disabilities to the diversityat exists within life. Another unique
aspect of participating religious leaders withirs tinodel is that when faced with the
negative attitudes of parishioners toward peopté wmitellectual disabilities, they have
made the decision to go against the wishes oflgansrs without disabilities by

including people with intellectual disabilities Wwih parish life.
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Conformity . The model ofconformitycomprises the beliefs and experiences of
two participating religious leaders. Those adhetothe model o€Conformitybelieve it
is essential for people with intellectual disaektto conform to what is viewed to be the
norm and/or desired socially in order to succegsharticipate within faith communities.
Participating religious leaders described the ntarine accommodations that suit
individuals without disabilities and a high levélemlucation. Within this model, systems
of support, such as accommodations, are not aiplawsption to facilitate participation.
Therefore, if a person with intellectual disabdgicannot function within the present
context of the parish, participation is barred. Taigonale for exclusion is that
participating religious leaders do not have theetbmserve individuals with intellectual
disabilities and that persons with intellectuabdbisities are not a priority within the
church.

Similar to theClose to Godnodel, participating religious leaders did not use
people first language. Participating religious Eaddescribed persons with intellectual
disabilities as “handicapped person” and “Down sgntk” person. One participating
religious leader also made a statement, where peagiout intellectual disabilities were
labeled as “normal,” which infers that people wiitellectual disabilities are not normal:
“So we had all normal kids afidame of person with intellectual disabilities].”

Both participating religious leaders reported hgwielationships with individuals
with disabilities. One participating religious leaidelieved his child has a developmental
disability, but he chose not to seek a diagnosmoancil from a professional working in

the area of disability. He expressed feeling fatstl with his child for spending time
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alone and not taking initiative in activities. He@described relatives who are parents of
children with disabilities experiencing social sbn and that he anticipates his son with
a possible disability living with him for the lorigrm. The other participating religious
leader had a friendship with a couple that havawgtter with intellectual disability.

When describing ones leadership role within théspaone religious leader
expressed that his authority is influenced by theds and wants of his parishioners
without disabilities. He specifically said, have immense power, yet my powers,
authority, and they’re limited by what the peopieegme...and what they allgWw hus,
participating religious leaders within this modedyrbe more likely to be influenced by
the preferences of parishioners. The other padiuig religious leader explicitly stated
that his leadership role in no way concerned peole intellectual disabilities. When
describing a former parishioner with intellectuedabilities, he shared at that the former
parishioner used public transportation and neeéfadetting to the bus stop. The
participating religious leader said:

“1 didn’t have the time or energy or ability to daah for her. | didn't...the priest

wants certain things done, and helping somebodiggdus and getting in, you

know that’s not part of it

In fact, when discussing priorities of the parigarticipating religious leaders
believed that disability issues were not import&@nrte religious leaders expressed lacking
the time and skills required to work with peopleéhdisabilities, and both participating

religious leaders did not have an interest in digglissues. For example, one



PERSPECTIVES OF RELIGIOUS LEADERS 151
participating religious leader openly expressed tigehad no interest in working with
people with disabilities within his parish whendtated the following:

“It's like there’s so much to do here and uh, | hapetoo many people with

wheelchairs come here where we have to deal wigtoit know? And in a sense,

you know what’s what I’'m saying, who’s going togiakho’s going to deal with
that one, you know/?

Although one participating religious leader ackieniged that the Bishop chose
to maintain the Office for People with Disabilitjigmrticipating religious leaders also
believed that disability issues were not a priowithin the larger Catholic church. One
participating religious leader stated that thedari@atholic church has more important
issues to concern itself. One issue mentioned estchdiocese of Portland filing
bankruptcy in 2004 as a result of the financiaistit experienced from the multi-million
dollar sex abuse lawsuits. A participating religideader also stated that the relatively
small population of people with disabilities deetisability issues to not be of concern.
Instead, one patrticipating religious leader belietheat the church focuses on working
with the Latino community due to its size withiret@atholic faith community.

Generally, the two participating religious leadaevghin theConformitymodel,
were concerned about parishioners pursuing lawdtiisexample, one parishioner said,
“These days, such a litigious society, trying tqoke out of trouble, keeping people from
falling, and then having some disability becaussytve fallen” One participating
religious leader said that the fear of a lawsu# been grounds for barring participation

for people with disabilities because they are vigteebe at higher risk for injury.
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Therefore, if an individual is unable to performo#e given the structure of the parish,
individuals are denied participation. More speaeifig, an example was shared where an
individual who was blind had a desire to particgit a role that involved climbing
stairs. The participating religious leader did believe the man who was blind would be
able to climb the stairs without injuring himseoreover, the religious leader would not
consider creating accommodations where the actemsred of the role are relocated or
allowing a person to walk with the man who was dblin

Related to the example above, both participatitigioeis leaders within the
Conformitymodel did not view the parish to be a flexiblentalleable setting. They
believed that individuals have to fit in to the #omment, because the environment
would not be changed for people with intellectuabdilities. Thus, participating
religious leaders within thEonformitymodel were unwilling to create accommodations
for parishioners with disabilities.

In regard to the nature of intellectual disabitiheConformitymodel adheres to
the belief that people with intellectual disabdgilack complexity, which can include the
capability of reason, self-awareness, and selfrdetation. These attributes define
personhood and the absence of the attributes maly meople with intellectual
disabilities are not fully human beings. More sfieally, according to this belief, people
with intellectual disabilities do not experiencerwoor negative emotions and are easy to

please. For example, one participating religioasléz said:
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“He was always happy. You know, if the Oregon Ducksthat day, he was
really happy...he was simple, life was simple, sontleeoother kids, normal kids
they got stressed out by work and stuff like that.

Similar to theClose to Godnodel, Participating religious leaders also b&ldev
that people with intellectual disabilities havelagose in life. However, the way in
which participants described the purpose of indiald with intellectual disabilities
within the Conformitymodel was different from that articulated in th®se to God
model One participating religious leader believed thakdren with intellectual
disabilities are born to teach their parents ahtingjs how to love. He also stated that
having a parishioner with a disability also provtle community the opportunity to love
and view their lives differently. For example, herticipating religious leader said:

“So these handicapped people, God places there.vaaigian opportunity ...to

expand our hearts and to hear another’s journey nldok through their eyes

and that might be a very saving grace actuallyhdy actually do that. ‘Cause if
we just stay within ourselves, and selfish, yowktiat’'s kind of the definition of
hell, is to be with yourself forevér.

One participating religious leader within tGenformitymodel reported having
disability related training. His training involvexhe visit to a state institution for people
with intellectual and developmental disabilitiesrther, one participating religious
leader stated that there is a shortage of priestsherefore serving as a mentee and
learning through the experiences of other priestst readily available. However, the

participating religious leader stated, if he neetbeléarn about disability issues, he
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would seek help from university professors in resgraphic area as well as state and
county organizations engaging in disability speaiork.

Notably, preferences based on ethnicity and sooit@uic status were also
expressed by both religious leaders when consig@anishioner groups. For example,
one patrticipating religious leader expressed adjkor Asians in comparison to Latinos.
The participating religious leader said:

“They’re [Asians] very um, they do well in computg@u know they’re not like

the Hispanic community where you know, fixing uphotel beds...doing those

service things. But they tend to do well in comsuéad those kinds of
things...they’re so kind and gracious, so like | daediore, when I’'m with them,
you know heaven’s gonna be like this

Similarly, the other participating religious leadxpressed a preference for
people of high socioeconomic status. He descrilddif as being “lucky” to be
preaching to a group where 75% of parishioners lggaduate degrees and access to
resources that others do not have. When reflectimigis experience, the participating
religious leader said,Y'ou know, | can use big words and they underst&adt’s kind of
fun preaching’

Faith communities being an environment for intelials was important for both
participating religious leaders. Both participatiefjgious leaders opposed integration of
people with intellectual disabilities within mairsam mass. The belief held by
participating religious leaders is that communmativould be a barrier for people with

intellectual disabilities. For example, one papating religious leader saidThe
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environment is too intellectual for them, they wibked a translator. [laughing] Like
you see for the deaf or something like thiaitwas also stated that people with
intellectual disabilities would be unable to papgate given the fast pace environment of
the church and the presumed inability to followrgavith the different parts of mass on
the part of people with intellectual disabiliti@$us, people with intellectual disabilities
are devalued because they do not conform to wheatpected from mainstream society.
More specifically, a participating religious leacaid:

“Normal people are just going so fast, things thatde that | feel that they're

probably left to the side. Um, unless somebodystan down and say hello to

them...l guess an extended sense they’re not predugbu know, what good are
they? They're in the aisle, they're in the way.

When patrticipating religious leaders encountemppewith intellectual
disabilities, they typically refer them to othelfer example, one participating religious
leader explained that a woman contacted by telepbecause she wanted to advocate
for people with disabilities in the parish. Duritige phone conversations, the
participating religious leader listened to what w@man had to say, but he did not
consider a possible role for her within his pariBhe participating religious leader said
he would refer her to the Office for People witts&hilities at the Archdiocese if she
called again, because he is not an expert in dityalssues. The participating religious
leader also believed that for people with intellatdisabilities to participate within the
parish, they would require an advocate withoutsaloility. The participating religious

leader believed that people with intellectual diktads are not effective in
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communicating their needs and wants. This may lagegkto learned helplessness where
the needs and wants of persons with intellectisgtiiities have been ignored. More
specifically, the participating religious leaderdsa

“I'm thinking um, the ones that are not handicappad yell louder or get in your

face and the, maybe they’ve just learned uh, yowkhey're kind of just pushed

to the side unless you have, | guess unless yaudapecial advocate for them in
the parish’

In contrast, one participating religious leadersshto hire a person with Down
syndrome to work in the parish. The decision te tire person with Down syndrome
was based on the patrticipating religious lead&iationship with the parents of the
employee. Furthermore, when describing the emplaygeDown syndrome, she was
described as being more like people without dig#sl When describing the employee,
the participating religious leader said:

“She’s very bright, and has her own little apartmsm takes care of. And she

takes care of her accounts and all that...does her slvopping’

The decision to hire the person with Down syndraam@e about when the
mother of the employee, a friend of the participgtieligious leader, shared that the
woman with Down syndrome needed a job. At thistggether with the mother of a
woman with Down syndrome, the participating religgdeader offered the woman with
Down syndrome a job. The participating religiouasder asked the mother to
communicate the job offer to her daughter. Of ntte participating religious leader

explicitly expressed a preference for people widtwid syndrome versus other types of
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intellectual disabilities. When discussing peoplthwntellectual disabilities within his
parish, the participating religious leader said,Dawn syndrome type have been easier
people”

Both participating religious leaders making up @@nformitymodel had
experiences with adults with intellectual disakbtwithin their parish. They believed
that parishioners must initiate participation witlihe life of the parish. For example, if a
position as a greeter is available to parishiorgagjcipating religious leaders within the
Conformitymodel expect parishioners to indicate that theyld/itike to participate.
Participating religious leaders in this model wontit ask specific individuals if they
wanted to participate as a greeter. One particigatligious leader stated,¢an’t be
calling people to say why didn’t you call me. Thaye to have initiativé

If parishioners with disabilities initiate partiepon, eligibility must be
determined. If a person with intellectual disalabtwanted to be a Eucharistic minister,
they would have to meet with the staff person iargk of religious formation. The staff
person would determine whether the individual ustigrds that Eucharistic ministers do
not simply give out bread and wine but insteadhttead and wine represent the blood
and body of Christ. In one example shared by agyaating religious leader, a person
with physical and intellectual disabilities wantedparticipate in a role during mass. The
participating religious leader was unwilling to wBEommodations that would allow for
the parishioner to partake in the role. Both pgréting religious leaders expressed that
participation within the life of the parish is okawly if they conform to the environment.

Thus, making alterations to the context was nog¢piable. One participating religious
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leader described it by stating;d like mainstreaming people in classrooms or sichioo
something. Uh. | think it's great, you know if tlieynot totally disruptive, you knaiv
When describing the experiences of prohibitingipgdtion within the parish to two
individuals with disabilities, a participating rgious leader described the individuals as
being aggressive and angry about issues concettmairgights, in his view,
inappropriate behavior in this setting.

Lastly, although participating religious leadersl ltantact with people with
intellectual disabilities, they described theiatenship to be limited. One participating
religious leader knew that parishioners with dibts are present within his parish but
he does not connect with them. For example, he said

“l see them in wheelchairs or that, but | tend, kpnaw | say hi...l kind of also

walk by because there’s people that are walking youwknow I'm working with

them...it makes me think...well they're in a wheelg¢ls&iould | know anything
more than that? [laughing] That kind of thirig.

The participating religious leader also expressetirig uncomfortable in the
presence of people with disabilities. He expresss#dknowing what to do or how to
interact with people with disabilities. More spexidly, he stated:

“Yeah, we have our coffee and donuts...[name of pergbrdisability] goes

down there quite a bit...when people see someonis tligtin a wheelchair or

whatever, there’s sort of a uncomfortableness. d@nit know what to do, what

to say.”



PERSPECTIVES OF RELIGIOUS LEADERS 159

He also acknowledged that although he is traineadragister, he is like any
other person without disability when in the preseatpeople with disabilities. This
participating religious leader chooses to intevaith his friends who are not individuals
with disabilities. When describing his reactioraisetting with people with disabilities,
the participating religious leader said:

“I'm a minister but at coffee and donuts, as hunb@mngs are, they kind of know

who their friends are, so most every Sunday thesitteng with the same friends,

you know’

In summary, participating religious leaders adigeto theConformitymodel
believe that people with intellectual disabilit&sould only participate within the life of
the parish if they can within the existing contekthe parish. Additionally, the
Conformitymodel also expresses a preference for certaimpgrotindividuals perceived
as more desirable. Ti@onformitymodel does not view disability issues to be impdrta
within parish life and therefore, accommodatioresrast considered for implementation
to include people with disabilities. However, wreeperson is accepted within the parish
environment, acceptance may be contingent uponvireiinthe individual with
intellectual disabilities conforms to what is exygetof them within mainstream society.

Unfortunate innocent children. The model ofnfortunate Innocent Childreis
comprised of the experiences and beliefs of twti@pating religious leaders.
Participating religious leaders within this modew people with intellectual disabilities
to be innocent and to be children in adult bodReople without intellectual disabilities

were described to be fortunate when compared veitiple with intellectual disabilities.
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This model also posits that people with intellettlisabilities are meant to serve some
unspecified purpose for their families.

Within this model, people first language was ratsistently utilized.

Participating religious leaders used descriptoch ss “handicap folk.” One participating
religious leader did use people first language wdsgrnng “people who are dumb.”
According to thdJnfortunate Innocent Childremodel, people with intellectual
disabilities are perceived to be ill fated or utdioiate and incapable of wrongdoing due
to limited development.

When comparing people with and without intellectligabilities, people without
intellectual disabilities where described as bdortunate thereby denoting that people
with intellectual disabilities are ill-fated andfortunate. When describing an experience
where a participating religious leader worked witluth visiting people with severe
disabilities (including people with intellectualkdbilities), he described the disability
related work he engages in as follows:

“They’d[youth without disabilitiesjust go thinking about how fortunate they are,

and their life, and how thankful they are for bethgre to help those people...so |

have quite a bit of experience with the changéépersonality of these
youngsters as they interacted with the less foteifaks”

In addition to being unfortunate, people with ligetual disabilities were also
viewed as innocent children. Generally, participgtieligious leaders believed that
people with intellectual disabilities cease devaiept in childhood and therefore are not

capable of malice. For example, one participateligious leader saidAnd these people
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even though they were adults, mentally they wdtelsiidren.” Hence, people with
intellectual disabilities are viewed to be incagabl committing sin because they do not
have evil will. Relatedly, one participating rebgis leader questioned the participation of
individuals with intellectual disabilities in thagament of penance. Although the
participating religious leader questioned the gbdf individuals with intellectual
disabilities to sin, he did hear a woman with ileetiual disabilities’ confession and gave
her absolution. When discussing the participatiba person with intellectual disabilities
in the sacrament of penance, he described hisapand experience as follows:

“My heart goes out to them ‘cause | think there@hsan innocence in this person

that | don’t know how much of this is a sin, bgtie them absolution...no, she

doesn’t understand that it's a sin or she thinksat sin because she’s there in

confession. | don’t know myself if that is reallgia for her...just because of the

innocence of the persdn

Participating religious leaders adhering to thdortunate Innocent Children
model also believed that people with intellectuabdilities were born to serve a purpose.
Here, participating religious leaders believed ttrakdren with intellectual disabilities
were born into families that require some form eliph Families who provide love and
assistance to their family member with intellectdisiability will eventually be rewarded
in some way. The participating religious leader md specify the nature of the reward.
One participating religious leader statede“may not be or she may not be the perfect
human being, but that child will change you, if yost keep loving that child and helping

that child”
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In regard to the presence of people with intellaktiisabilities within the life of
the parish, one participating religious leaderdaedd that there should not be an adaptive
liturgy due to the amount of time and effort invedvin preparing for the Sunday
Eucharist. However, this participating religiouader was not aware of the Office for
People with Disabilities at the Archdiocese of Rordl and the adaptive liturgies held in
Oregon.

When considering the participation of people witteilectual disabilities within
faith communities, one participating religious leafelieved that people with intellectual
disabilities do not need to be included in sacramand other aspects of their faith
community. He believed that there are specificgdbe different segments of society
such as the role of priests being limited to malé® participating religious leader also
stated that priesthood would not be appropriat@afoindividual with intellectual
disabilities due of the responsibilities priestgénto parishioners. The participating
religious leader stated:

“1 don’t think we need to promote inclusion in tepécific aregsacramentsfhat

you know, it may not be for people with disab#itieso inclusion doesn’t mean

that everyone needs to have access to everythongsnow because that's not
true of the world either [laughing], you kndw

Additionally, with regard to creating physical aoomodations, the participating
religious leader believed that the physical stectaf the church trumped the needs of
people requiring structural changes for accommodatiMore specifically, he was

opposed to the idea of having to create a struathemnge when he statedt’s not an
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option to modify that or build a ramp or anythirggcause we cannot change the facade
of the church because the church is sa”dlthe participating religious leader stressed the
importance of preserving older churches. Similah&Conformitymodel, the religious
leader believed that people with disabilities sdatllange so that they fit into the
environment of the parish.

One participating religious leader discussed howntezacts with people with
intellectual disabilities. He described communigatio be frustrating when he has
difficulty understanding people with intellectuasdbilities. However, he stated that
being patient and present are important as weheasvillingness to hug and express love
toward people with intellectual disabilities.

Both participating religious leaders believed thepple with intellectual
disabilities should not be left alone. One partdtipg religious leader said that he would
not leave a person with intellectual disabilitiéen@ in any setting because they require
help while the other participating religious leade&s concerned about protecting all
individuals in the environment. The participatirdjgious leader expressed concern
about people without intellectual disabilities tadiadvantage of people with intellectual
disabilities and therefore felt a need to prothet. He also expressed needing to protect
the way in which people with intellectual disalidg interact with others. For example,
when the participating religious leader worked wittuth, he announced impromptu
breaks to remove the person with intellectual digegs from the given environment to

communicate one-on-one when he sensed somethirg begvrong.
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TheUnfortunate Innocent Childremodel views individuals with intellectual
disabilities as unfavored eternal children who hiawéed development and an inability
to commit sin. The purpose of people with intelledtdisabilities is believed to provide
help to families of children with intellectual dislties, which is received in exchange
for love and help. Additionally, promoting inclusiovithin the parish life may not be
necessary within the model because inclusion iasgects of parish life is believed to be
unnecessary. Thus, there may be specific rolesatkatiewed to be appropriate for
people with intellectual disabilities but not otheFactors such as the level of
responsibility involved in a position are considete determine whether person with
intellectual disabilities should participate inarcular role.

Deficiency.The fourth modelDeficiency represents the experiences and beliefs
of three participating religious leaders. Theficiencymodel posits that people with
intellectual disabilities are defective or incontpland require fixing. However,
intellectual disabilities are not viewed to be aseuor punishment. There was also a
belief that religious healings are possible forimas people including those with
intellectual disabilities, but all people with ileetual disabilities undergoing a healing
may not be cured.

Like the previous three models, participating rielig leaders within the
Deficiencymodel used phrases such as “she’s intellectualbaired,” and “those who
are disabled.” Of the participating religious leedeithin theDeficiencymodel, one
participating religious leader had extensive cantath people with intellectual

disabilities. This individual worked with peoplettvia variety of disabilities within his
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faith community, and some of those people hadladrlal disabilities. The other
participating religious leader also had extensiwatact with youth with intellectual
disabilities, but this contact took place in a prole serving people both in and outside
of the Catholic faith community. Lastly, one pagting religious leader had limited
contact with individuals with intellectual disalbiéis. For the participating religious
leader with limited contact, three individuals witttellectual disabilities once attended
the participating religious leader’s parish, butdi not build close relationships with the
parishioners.

TheDeficiencymodel views intellectual disabilities to be dedici or lacking but
not inferior or unfavorable to God. Moreover, itislieved that individuals with
disabilities should seek to fix their disabilityn®participating religious leader believed
that people seek God to fix them and make thenebettthough two participating
religious leaders believed in the possibility dkeitectual disabilities being healed, they
also stated that the spiritual aspect of one’sdifimore important than a person’s body or
mind. One participating religious leader explaihesiview of disability needing to be
fixed as follows:

“People talk about differently abled, well, or thg@ment about the deaf who

you know there are some people in the deaf comynwhib oppose cochlear

implants. If | were deaf, I'd kill to get one ob#e things...it's better to be able to
hear than not to hear. Now that doesn’t mean tteatgbe who don’t have hearing

who either never had it or who lose it, you know bad people or that they are
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sinners or that they are inferior in some way. Bstbetter to hear than not to be
able to hear. Uh, it's better to see than not tcabée to seé.

Participating religious leaders did explain thellectual disabilities are “not
necessarily a curse” but it could be a result ofous factors including those that may not
be understood by scientists or faith leaders. Titb@three religious leaders did state
that people with intellectual disabilities may bemnblessed than people without
disabilities. One of the participating religiouadiers stated that individuals with
intellectual disabilities may be more blessed bseahey need God’s blessings more
than people without intellectual disabilities. Thhecause people with intellectual
disabilities are viewed to be deficient, they reguadditional blessings from God.

Two participating religious leaders also sharesrtheliefs about religious
healings. One participating religious leader expgdithat he believed that Jesus had the
power to heal people. More specifically, he stdted negative emotions or well-being
could impact individuals physically, which may ré#so a disability. The participating
religious leader also questioned whether the wayhith people live their lives
determines whether a person develops a disaliityexample, he questioned whether
people develop dementia because they did not Ihapay and free life. The
participating religious leader also provided thibofwing example:

“l know there is a lot of scientific evidence tragfveness makes a huge

difference in a person’s physical bodily health...b&the person was so bound

by his resentment that it caused a physical ailntiegit causes paralysis
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When discussing healing, the other participataimious leader shared that he
has engaged in healings. The healing involved prawiith people seeking healing of
some aspect. For example, healing can be doneiteetli remove paralysis or cancer.
However, he is cautious about the healing prodessause people are not always healed
in ways that are visible to human beings. For eXapgperson may be emotionally
healed through a process over time but they mapaghysically healed immediately. In
cases where an individual is not healed, the twgioes leaders stated that they did not
have a way of knowing why the healing process vadsuccessful.

An inconsistency within thBeficiencymodel is that participating religious
leaders had differing views on whether people withkllectual disabilities should
participate within a segregated setting like thepdigre liturgy or if they should
participate in the mainstream mass. Two partiaigateligious leaders believed that
people with intellectual disabilities should pagete in both settings. Although they
believed that people with disabilities are defitiensome way, disability status is not a
primary concern in the context of religious worshipr example, if an adaptive liturgy is
offered once a month in a community, individualewdd be welcome to attend it in
addition to participating within the mainstream & the remainder of the month.
According to one participating religious leadertheg adaptive liturgy, priests can preach
in a way that allows them to connect with peopléhvntellectual disabilities. For
example, when preaching to people with disabiliteese participating religious leader
connects the gospel to day-to-day activities aregts (e.g., sports) that are popular

within the parish. The adaptive liturgy also praddopportunities for the participating
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religious leader to connect with parishioners vdigabilities and encourage participation
in various ways (e.g., bringing up the gifts, conmon, Eucharistic minister). Thus,
parishes should be inclusive settings where diveesple worship together while also
having occasional gatherings to address the ndesgseoific groups. One participating
religious leader described it as follows:

“Theologically the ideal community is an inclusieenenunity where people are

there because they want to be and they choosetteebe and that their strengths

or weaknesses or abilities or disabilities maybe @relevant, what their ethnic
background, gender, or any of these things wouldds®ndary. The primary
purpose is to gather...l think that’s true with peoplith intellectual disabilities
as well as any other kinds of things, they shoeldltbie to be comfortable in, you
know, the mainstream nine o’clock mass at theiallparish, but at the same time
there is something to be said for having liturgi@soccasion that address the
specific kinds of experiences that people in théegory might have as opposed
to people in another. | think the idea would bentegrate the community so that
everybody feels a part of the community.

Of note, the above quote was stated by an indalidino supported people with
intellectual disabilities having their needs mebtigh inclusive mainstream settings and
segregated spaces while also supporting and erggamgieligious healings for people
with disabilities, including people with intellectludisabilities. Additionally, the two
participating religious leaders advocating for be¢igregated and mainstream settings for

people with intellectual disabilities did not rdaakperiences where parishioners reacted
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negatively to people with intellectual disabilitiearticipating in mainstream mass.
However, if parishioners were to find the partitipa of an individual with intellectual
disabilities to be problematic, both participatiedjgious leaders said that they would
want to talk to the person to discuss what theietset! to be a fear of people with
intellectual disabilities.

One participating religious leader was a propof@nthe participation of
individuals with intellectual disabilities withiregregated settings. Although the
participating religious leader has never attendeddaptive liturgy nor does he know
individuals with disabilities involved in it, he leved that people with disabilities
attending the adaptive liturgy would not be intégdsn participating in the mainstream
mass. He also believed that the level of inteltequired for attendance within
mainstream mass would require people without disiasito invest time and energy to
accommodate people with intellectual disabilitiesthe opinion of the participating
religious leader, parishioners do not want to nthke extra effort considering all of the
other things people have happening in their liweg.( work, family). The participating
religious leader, who has not attended an adaptivgy nor does he know individuals
with disabilities attending the adaptive liturggics

“The people that we have coming to the adaptives;s@me of them are so

handicapped enough where they would not want timalo..the adaptive mass is

a safer group, small number of people, and thelyfped at ease there.”

The patrticipating religious leader also said thatadaptive liturgy was started in

reaction to parents of children with disabilitiégesng their experiences. The
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participating religious leader described parentshairen with disabilities as feeling
stigmatized because their children may call ouindumass or do things differently. In
response to behaviors that did not conform to thema of Catholic mass, parishioners
without disabilities were not accepting of peopléhwdisabilities and their families.

TheDeficiencymodel holds that people with intellectual disal@stdo have an
issue or challenge that should be fixed. When clangig interventions, medical science
and religious healings were discussed as possins wf removing disabilities. Although
participating religious leaders believed that wamsthing inherently wrong within
people with intellectual disabilities, two of tHa¢e participating religious leaders
advocated for the participation of individuals wirttkellectual disabilities in segregated
and mainstream settings, because both settlingsezar the needs of people with
intellectual disabilities. On the other hand, oaetipipating religious leader was opposed
to integration within the mainstream mass due ¢ol#lief that individuals with
intellectual disabilities would not understand whais taking place and that
accommodations would require excessive resouroes ifidividuals within the
mainstream mass.

Human Diversity. Lastly, the fifth model is calleHuman Diversitywhich is
comprised of the experiences and beliefs of ongcgzating religious leader. Unlike the
four previous models, the participating religioaader in thé&duman Diversitynodel
most often employed people first language. He atsml the phrasdypically

developing individuals when making comparisons with autistidividuals.
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The participating religious leader grew up witrekative with an intellectual
disability and the relative was an integrated actdva member of the family. He viewed
disabilities to be a natural part of human divgrsithich is similar to differences one
would see among a group of people without disadslitThe participating religious leader
described it as follows:

“Just as we get used to in any society...there arg/ wlaaracters that you know,

the guy who is always negative about whatever yoordvhatever the process is,

the guy that’s judgmental, or the woman that’s angso these are just other

characters that are unique to the community

In regard to making sense of intellectual diséibsior understanding disability
issues, the participating religious leader belighas people doing adaptive liturgy, lay
people working in the area of disability, and peopith disabilities are the best
resources. He also stated that he would not utiieeBible to understand intellectual
disabilities, because intellectual disabilities @&apbt recognized in first century Palestine.
The discussion of demons within a person withielegious context, according to the
participating religious leader, could be a varietyhings such as psychiatric disabilities.
He also stressed the importance of understandangdhtext in which the Bible was
written, which is a time when individuals who wera viewed to be typical in some way
were assumed to be sinners. At that time, the Blb@iments instances where Jesus
expresses his acceptance and love for people vehdifferent. Thus, the participating

religious leader believed it is important to preveiscrimination.
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The patrticipating religious leader believed thaithbsegregated and integrated
mainstream settings should be available to peojiteintellectual disabilities. His stance
was similar to that expressed by the participateligious leaders who supported both
settings within théeficiencymodel. The patrticipating religious leader adhetmthe
Human Diversitymodel believed that people and groups go throagious stages in life
and some of those stages might require safe sefiongpeople of a particular group like
the adapted liturgy. Therefore, one setting ishaater than the other, but it serves a
function depending on where a person may be giverontext of their life.

In the experience of the participating religioeader, having both settings is
important because different stakeholder groups naag their own preferences. For
example, based on the experience of the partiogagéligious leader within this model,
adults with intellectual disabilities as well ad@t disabilities chose to attend and
participate within the mainstream mass while parehindividuals with intellectual
disabilities advocated for segregated settingsemarexpressed feeling stigmatized and
unwelcome within the mainstream mass. Therefotigjioas leaders may feel the need to
address the needs of multiple groups involved.

When considering the participation of individuadgh intellectual disabilities
within the life of the parish, the participatindigeous leader representing thiziman
Diversitymodel believed that individuals must have a ddsir¢he role, instead of being
tested on their knowledge of theology or the specoifie. However, finding a fit between
individuals and roles within the faith communityailso important because the

participating religious leader would not want tové@a person with an intellectual
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disability attempt engaging in a role they werehledo fully participate in. For example,
he would not ask someone with cerebral palsy td hatup of wine unless he knew they
could hold a cup.

When working with people with intellectual disabés, the participating religious
leader believed that it is important to be openrtexpected experiences, which may
require getting accustomed to over time. Additibnalhen communicating with
individuals with intellectual disabilities, the piarpating religious leader described how
he goes about it:

“Stop, slow down, and engage, explain yourself bhad te-explain yourself when

that explanation didn’t work. And then finally mdweestory telling or even simple

diagrams or whatever you need to do to help theviddal.”

Furthermore, the participating religious leadeoaagaged in larger scale
accommodations for people with intellectual diséibs. In one instance, a woman with
an intellectual disability wanted to receive ficstmmunion but was not comfortable with
people outside of her family and she did not lilkeev. The participating religious leader
worked with the woman’s family to hold the firstramunion at a private location where
the woman'’s brother was used as a proxy for thega®of first communion. Thus, the
brother went through the actions for his sisted @nen an eyedropper was used to place
a drop of water on her head.

Overall, theHuman Diversitymodel views disability to be akin to the natural
variety in human beings along dimensions such @s aad ethnicity. The model focuses

on including people with intellectual disabilitizBways that they want to be included
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and utilizing accommodations when needed. The maldelrecognizes that multiple
stakeholders exist when working with people witbatilities with varying needs as well
as the recognition that people with disabilitieséndiverse needs. Therefore, the model
supports having people with intellectual disalabtin both mainstream mass as well as
segregated settings that are tailored for people adsabilities.

An exploration of the attitudes and beliefs altbetmeaning of intellectual
disabilities among religious leaders yielded fiveque models of intellectual disability
which include: (1)Close to God(2) Conformity (3) Unfortunate Innocent Childrer{4)
Deficient and (5)Human Diversity The models represent the ways in which
participating religious leaders described the irhenature of people with intellectual
disabilities, their purpose in life, possible caiséintellectual disability, resources
utilized and actions taken on the part of religireders when working with people with
intellectual disabilities, as well as beliefs abthé ways in which people with intellectual

disabilities should be present and participataithfcommunities.
Discussion

This dissertation aimed to understand the perspectf Catholic religious
leaders toward the participation of individualsiwinitellectual disabilities in faith
communities as well as how Catholic religious leadeake meaning of intellectual
disabilities. More specifically, Catholic priespgrochial vicars, and deacons were
interviewed to address three overarching researebtmpns, viz. (1) What types of
experiences, in and outside of faith communitiestedigious leaders have with

individuals with intellectual disabilities?; (2) Vehare the beliefs of religious leaders
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toward the involvement of individuals with intelteal disabilities within faith
communities?; and (3) How does religion inform timelerstanding of intellectual
disabilities among religious leaders? Through gdmahtheory procedures and analysis,
five models of intellectual disability were createdunderstand how meaning is made of
intellectual disabilities. Each model organizesnhdtidimensional aspects of disability
issues within faith communities that address al¢lresearch questions. The five
resulting models include (Dlose to God(2) Conformity (3) Unfortunate Innocent
Children, (4) Deficient and (5)Human Diversity

Generally, participating religious leaders in @lese to Godnodel believed that
people with intellectual disabilities have a radaship to God that is closer than the
relationship people without intellectual disabdgihave with God. Th@onformitymodel
involves beliefs about people with intellectualatidities needing to conform and adjust
to parish environments rather than altering envirents. Additionally, participating
religious leaders in th€onformitymodel expressed not being interested in disability
issues. Th&nfortunate Innocent Childremodel posits that individuals with intellectual
disabilities are children in adult bodies, and Eredicientmodel holds that people with
intellectual disabilities are incomplete and regdixring through means like religious
healing. Lastly, the participating religious leadetheHuman Diversitynodel believed
that creating a person-environment fit was impdréand participation should be
supported in both segregated and mainstream se{seg Table 2 for more defining

features for each model).
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The development of the five models of intellectdighbility is intended to begin
to explore gaps in knowledge, namely the partiocgmadf individuals with intellectual
disabilities in faith communities and perspectieéfith leaders toward people with
intellectual disabilities. The exploratory natufelee present dissertation serves as a first
step to further deepen our understanding aboytdkgion of people with intellectual
disabilities in Catholic faith communities to prg@oand implement changes, as needed,
so that Catholics with intellectual disabilitie® anvolved and participating in ways that
they choose.

It is important to note that the shift in termiagy from mental retardation to
intellectual disabilities is within our recent pastwas only in 2007 that the American
Association on Mental Retardation changed its neortke American Association on
Intellectual and Developmental Disabilities (AAIDBrabhala, 2006). Additionally,
disability related language is dynamic where telhange had relatively short term use
(e.g., mental deficiency was changed to mentatdateon in the 1970s; Foreman, 2005).

Most participating religious leaders in the pressntly utilized outdated
terminology. More specifically, participating relkgis leaders, excluding the one in the
Human Diversitymodel, did not employ people-first language. auéting religious
leaders in these four models also described timeienstanding of intellectual disabilities
and their views toward people with intellectualatigities in ways that indicate that
people with intellectual disabilities are viewedtlasir disability and not as full human
beings. This language is also associated with dical model, which places people

with disabilities in stigmatizing categories theyetlowing the general public to view
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people with disabilities as their disability categ¢e.g., the disabled). Since the 1970s,
people with disabilities have emphasized using [gefist language. However,
utilization of terminology that is rooted in the dieal model may be because it may
require time for individuals outside of the disagicommunity to learn about the
language preferred by people with intellectual biiltées. However, given that the
people first movement started in 1974 (39 yearg,dfge lack of awareness about people
first language may indicate society’s disregarddigability issues. Alternatively,
variation in terminology may relate to the lackumiiformity in preference for labels
within the disability community.

More recently there has been a movement towardgyube phrase “disabled
individuals” because it is argued that people fagguage assumes a disability is
undesirable (Bersani, 1996). For example, Bersk89§) stated that individuals
identifying as “disabled people” implies that theg proud of their disability. Bersani
(1996) calls this “disability first language” becauself advocates identifying as disabled
people compliment the people first movement. Diggliommunities, like the autistic
community refer to “disability first language” asléntity first language.” This is similar
to the way in which other groups identify as “Acic American” or “Catholic” (Brown,
2013). Ultimately, people should self-label as tdegm appropriate, but whether an
individual uses people first language or disablfiitgt language, they want their human
rights protected and to be integrated members nvgbciety.

TheClose to GodConformity Unfortunate Innocent ChildrerandDeficient

models all are deficit based because they focub@mweaknesses of individuals. Thus,



PERSPECTIVES OF RELIGIOUS LEADERS 178
these aforementioned models parallel the medicaletaf disability. These deficit based
models do not view society as having a respongitit accommodate people with
intellectual disabilities. Instead, people witheltectual disabilities must adapt
themselves to existing circumstances. For exantipdeficientmodel holds that people
with intellectual disabilities are deficient and@amplete. Deficit based models create a
need to provide interventions that fix people viittellectual disabilities. However, there
are ways in which thBeficit model aligned with the model sfuman DiversityTable
2). Specifically, two participating religious leadeavithin theDeficit model supported
inclusion of individuals with intellectual disaliiés within both mainstream mass and
adaptive liturgy. Similar to theluman Diversitynodel, two individuals within the
Deficit model believed that adaptive liturgy can serve pses specific to the disability
community, but ultimately mainstream mass shoulthbkisive. Therefore, people with
intellectual disabilities should participate in tini@instream mass while also having the
opportunity to engage in the adaptive liturgy. Tinsistency within th®eficient
model may be unique given that models of disabd&fine disability and its relationship
to how society react to people with disabilitiegayi a particular model of disability. This
inconsistency indicates that models of intellectlishbility may be similar on certain
dimensions such as the way in which people witbliettual disabilities should be
included in faith communities.

In comparison to the deficit based model, it mayéeeficial to utilize a person-
environment fit model (Thompson, Wehmeyer, & HuglZ$5.0) or ecological model

(Satariano, 2006), which better aligns with Hieaman Diversitymodel. TheHuman
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Diversitymodel, like person-environment fit models, recagsithe gap between
individual capacity and the environment. Thus, ¢hera focus on the strengths of people
with intellectual disabilities. Understanding tlaajap exists can then promote focus on
how to close the gap to promote meaningful pamiggn of individuals with intellectual
disabilities in settings such as faith communi{iBlsompson et al., 2010).

When considering ways in which thiaman Diversitynodel can be utilized as
an exemplar, it may be useful to view attitudes exygkriences as varying on continuums
across multiple dimensions. In which case, theoaighbe an effort to shift perspectives
across multiple dimensions of attitudes toward jpewoth intellectual disabilities and
participation of people with intellectual disab#ég. However, the point of intervention
must take place at the intersection between ariohgal’s capacity and the resources of a
social and physical environment. For example, gréi@pating religious leader in the
model ofHuman Diversityrecognized that capacity was low given the waylch
people communicate in the parish. Therefore, winenngunication barriers exist, re-
explaining oneself, story telling, and simple dags were utilized to bolter the
environmental press. With deficit-based models tiieConformitymodel, attitudinal
shifts to viewing physical environments to be malble is necessary to shift settings to
promote participation. However, awareness to sloifial and physical contexts may
require more efforts within the Catholic church. idaepecifically, solutions should be
identified and initiated by Catholic religious lead working with offices and agencies

for people with disabilities within both the fatlommunity and secular environment.
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Contact with people with intellectual disabilitissone dimension in which
participating religious leaders varied. One pgpaait within theConformitymodel had
contact with people with intellectual disabilitidgring his seminary training. He once
visited a state institution for people with intelieal and developmental disabilities. The
visit took place many years ago, so the participichhot remember what the purpose of
the visit was. This participant being part of enformitymodel utilized a deficit
perspective. Social contact theory provides a figonk to understand contact between
people with and without intellectual disabilitiesliport, 1954). The type of contact
people have with individuals with intellectual diddies is important. If the visit was
intended to be a service learning opportunity, sa@nyi educators should consider how
such opportunities are structured. Service leamingre students without disabilities
provide a service to individuals with disabilitiesn reinforce common stereotypes (Gent
& Gurecka, 2001). Therefore, seminary professds,teachers, should be encouraged to
design service learning opportunities or fieldwaithkere individuals without disabilities
work with people with disabilities. Equal partndphwhere problems are solved
together can facilitate the opportunity to both conmicate and connect for people with
and without disabilities (Gent & Gurek, 2001; Gré&dell, 2000; Makas, 1993).
Moreover, the quality of contact between peopldaitd without disabilities contributes
to the determination of whether individuals hol&itige or negative attitudes toward
people with disabilities (McManus et al., 2011)r Egample, the participating religious
leader within thdHuman Diversitynodel described having a relative with intelle€tua

disability who was a close and active member offéngly. Based on the information
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provided, it may be that the participating religgdaader had both high quality and
guantity contact which may relate to his attituttegard people with intellectual
disabilities. Thus, the contact (e.g., communicgtmnnection) must be positive
between people with and without disabilities. Hoegaccording to McManus, Feyes,
ad Saucier (2011) the quality of contact is mogtantant which may be illuminated
through the case where a participant inGoaformitymodel described having a child
with an undiagnosed disability while expressindifegfrustrated and his observations of
the social isolation parents of people with digébg experience.

Notably, most participating religious leaders ir firesent study did not have
disability specific training during their religioeslucation which reflects current
literature reporting that seminaries offer limi@dno coursework or field experiences
addressing disability issues (Anderson, 2003; Assion of Theological Schools, 2008;
Carter, 2013). Moreover, the Pastoral Statemebt 8f Catholic Bishops on People with
Disabilities calls upon religious leaders to edadhemselves to understand the
contributions individuals with disabilities can neak faith communities (United States
Conference of Catholic Bishops, 1978). This plabesresponsibility of learning about
disabilities issues upon religious leaders rathantseminaries. As participants in the
Conformitymodel discussed, religious leaders do not have timtearn about and
address disability issues. Thus, if the Catholigrch is invested in disability issues, it
should consider disability training, so that indwals are not responsible for seeking
training independently. Importantly, cultural cortgrece, a process of understanding the

importance of social and cultural influences ondieland behaviors (Betancourt, Green,
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Carrollo & Ananeh-Firempong, 2003), is a life-lopigpcess rather than a discrete
endpoint. (Tervalon & Murray-Garcia, 1998; Minkl@Wallerstein, 2008). In
recognizing this limitation, religious leaders slibbe trained to be open to different
ways of thinking about issues and addressing theewedl as critical reflection where
individuals examine their own biases (Tervalon &rkdy-Garcia, 1998). The Catholic
community embodies these characteristics at theedan level through the Office of
Life, Justice and Peace where diversity in thinlang experiences are valued.

Notably, one participating religious leader adhgtio theClose to Godnodel
described a Latino congregation being acceptinueople with disabilities. Past research
has not explored attitudes among Latinos genetaliyyresearchers have explored
attitudes among Mexicans, a segment of the Latopulation. Traditionally, Mexicans
have viewed people with disabilities as punishmé&ots God for their wrongdoing or
sin (Glover & Blankenship, 2007). However, moreemgicresearch has found that Latinos
mothers view their children with disabilities agigifrom God (Glover & Blankenship,
2007; Skinner et al., 1999). It may be that thexg been a shift among some Latinos
where negative responses to disability are now ety “positive”. Although both types
of responses interpret disability is a special a@od (Reinders, 2011), “positive”
responses may have benefits such as varying lefeislusion.

Multiple stereotypes of individuals with intelleefdisabilities exist and the use
and perpetuation of such stereotypes are preséme imodels of disability found in the
present dissertation. One common stereotype ofichails with intellectual disabilities

is that they are like children throughout theieby regardless of age (Kliewer & Drake,
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1998). The assumption that individuals with intelilel disabilities are like children was
present in th&nfortunate Innocent Childremodel. One participant described people
with intellectual disabilities as being childrentire bodies of adults. This stereotype
promotes beliefs about people with intellectuaalibties being helpless and dependent
on individuals without disabilities. A more conaetxample of this would be the belief
that individuals with intellectual disabilities gawt live independently because they
require life-long care from their family and sogie¥Vithin faith communities, this may
translate into people without disabilities makiregidions concerning people with
disabilities where people with disabilities are ooty excluded from decision making but
their concerns, needs, and wants are not accototed

TheDeficientmodel most aligned with the stereotype of peopta mtellectual
disabilities needing to be fixed (Remen, 1996; Snt®®8). According to Gent and
Gurecka (2001), this stereotype is rooted in satiaequality where those in power
(e.q., service providers, religious leaders) h&eeetxpertise to fix or change people while
those being fixed (e.g., service recipients) acemnpetent and ignorant. For example,
charity that fixes some challenge a person is tabestows unequal status on recipients.
This devaluation of individuals with disabilities part of an institutionalized structure
where a dominant group seeks to deliver servicés the goal of changing people to fit
the norm (Rappaport, 1977). Relatedly, there magy loek between the belief about the
cause of intellectual disability and the cure faellectual disability. The dimensions of
cause and cures were only discussed withirClbse to GocandDeficientmodels. A

participating religious leader in tli@@ose to Godnodel specifically expressed that he
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was not concerned with the cause of intellectusdlility because a cure is not needed.
On the other hand, participating religious leadeithe Deficientmodel did not explicitly
make links between the cause and cure of inteécligability. It is not clear how
participating religious leaders would link the tedaship between the cause and cure of
intellectual disability.

Within the Conformitymodel, the Down syndrome stereotype was presédmnthw
involves beliefs about people with Down syndrommgexceptionally happy and
friendly (Watt, Johnson, & Virji-Babul, 2010). Withthe Conformitymodel, one
participating religious leader hired a person vidibwn syndrome, which may indicate
that the stereotypes attributed to people with Dewmdrome may mean they are
perceived to fit into the parish setting withouvimg to make changes within the parish.
Alternatively, the decision to hire the person witbwn syndrome may have been a
function of being friends with the employee’s pase®ased on prior research (Crocker
& Quinn, 2000), the act of employing a person vaithintellectual disability may buffer
stigmatization. The person with Down syndrome wdaddcengaging in a social
acceptable role (e.g., employee; Crocker & Quid®@, but the buffering of
stigmatization may depend on the degree to whielethployee interacts with others
and/or makes friendships within the workplace (Eeam et al., 1993).

When considering what inclusion may look like feople with intellectual
disabilities, there generally were mixed responkg® academic literature on disability
issues, there was no accepted universal definitiavhat inclusion should look like

(Ryndaket et al., 2000; Verdonschot et al., 2008 Close to GodDeficient and
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Human Diversitynodels supported inclusion in both the adaptivgdy and mainstream
mass. In th€lose to GoandDeficientmodels, participants specifically discussed
parents of individuals with intellectual disab#is wanting segregated settings. Based on
what participating religious leaders shared ablogiteixperiences of parents, they may be
experiencing the courtesy stigma (Goffman, 1963htd& Farina, 1988). Prior research
has reported that mothers of children with intélla€ disabilities experience social
isolation (Griffith et al., 2012) and lower wellibg in comparison to mothers with
children without disabilities (Norlin & Bioberg, 28). It is not clear if participation in
segregated settings is a result of these outcomaseoversa.

It is possible that experiences of social isolaaod lower well being may be
buffered by participation in segregated settings.d¢xample, Townley et al. (2011;
2013) found that high SOC is associated with homeig, which may mean that
individuals attending the adaptive liturgy expedeioelonging. Thus, adaptive liturgies
may serve as a “safe space” made up of peopledig#hbilities to share and discuss their
unique identities, struggles, and ideals for indliNdl, communal, and societal change.
Notably, the association between SOC and homogededs not mean that individuals
with high SOC value homogenous communities gengtallt homogeneity is a
characteristic of high SOC. Moreover, the partitipareligious leader representing the
Human Diversitymodel discussed adaptive liturgies serving aseasgsce to address
issues specific to the disability community. Foaewle, safe spaces within the lesbian,
gay, bisexual, transgendered literature has fobatdafe spaces provide minorities a

place to discuss their identities and interestadbilize a group for social change
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(McBride, 2001). On the other hand, homogenousgganay exhibit little tolerance for
diversity (Humphrey, 2000) where belonging is oadwed at the expense of diversity
(Townley et al., 2013). Therefore, balancing pgation in both segregated safe spaces
and mainstream settings is critical for the disgbdommunity to consider.

Of note, one participating religious leader withe Deficientmodel stated that
the adaptive liturgy was created in reaction teepts of children with disabilities sharing
their experiences. According to the Director at@fece for People with Disabilities at
the Archdiocese of Portland in Oregon, the adaptivegy was created when the
Archdiocese found out that parents of autisticdrieih were not attending church. The
autistic children required specific accommodatitkes small group settings. The families
did not report feeling stigmatized but rather tlaitistic child was not comfortable, for
disability related reasons, in the mainstream reagsgonment. The adaptive liturgy was
intended to provide accommodations for families wtapped attending church, but the
Archdiocese of Portland in Oregon welcomed all pe@pth and without disabilities.
Therefore, accommodations for people with disaédigenerally were implemented.
Thus, views of the process of creating adaptivedy differed (D. Coughlin, personal
communication, June 6, 2013).

Participants in th€onformitymodel discussed the presence and attempted
participation of individuals with intellectual disidities in mainstream mass. Participation
was specifically denied because the participataligious leader did not believe the
individuals would be able to perform certain tagksg implementing accommodations

was not a plausible option for the participatiniigieus leader. Thus, no emphasis was
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placed upon identifying how to include people wittellectual disabilities. The
participating religious leader did not want to alla man who was blind to walk with a
companion. Prior research has found that compar@rnadividuals with developmental
disabilities in faith communities have been an@fie tool to promote participation
(Minton & Dodder, 2003).

Furthermore, another way in which a participarthmConformitymodel
excludes people with intellectual disabilities ysHaving parish staff assess the
individual with intellectual disability’s understdimg of the role. Determining whether
individuals with intellectual disabilities can parpate in religious rituals or observances
may depend on one’s interpretation. According tongm (2001), it is not appropriate to
ask questions of people with intellectual disaleitwhen those same questions are not
asked to people without disabilities and are attiparticipating in religious services.
Such behaviors (testing for eligibility) deem peoplith intellectual disabilities unfit to
worship God. Thus, religious leaders should be eraged to consider whether an
individual expresses having a desire to participatech was discussed by the
participating representing tiiduman Diversitynodel.

Literature that discusses common models of diggbiike Rioux’s (1997) piece,
explains that there is nothing inherently wrongwitie medical, functional, and social
models of disability. Instead, problems arise witbdels of disability when adhering
exclusively to one single model. While | believattkhe medical model may be
beneficial in a medical setting where diagnosienis to connect individuals to services,

| argue that such statements would not apply tofdthe models created in the present
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study given the context of participation in faittnemunities. Multiple models that
resulted from the present study, excludigman Diversityare rooted in negative
stereotypes with a strong focus on the supposedtdedf persons with intellectual
disabilities. Thus, they are similar to the medimaldel because they focus on deficits,
but faith communities do not require diagnosesrtote participation of individuals
with disabilities. Little, if any, emphasis is p&ton the strengths of people with
intellectual disability or the context in which ge are situated. Moreover, the real
world implications of the models presented heraukhbe taken seriously. When
parishioners view a leaders’ behavior toward pessuith intellectual disabilities to be
normative, this behavior becomes integrated withénorganizational culture (Dragoni,
2005). Religious leaders play a pivotal role inghg the attitudes and behaviors of their
followers, so addressing negative attitudes ameadédrs is critical. For people with
disabilities and their families, negative attitu@esong leaders are likely to translate to
exclusion from one’s religious community. Moreov@naping negative attitudes and
behaviors among parishioners may translate interdife domains, which may
perpetuate exclusion in contexts outside of orsigious community.

Models with features comprising tkeiman Diversityshould be promoted within
faith communitiesHuman Diversityaligns with the transactional model of disability,
which focuses on the continual interplay betweasges and the environment
(Llewellyn & Hogan, 2000). There is a tendency i@ disability as static, as seen
through the other models identified in this reskafitheHuman Diversitymodel focuses

on the need for practices that build competend®th environments and individuals,
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because competence does not solely reside wittimiduals. Thus, communities must
be competent to work with diverse groups, likedigability community. For example,
Human Diversityposits that churches need to be open and flefablenexpected
experiences that may take time to get used to. dlkgsaligns with prior research
reporting that organizational contexts that supdwrsity have a tolerance for
ambiguity (Bond, 1995)

More broadly, my personal stance is rooted withmfield of community
psychology. Based on Lewin’s conceptualizationa@fspn-environment fit, Kelly (1971)
envisioned the field working to improve environngerdther than focusing on
individualized solutions. Thus, community psychastg respect human diversity by
promoting the right to be different and not focigson changing people to fit into the
dominant culture (Rappaport, 1977). Thus, modettisdbility that view causes and
solutions of a problem residing within an indivitlaatually ignore contextual factors
that impact the problem. Deficit based models thhieemedical model do not utilize an
ecological framework because they focus on theviddal experiencing the disability.
Models of disability should concern the needs dntiti@s of individuals as well as the
resources and opportunities provided by environsidiatamining people and their
environments in congruence with one another yialdsre holistic perspective of social
problems. Thus, problems do not arise from theqreos environment separately.

Interventions within faith communities should invelexamining person-
environment fit with focus on both the person amelénvironment. If focus is placed on

the context alone, faith communities may creatugige environments where people
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with intellectual disabilities are physically preséut are not socially integrated in an
environment that fosters friendships. Thus, singblgnging the physical environment of
a social setting without considering its impactsocial interaction may not alter the ways
in which people with intellectual disabilities paipate within settings. However, first
order changes may need to take place. For exapipsical access to parishes for
people with intellectual disabilities is requireat them to participate within the life of

the parish. Thus, promoting attendance may besadiep toward meaningful inclusion.
Once people with intellectual disabilities are prasthen second order changes can be
explored to determine which roles people with ietglal disabilities want to engage in.
Then the environment can be examined to createsapenvironment fit. The onset of
such changes toward inclusion may need to come Within faith communities,
particularly self-advocates and faith leaders.-&difocates who choose to be part of
faith communities can work to create awarenessdaartify ways in which they want to
be included. It is my belief that a movement ledsbif-advocates in partnership with
faith leaders and other groups within faith comnti@eican work together to transform
faith communities. Faith leaders have the oppotyuni transmit their values and goals to
their congregation. Furthermore, given the exptosahature of the present study, prior
to implementing interventions within faith commues, future action researchers need to
explore the experiences of people with intellectishbilities, their families, and general
members of faith communities, as well as how augis make meaning of intellectual

disability.
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Religious leaders are a group of people who, iy pgpresent the Catholic
community. The ways in which religious leaders viavd understand intellectual
disabilities may convey to parishioners who is enaot valued within their community.
For Catholics with intellectual disabilities, neigatattitudes may isolate them or even
result in no longer attending church or joining @én@o church. If the Catholic community
chooses to be an inclusive community, it may cargdrtnering with people with
intellectual disabilities, family members of peoplh intellectual disabilities, and
general members of the parish to create accomnuodadir interventions that allow

people with intellectual disabilities to participait their chosen level.
Limitations and Implications for Future Research

The present dissertation has limitations that hangortant implications for future
research. First, the present dissertation onlyigedl one perspective on the inclusion of
individuals with intellectual disabilities withinatholic congregations. The participant
group matters, because they may provide a uniquspeetive (Lincoln & Guba, 1985).
The inclusion of only one perspective -- Cathobstors, parochial vicars, and deacons --
is a limitation. More specifically, the participanwithin my dissertation are likely unique
in that | first sought participants who have indvals with developmental disabilities
within their faith community. Therefore, the paip@nts may unique because they have
allowed people with intellectual disabilities withiheir parish. Although, there may be
parishes with parishioners with intellectual angedepmental disabilities that may not
be known to those outside of the parish. Additibnalnlike other groups (e.g., general

members of faith communities), religious leaderslgough specific theological training.
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To more fully account for the complexity of intetiaas within faith communities, other
perspectives should be sought in future studiessé&Iperspectives may include
individuals with intellectual disabilities, familpembers of individuals with intellectual
disabilities, church administration, and lay redigs leaders. More specifically, the
perspectives of individuals with intellectual digaies may provide information on the
importance of their faith and how it relates toittiaith community (e.g., local church,
religious leaders), desired roles within the comityyand what and how they would like
things like processes changed. Future researchdshssess the perspectives of diverse
groups involved within faith communities to furtretrengthen our understanding of
inclusion within faith communities.

Examining the perspective of other groups withithfaommunities, particularly
individuals with intellectual disabilities can hddptter discern strategies of change.
Based on my value for the person-environment fit tae knowledge gained through the
present study, | believe that faith leaders shbeltrained on disability issues within
their diversity training. Accommodations made fthrrec groups like Latinos, which
include the integration of Spanish or Spanish om&gs as well as cultural practices
rooted within the Latino community should also tmplemented for the disability
community. However, | believe that this movemergdweto be led by self-advocates so
that changes are focused on what people with atelal disabilities want. Collaboration
between people with intellectual disabilities aadlf leaders could help determine
specific accommodations. Self-advocates and faaldérs would likely be in a better

position to negotiate how to implement accommodetié-or example, if faith leaders are
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concerned about preserving the facade of a chuhile at the same time physical
changes are required to create an accommodaticg,9p& two groups would need to
work together to address this challenge of competalues. For example, there may be
elements of the interior of a church that wouldwlfor physical changes like an
elevator.

As stated earlier, models are not intended to lpgpbete and fully representative
of the phenomena being described. Therefore, mbedsgenerate explanations, but
they do not constitute an explanation. For thegredissertation, the limitations of
models are important to note because some modeeade up of a small sub-sample.
The ConformityandUnfortunate Innocent Childremodels were each created through
the experiences of two participating religious Eadwvhile theHuman Diversitynodel
was made through the experience of only one pgditig religious leader. Thus, if
sampling for the present dissertation continuedd, fossible that the boundaries and
definitions of each model would have been morenegfiwith additional data. Further
developing the boundaries and definitions of eacdehmay yield better developed
models. The inconsistencies within models, sudhaslifferences in opinions about
whether individuals with intellectual disabilitiseould participate in segregated or
mainstream settings in tii@eficiencymodel, may be related to the extent to which the
models were developed. There may be unique diff@®among participants within the
Deficiencywhere additional data may indicate that the moldeukl be separated into
two models. Markedly, inconsistencies among behia\aad attitudes may actually

describe attitudes toward participation. Thus,viilials who believe individuals with
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intellectual disabilities require fixing may inclegbeople who both support participation
in mainstream and segregated studies while otHgrsoipport participation in segregated
settings. Also, if sampling did continue, the mad®lay still not be complete. For
example, no single model of disability has theigbib describe and explain every aspect
of the disability experience (Tate & Pledger, 2003)us, every model focuses on a
limited number of aspects of disability while igmay other facets.

However, the present findings may transfer to otloenmunities of faith (e.g.,
other Christian denominations, Islam, etc.). Fadmmunities are unique because they
are not required to adhere to the ADA. Settings plablic spaces (e.g., schools) may
have more awareness of disability issues simplalse of legal obligations.
Furthermore, ADA may create settings that allowgbeaevith intellectual disabilities to
be present where that option may not be availabfaith communities. Thus, inhabitants
of public spaces may have different types and &wktontact with people with
intellectual disabilities than those in faith commties. However, as discussed above, the
models developed in the present study are sinalaxisting models in multiple ways.

Furthermore, other sampling limitations are preseatitin the present
dissertation. As described in the methods sectibthe 10 individuals who were at
parishes with adapted liturgies, 60% (n=6) chogeatticipate and of the 17 individuals
recruited to participate, approximately 35% (n=6Q%e to participate in the present
dissertation. Although the present dissertatioredito present detailed descriptions of
the data so that readers have enough informatiprdge the relevance and applicability

of the findings to other settings, transferabifitgy be limited. Future researchers should
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consider alternative forms of recruitment. Someeptéal participants were not reached
through telephone calls or email. Researchers naay @ consider alternative forms of
communication such as contacting parish staff (sagretaries) to find out which form of
communications are best for religious leadershéngresent study, some religious leaders
and parish staff stated that email contact is prefie Some participants also stated that
they were busy during the time of recruitment arehrber checks. During recruitment
and member checks, individuals mentioned that tene busy with new religious
leaders starting at their parish.

Also related to sampling as a limitation, the préggounded theory does not
satisfy all of the requirements for theory buildifhg., conceptual development,
operationalization, confirmation/disconfirmatiompdication, and continuous refinement,
Lynham 2002). For example, the process of confilmnatr disconfirmation in the
present study was limited to because the presemtlsaand setting were narrow. Aspects
of theory building like confirmation may need taexd beyond the present dissertation.
Thus, the resulting storylines are not identifisdlzeories.

In regarding to sampling, future research may @w®rsiecruiting first from
parishes that are not involved in transitioninggieus leaders. Alternatively, the time of
each in which data collection takes place may momant. In Oregon, the transfers were
taking place on July 1, 2013 for some individu&lsme individuals stated that June was
a busy time because religious leaders were praptimove while the Fall months
involved a process of transitioning religious leadeew to the parish. Researchers may

consider collecting data at various times durirgyear.
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Another limitation may be a function of face-taéaindividual interviews.
Participants may feel the need to respond in dgalaksirable ways or they may omit
information they do not feel comfortable sharingiring the research process, | did not
notice any evidence of social desirability possitdyng a challenge within the present
dissertation. One way in which | hoped to redua@atalesirability is by ensuring all
participants that their responses would be keptidential. | also had the opportunity to
practice the interview for the present dissertatiaring the pilot of my procedures,
which allowed me to reflect on ways in which | aetrease my influence on the
direction of interviews. Additionally, | have hadet opportunity to engage in face-to-face
structured interviews for my thesis, which providest-hand experience in collecting
data through interviews.

There may be unique ways in which my own expeaenealues, and
perspectives impacted the findings and analysikepresent dissertation. For example, |
engaged in the present dissertation with knowleddie intellectual disability literature
and pre-existing models of disability. Although &de a conscious effort not to test
hypothesis based on my pre-existing knowledge. Kewe did utilize pre-existing
knowledge to describe the data such. More speliifidddentified models that utilized a
deficit-based approach that is similar to the madicodel.

Markedly, models are useful for disability researshbecause they aid in the
exploration of real world problems (Llewellyn & Hag, 2000). In the present
dissertation, the models created and describenhimded to help disability researchers

evaluate the influence of the context of Cathaithf communities and religious leaders
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to understand the underexplored area of the paation of individuals with intellectual
disabilities in faith communities. More specifigalthe models may aid in the generation
of hypotheses. For example, scale development las#tke present may help understand
whether similar attitudes exist among a larger darapreligious leader as well as lay
leaders and parishioners within faith communities.
Conclusion

Disability is a social construction (Fine & Asd@988). The models of intellectual
disability aim to define what intellectual disabés are. Each model yields a different
definitions which results in varying determinatiasfghe needs of people with
intellectual disabilities. However, each definitisnone dimensional and bound in
culture. Additional research is needed to explbeeitoundaries of models of intellectual
disabilities. The present dissertation is one Btegxploring meanings of intellectual
disabilities and factors that impact their partatipn in faith communities. The
limitations should be carefully considered as #mults are not meant to be generalizable
but rather a representation of what some of therdity in attitudes may look like. These
findings should be used as a starting point farreiresearch. Once we understand the
social constructions of intellectual disabilitiege can then start to challenge the
constructions to promote acceptance of differenogsrove access to resources, and

decrease disparities between people with and witinéeilectual disabilities.
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Figure 1. Participant Flow Diagram
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Table 1. Summary of Results

Close to God

Conformity

Unfortunate
Innocent Children

Deficient

Human Diversity

Research Question

Experiences with
Individuals with
Intellectual Disabilities

-Resources Utilized:
Secular, family
members, Archdioces
-Participation of
people with
intellectual disabilities
as volunteers,
Eucharistic ministers

-Frustrated with
child presumed tg
have a disability
-Needs of people
with disabilities
are not a priority

e

-Concerned about
protection and
safety

-Unwilling to make
changes to the
structure of the

-Varying levels of
contact

-Grew up with a relative
with intellectual disability
-Experience with large
scale accommodations

building
-Not interested in -Varying views on
-Advocated for disability issues . participation
. SO N -People with S
inclusion in -Eligibility must intellectual -Proponents for both -Support participation in
. mainstream mass be determined fon . 7 5. mainstream and segregated and
Perspectives Toward . disabilities do not . 4 .
regardless of roles like o segregated settings| mainstream settings
the Involvement of o . gy need to participate : . L
L ; parishioner reactions | Eucharistic . : being available -Individuals must have a
Individuals with . S in everything .
... | -Exception: minister X -Proponent for desire for a role
Intellectual Disabilities . ; -Mainstream mass .
Segregated settings by-Require segregated settings| -Create person-
i preferred due to ; .
family request advocates only environment fit
X resources
without
disabilities
. . -Unfortunate
-Exceptional skill .
. . -Lack complexity | -Innocent . -Part of natural human
- Close relationship : : -Defective .
. : -Purpose to teach -Children in adult differences
Understanding of with God \ . . -Incomplete
one’s family and | bodies -May be more blessed

Intellectual Disabilities

-Presence powerful fo
parishioners without
disabilities

—

community how
to love

-Born into families
that require some
form of help

-Need to be fixed
-Religious healing

than people without
intellectual disabilities
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Table 2. Similarities and differences among modelsf intellectual disability

: Unfortunate - : .
Close to God Conformity Innocent Children Deficient Human Diversity
Participating
Religious Leaders 4 2 2 3 1
Language Not people first Not people first Not people first ~ Not people first People First

Relationship with
People with
Disabilities

Parish, relative with
intellectual
disability, L'Arche

Child with possible
developmental
disability, friend with
child with intellectual
disability, Employee
with Down syndrome|

Parish

Contact in and
outside of parish

Parish, relative with
intellectual disability

Qualities of People
with Intellectual
Disabilities

Closer relationship

to God than people

without intellectual
disabilities

Simple, lack
complexity, people
with Down syndrome|
are easier to work
with

External children,
incapable of
wrongdoing,
unfortunate in

comparison to
people without
intellectual
disabilities, need to
be protected

Deficient, need to
be fixed, may be
more blessed than
people without
intellectual
disabilities

Natural part of human
diversity, have unique|
characteristics like
people without
intellectual disabilities

00¢



To teach parents an
siblings how to love,

Exemplify . . .
Purpose relationship with provide community Born to f§m|lles
God opportunity to love that require help
and see life
differently
Cause may not be
understood by faith
Cause Not concerned with leaders or scientistg,
cause may result from
negative emotions
or well-being
Cure Not needed Religious healings

Secular Resources

Sought funding for
disability training,
parents of people
with disabilities

People with
disabilities, disability
professionals, religiou
leaders involved in
adaptive liturgy

Religious Resources

Archdiocese
contacted after
secular resources a
used

Refer people with

disabilities or people

interested in
disability issues to
the Archdiocese

e

Would not use Bible
because intellectual
disability was not
recognized in first
century Palestine

Disability Awareness
in Parish

Mission statement,
retreats, Catholic
media

Not concerned with
people with
intellectual
disabilities
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Preferred Setting for

Mainstream mass

Both settings (n=2),

People wih Mainstieam mass | - Adaptiveliurgy | (01 Capive | - adaptve urgy | Both setings (n=1)
Disabilities liturgy (n=1) (n=1)
One acknowledged
that adaptive liturgy
Exceptions relating to | may be preferred by
setting participation parents of people
with intellectual
disabilities
Religious leaders People with Religious leaders
Who Should Initiate and people with intellectual and people with People with
Participation intellectual disabilities intellectual intellectual disabilities
disabilities disabilities
Accommodations and
volunteers Employee with a pe_rson-environmen
Roles of People with Eucharistic' Down syndrome, Communion fit is sought when
Intellectual ministers eligibility must be Confession Eucharistic mini,ster individuals with
Disabilities communic;n determined for intellectual disabilities

participation

express a desire for
participation

c0¢



Accommodations

Mentorship, concrete
language

Individuals are
expected to fit into
the parish setting,

Accommodations are

not created

Structural changes
to the church
building are not
acceptable

Engaged in large scal
accommodations,
willing to work with
individuals and
families to create
accommodations

D
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Appendix A: Recruitment Letter

Portland State

UNIVERSITY

Department of Psychology

P.O. Box 751
Portland, OR 97207-0751
DATE
RECIPIENT
ADDRESS
CITY, STATE ZIPCODE
DATE

Dear RECIPIENT,

My name is Mazna Patka, and | am an Applied Social and Community Psychology
doctoral student at Portland State University. | am currently working on my dissertation
research, under the mentorship of Katherine McDonald, PhD and Eric Mankowski, PhD.
My research involves interviewing pastors, parochial vicars, and deacons to
understand their views on the participation of individuals with intellectual disabilities

within Catholic communities.

| am contacting you because | would like you to consider participating in my study. Your
participation in this study is valuable because little is known about the perspectives of
Catholic religious leaders toward the participation of individuals with intellectual
disabilities in faith communities. By understanding the perceptions of Catholic religious
leaders, it is my hope that this research will help the Catholic community better
understand the participation of individuals with intellectual disabilities within its
community.

Participation in this study involves an interview that will last about 60 to 90 minutes.
The interview questions ask about your views on the inclusion of individuals with
intellectual disabilities in Catholic faith communities and how the Catholic Church and

its teachings influence the meaning of intellectual disabilities. The interview will ask
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questions such as “What do you think about individuals with intellectual disabilities
being included within faith communities?” At the end of the interview, | will ask you

about your role in church and demographic questions.

I have consulted with Dorothy Coughlin, Director of the Office for People with
Disabilities at the Archdiocese of Portland to ensure my study is applicable and of
benefit to the Catholic community in Portland. This study has also received approval
from the Human Subjects Research Review Committee at Portland State University.

Participation in this interview is completely voluntary. You may choose to skip
guestions or stop participation at anytime. Your name or your parish’s name will not be
shared with anyone at any time. The decision to participate in this study is entirely

yours.

| have attached the informed consent document and interview questions to this letter
for the study to provide you time to consider participation. | will be contacting you by
telephone in a few days to tell you more about my research and answer any
questions you may have. If you are interested in participating, we can then set up a
date, time, and location to meet that is most convenient for you. If you would like to
contact me before | call you, please feel free to call me at (971) 340-5550 or email me

at mpatka@pdx.edu.

Your participation in this study is extremely important and will help better understand
perspectives of religious leaders like yourself on how to include individuals with

intellectual disabilities within the Catholic community.

Thank you.
Sincerely,

Mazna Patka, MS

Doctoral Student

Applied Social and Community Psychology
Portland State University, Portland, Oregon
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Appendix B: Telephone Script
P = Potential Participant

| = Interviewer (Mazna Patka)

I: May | please speak to (name of potential parictj?

I: My name is Mazna Patka and | am a doctoral stualeiRortland State University. |
am conducting research on the inclusion of indigldwvith intellectual disabilities in
the Catholic community as part of my dissertaticenn conducting interviews with
pastors, parochial vicars, and deacons to understeir views on including individuals
with intellectual disabilities in their faith commities.

| recently mailed you a letter about my researald, lavanted to know if you would be

interested in learning more about my study. Is éhi®nvenient time?

P: No, could you call back later (agree on a momveaient time for Mazna to call
back).
OR

P: Yes.

|: Background information:
0 The purpose of my study is to understand how Citheligious leaders

make meaning of intellectual disabilities and thparspectives toward the
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participation of individuals with intellectual disiities in their faith
community.

o | will be conducting interviews starting on (insdete)

0 The interview questions seek to understand yowvien inclusion of

persons with intellectual disabilities within thatBolic community.

o The interviews will last about 60 to 90 minutes hand would be

arranged at a time and location convenient for you.

o Participation in this interview is entirely volunya The probability of
harm or discomfort anticipated is no greater th&atwou experience in

daily life.

0 You may decline to answer any of the interview ¢joes you do not

wish to answer and you may terminate the intenagany time.

o | would like to assure you that this study has hesmewed and approved
by the Human Subjects Research Review CommittBerdtand State

University. However, the final decision to partiatp is yours.
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o After all of the data has been analyzed, you \witleive a summary of the
research results. You will have the opportunitptovide feedback on the
summary.
If you are interested in participating, we caniget time, date, and location to meet for

the interview.

P: Sure
I: What is the best location, time, and date fotoumeet? (DECIDE ON TIME). If any
guestions or concerns arise, please feel freerttacbme at (971) 340-5550. Thank you
for your time.

OR
P: No, | am not interested in participating.
|: That is not a problem. May | know why you are mbérested in participating?

Thank you for your time.

I: Goodbye.

P: Goodbye.
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Appendix C: Email Template

Dear [Participant Name],

My name is Mazna Patka and | am a doctoral student at Portland State University. | am
conducting research on the inclusion of individuals with intellectual disabilities in the
Catholic community as part of my dissertation. | am conducting interviews with pastors,
parochial vicars, and deacons to understand their views on including individuals with
intellectual disabilities in their faith communities. | recently mailed you a letter about
my research, and | wanted to know if you would be interested in learning more about

my study.

| called your office today (date) and you were not available. Your office staff shared
your email address with me. | hope that you will consider participating, because your

experience as a religious leader is valuable to my study.

The purpose of my study is to understand how Catholic religious leaders make meaning
of intellectual disabilities and their perspectives toward the participation of individuals

with intellectual disabilities in their faith communities.

| will be conducting interviews starting in February. The interview will last about 60 to
90 minutes, and would be arranged at a time and location convenient for you.
Participation in this interview is entirely voluntary. If you do choose to participate in the
interview, you may decline to answer any interview questions you do not which to

answer and you may terminate the interview at any time.

Once | complete all of my interviews, all individuals who participate will receive a
summary of the research results. You will have the opportunity to provide feedback on

the summary.

If you are interested in participating, we can set up a time, date, and location to meet.
For example, if you would like, | can reserve a room at Portland State University for us

to meet or | can meet with you at [Parish]. If you are interested, would you be able to
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meet with me on [possible dates]? If one of these days does work for you, please let me
know as well as the time that works best for you. If one of these days does not work for

your schedule, please let me know when you would prefer to meet.

If for any reason you are not interested in participating in my research, it is perfectly
okay. The decision to participate is completely yours. However, it would be helpful for

me to know why you are not interested in participating.

| look forward to hearing from you.

Sincerely,

Mazna Patka, MS, ABD

Doctoral Candidate

Applied Social and Community Psychology
Portland State University, Portland, Oregon, USA
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Appendix D: Informed Consent

Portland State

UNIVERSITY

Informed Consent
Individuals with Intellectual Disabilities in Faith Communities:
Perspectives of Catholic Religious Leaders

I, Mazna Patka, am asking you to participate in a research study. This study is being
conducted under the guidance of my advisers, Katherine McDonald, PhD and Eric
Mankowski, PhD. The purpose of this consent form is to give you the information you
will need to help you decide whether or not to be in the study. Please read this form
carefully. You may ask questions about the purpose of the research, what | will ask you
in the interview, the possible risks and benefits, your rights as a volunteer, and anything
else about the research or this form. When all your questions have been answered, you
can decide if you want to be in the study.

Purpose of this Study

| am a doctoral student at Portland State University. For my dissertation, | want to
better understand how individuals with intellectual disabilities are included within
Catholic faith communities. | am interviewing pastors, parochial vicars, and deacons. |
hope to understand their experiences with individuals with intellectual disabilities as
well as barriers and successes they have experienced or foresee when including
individuals with intellectual disabilities within faith communities. | will also be asking
about how Catholicism informs understandings of intellectual disabilities.

Procedures

If you choose to be in this study, | would like to interview you about your perspectives
of the inclusion of individuals with intellectual disabilities within Catholic faith
communities. The interview will last about 60 to 90 minutes. The interview will take
place at a location you choose such as your work place or at Portland State University.
The interview will consist of two parts. The first part will involve asking question about
your perceptions followed by questions about yourself like your age and level of
education completed. For example, | will ask you:

e How are individuals with intellectual disabilities involved in your faith
community?

e Can you describe anything that prevents the inclusion of individuals with
intellectual disabilities in faith communities?

269
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You do not have to answer every question.

With your permission, | would like to audio record your interview so that | can have an
accurate record. The audio recording will be saved on a password protected computer.
| will transcribe your interview and assign a number to the transcript so it does not
have your name or any identifying information. Please indicate below whether or not
you give your permission for me to audio record your interview. If you do not give
permission to audio record your interview, | will take notes during the interview to
document your responses. Only my advisers and | will have access to the research
materials (e.g., audio recording, transcriptions, informed consent document).

Possible Risks

To protect your privacy, your name and any identifying information will not be shared
with anyone other than my research advisers. If the results of this study are published
or presented, | will not use your name or other identifying information.

You may also feel uncomfortable answering some questions. For example, discussing
barriers you may have experienced when trying to include individuals with intellectual
disabilities may be difficult. You can choose to not answer any questions and you can
decide to stop at any time. If you decide to stop your participation, you will not face
any negative repercussions, and | will not be offended or upset.

Benefits of this Study

You may feel good about helping me learn more about the perspectives of Catholic
religious leaders toward the participation of individuals with intellectual disabilities in
faith communities. | hope that the results of this study will benefit the Catholic
community to better understand the inclusion of individuals with intellectual
disabilities. | will share a summary of my findings with the Director of the Office for
People with Disabilities at the Archdiocese of Portland in Oregon. The results of the
study may potentially provide information on the barriers religious leaders face as well
as their successes. It is hoped that this research will help inform interventions that help
promote inclusion of individuals with intellectual disabilities. | will provide you a
resource list of books and websites concerning the inclusion of individuals with
disabilities in faith communities.

Participant Statement

This study has been explained to me. | volunteer to participate in this research. | have
had a chance to ask questions. If | have questions later on about the research, | can ask
the investigator, Mazna Patka by calling her at (971) 340-5550, emailing her at
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mpatka@pdx.edu, or writing to her at P.O. Box 751, Department of Psychology,
Portland State University, Portland, OR 97207-0751.

If | have questions about my rights as a research participant, | can contact the Portland
State University Human Subjects Research Review Committee at (503) 725-4288, (877)
480-4400, by mail at Portland State University, Market Center Building, 6™ Floor, P.O.
Box 751, Portland, OR 97207-0751, or by email at hsrrc@pdx.edu.
If I have questions for Mazna Patka’s advisers, | can contact Katherine McDonald, PhD
at (315) 443-6140, by mail at Syracuse University, David B. Falk College of Sport and
Human Dynamics, 426 Ostrom Avenue, Syracuse, NY 13244, or by email at
kemcdona@syr.edu, or Eric Mankowski, PhD at (503) 725-3901, by mail at Portland
State University, Psychology Department, P.O. Box 751, Portland, OR 97207, or by email
at mankowskie@pdx.edu.
| have received a copy of this consent form.
Audio Recording

| give my permission for the researcher to audio record my interview.

| do not give my permission for the researcher to audio record my interview.

Consent

| give my consent to be interviewed.

Participant Printed Name

Participant Signature Date

Investigator Signature Date
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Appendix E: Interview Guide
Individuals with Intellectual Disabilities in Faitiommunities:
Perceptions of Catholic Religious Leaders
This interview consists of two parts. First, | willask you about your perceptions
toward individuals with intellectual disabilities within your faith community, and

then | will ask you questions about yourself.

According to the Association on Intellectual andvBlepmental Disabilities, intellectual
disability is defined as the following:

Intellectual disability originates before the adel8 and is characterized by significant
limitations in both intellectual functioning and agative behavior. By intellectual
functioning, | mean reasoning, learning, and pnobs®lving. Adaptive behavior covers

a range of everyday social and practical skills.

For example, Down syndrome and fetal alcohol symdr@re both types of intellectual

disabilities. Intellectual disabilities were formecalled mental retardation.

Intellectual disability is a type of developmendaability, but developmental disability
includes other disabilities and occurs before tpeaf 22. Other developmental
disabilities that are not intellectual disabilitieslude autism and blindness.

Do you have any questions about the definitiomt#llectual disability?
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1. How would you describe your leadership role wityour faith community?
This may include:
e Motivating members of the community
e Conveying church mission
e Providing a vision
e Decision making processes
e Mentorship
e Counseling

¢ Disability specific services

2. How would you describe your faith community?

3. How would you describe your experience with wdlials with intellectual
disabilities?
This may include:
e Their age

Life characteristics

Outside your faith community

Inside your faith community

How they are involved in your faith community

How often you see them
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e Type of relationship (e.g., mentorship, friendship)

e Do you know their name(s)

4. What do you think about individuals with inteifleal disabilities being included

within faith communities?

5. How are individuals with intellectual disab#isi involved in your faith community?
Settings may include:
e Weekly Eucharist

Other Sacraments

Religious education

Church social events

Parish Council

Ushering

Care Ministry

Eucharistic Minister

6. Do you think there are any religious activitiedividuals with intellectual disabilities
should not participate in?
e What are the reasons behind your view?

Probe: Can you elaborate on that?
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7. Can you describe anything that prevents theaugiah of individuals with intellectual
disabilities in faith communities?
This may include:
e Communication barriers (e.g. individuals who uggpdanguage or
have no formal communication system)
e Physical accessibility
o Attitudes
e Programming (e.g., lack of individualized suppoits religious
programming)
e Policies

Probe: Can you say more about that?

How might you address these barriers?

8. Do you think individuals with intellectual diséties should be more included within
your faith community?

If yes:

What do you think could contribute to greater ursobn within your faith
community?

What might get in the way?

If no:
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Can you explain why?

Probe: Would you elaborate on that?

We are about halfway through the interview now. | hink it is going very well and

you are providing important information. How is the process going for you?

9. What resources does the Catholic church usehapisg its understanding of
intellectual disabilities?
Probes:
Are there-

Specific passages from the scriptures?

John 9:1-3

As he went along, he saw a man blind from birtls ¢éisciples asked him, “Rabbi, who
sinned, this man or his parents, that he was bomi? “Neither this man nor his
parents sinned,” said Jesus “but this happenedhabthe works of God might be

displayed in him.”

Luke 14:12-14
“Then Jesus said to his host, ‘When you give aleoa or dinner, do not invite  your
friends, your brothers or relatives, or your righghbors; if you do, they may invite you

back and so you will be repaid. But when you givéamquet, invite the poor, the
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crippled, the lame, and the blind, you will be Bles. Although they cannot repay you,
you will be repaid at the resurrection of the reghis.”

Stories about the Saints?

Documents from the Vatican?

How do you present them to members of your faitihmanity?

10. What kinds of secular resources do you usenform your understanding of

intellectual disabilities?

11. What is the highest level of education you cleteol?
Did your educational training include disabilissues?
Was it part of your theological training?
What was taught?
What did the training consist of?
Lecture based?

Contact with individuals with disabilities?

| do not have any more questions for Part 1. Is tlre anything you would like to

add?

Next, | will ask you questions about yourself.

12. How long have you been in your current posiion
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13. What was your role prior to this position?
Where was your past role?
14. Does your church have a formal administratiomanagement group?
How many people does it consist of?
Are they also religious leaders?
Paid staff?
What are their duties?
15. What is your age?
16. What is your race?

17. What is your ethnicity?
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Appendix F: Interview Guide Short Form

Individuals with Intellectual Disabilities in Faith Communities: Perceptions of Catholic
Religious Leaders

This interview consists of two parts. First, | will ask you about your perceptions toward
individuals with intellectual disabilities within your faith community and then | will ask
you questions about yourself.

According to the Association on Intellectual and Developmental Disabilities, intellectual
disability is defined as the following:

Intellectual disability originates before the age of 18 and is characterized by
significant limitations in both intellectual functioning and adaptive behavior. By
intellectual functioning, | mean reasoning, learning, and problem solving.
Adaptive behavior covers a range of everyday social and practical skills. For
example, Down syndrome and fetal alcohol syndrome are both types of
intellectual disabilities. Intellectual disabilities were formerly called mental
retardation. Intellectual disability is a type of developmental disability, but
developmental disability includes other disabilities and occurs before the age of
22. Other developmental disabilities that are not intellectual disabilities include
autism and blindness.

1. How would you describe your leadership role within your faith community?

2. How would you describe your faith community?

3. How would you describe your experience with individuals with intellectual
disabilities?

4. What do you think about individuals with intellectual disabilities being included
within faith communities?

5. How are individuals with intellectual disabilities involved in your faith community?

6. Do you think there are any religious activities individuals with intellectual disabilities
should not participate in?

7. Can you describe anything that prevents the inclusion of individuals with intellectual

disabilities in faith communities?
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8. Do you think individuals with intellectual disabilities should be more included within

your faith community?

9. What resources does the Catholic church use in shaping its understanding of

intellectual disabilities?

10.

What kinds of secular resources do you use to inform your understanding of

intellectual disabilities?

Demographic Questions

11.
12.
13.
14.
15.
16.
17.

What is the highest level of education you completed?

How long have you been in your current position?

What was your role prior to this position?

Does your church have a formal administration or management group?
What is your age?

What is your race?

What is your ethnicity?
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Appendix G: Resource List

Disability and Religion Resource List

This resource guide is provided in case you would like to learn more about disability
issues within religious communities. You are also encouraged to contact Dorothy
Coughlin, Director of the Office for People with Disabilities at the Archdiocese of
Portland. Dorothy’s email address is dcoughlin@archpdx.org, and her phone number is
503-223-8399.

Organizations in Oregon

Interfaith Disabilities Network of Oregon (IDNO)
http://www.interfaithdisabilities.org/

IDNO is a non-profit organization serving people with disabilities and their families,
denominational groups, individual congregations, support professionals, and allied
service agencies. IDNO engages with faith communities to promote mutually beneficial
relationships among people with and without disabilities.

L’Arche Portland
http://larche-portland.org/

L’Arche communities bring together individuals with and without developmental
disabilities to live together in faith-based communities.

Online Resources

The 3™ Summer Institute on Theology and Disability
http://bethesdainstitute.org/theology

The 3™ Summer Institute on Theology and Disability is a weeklong institute that brings
together scholars in the areas of theology and disability with clergy, religious leaders,
practitioners, and others interested in inclusive ministries and faith supports. The
website has audio presentations from its institutes, which are free of charge.

National Catholic Partnership on Disability (NCPD)
http://www.ncpd.org/
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NCPD was established to further the implementation of the 1978 Pastoral Statement of
U.S. Catholic Bishops on People with Disabilities, which calls for full inclusion of all
individuals with disabilities in church and society. The website posts webinars, toolkits,
and articles. It also has a section specifically on the inclusion of individuals with
intellectual and developmental disabilities (http://www.ncpd.org/ministries-
programs/specific/intellectual).

Network of Inclusive Catholic Educators (NICE)
http://ipi.udayton.edu/nice.htm

NICE is a support network and resource for individuals with disabilities and their
families. They provide DVD and print resources, workshops, and networking
opportunities.

National Apostolate for Inclusion Ministry (NAFIM)
http://www.nafim.org/

NAFIM’s mission is to answer the call of Catholic Bishops to embrace all people with
disabilities through awareness, identifying and promoting opportunities for individuals
with disabilities, foster spiritual development among individuals with disabilities, and
encourage appropriate pastoral care for individuals with disabilities.

Vanderbilt Kennedy Center — Tips Sheets and Resources
http://kc.vanderbilt.edu/site/services/disabilityservices/tipsheets.aspx

The Vanderbilt Kennedy Center has a list of tip sheets and resources in PDF format for
anyone interested in learning more about disability related topics. It has a section on
religion and spirituality covering topics such as a tip sheet for religious leaders on the
inclusion of people with disabilities.

National Association of Pastoral Musicians (NPM)
http://www.npm.org/pastoral_music/archives.html

NPM provides free volumes of Pastoral Music from 1976 to 2009. Its June-July 2006
volume is on Accessible Worship
(http://www.npm.org/pastoral_music/issues/PM%20V0l%2030-5.pdf), and has an
article by Dorothy Coughlin (Director of the Office for People with Disabilities at the
Archdiocese in Portland) titled “Adapted Liturgies, Integral People.”

Institute on Community Integration — University Center for Excellence in
Developmental Disabilities
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http://ici.umn.edu/products/newsletters.html

The Institute on Community Integration offers a free subscription mailing list for
Impact, which is a newsletter that provides practical information for individuals in a
variety of fields interested in disability issues.

Resource Packet on Disability, Spirituality, and Healing
http://thechp.syr.edu/spirituality.html

The Disability, Spirituality, and Healing resource has documents on topics including
Changing Attitudes, Creating Awareness, and Disability Awareness: An Empowering
Ministry.

Joni and Friends
http://www.joniandfriends.org/

Joni and Friends is an organization that aims to promote Christian ministry in the
disability community. Its website includes information on disability resources and its
ministries. It has an office in Southern Oregon
(http://www.joniandfriends.org/southern-oregon/) that works with local churches to
form outreach programs for individuals with disabilities and their families.

Disability Concerns - Christian Reformed Church
http://www.crcna.org/pages/disability.cfm

Disability Concerns helps churches become more inclusive by promoting connectedness
of individuals with disabilities and their families. Disability Concerns provides a free
handbook called Inclusion Handbook: Everybody Belongs Everybody Serves to provide
church leadership the tools to encourage friendship and inclusion.

Congregational Accessibility Network (CAN)
http://www.accessibilitynetwork.net/Home

CAN promotes inclusion of persons with disabilities in faith communities by providing
tools for individuals with disabilities, families, friends, advocates, and faith
communities. CAN provides a checklist for congregations to determine whether their
community is accessible.

Church Access for Persons with Disabilities: Catholic Teachings, Practical Suggestions,
and Resources
http://www.catholicdisabilityteachings.com/
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This website provides Catholic teachings and suggestions that congregations can
integrate to promote inclusion.

Friendship Program Guide
www.friendship.org

This is a resource for leaders who are beginning programs of inclusion within their
congregation. It includes information on getting organized, choosing materials, defining
volunteer roles, and more.

Allies in Self-Advocacy
http://alliesinselfadvocacy.org/accessible-meetings-presentations/

This website links to resources that provide information on working with groups and
networks on meetings and conferences include individuals with disabilities. Resources
include a manual on how to create meaningful partnerships with individuals with
disabilities and creating accessible conferences and meetings.

Faith and Light
www.faithandlight.org

Faith and Light is an organization of international groups and are part of the Christian
tradition. Its mission is to reveal each persons gift in beauty in Church and society.

Groups made up of people with and without intellectual disabilities come together at
least once a month for a gathering of friendship, sharing, prayer, and celebration.

Books
General

Opening Doors to People with Disabilities (Volumes | & 1)
Published by the National Catholic Partnership on Disability

Welcoming People with Disabilities: Do’s and Don’t for Parish Ministers by the
National Pastoral Life Center
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Including People with Disabilities in Faith Communities: A Guide for Service Providers,
Families, and Congregations by Erik Carter

From Barriers to Bridges: A Community Action Guide for Congregations by Ginny
Thornburgh
Worship and Sacraments

Awakening Spiritual Dimensions: Prayer Services with Persons with Severe
Disabilities by Fr. William Gillum

Expressing Faith in Jesus: Church Membership for People with Cognitive Impairments
by Ronald C. Vredeveld

Prayer for People who Can’t Till by William Tenny Brittain
That All May Worship: An Interfaith Handbook to Assist Congregations in Welcoming
People with Disabilities by the Religion and Disability Program of the National

Organization on Disability

Access to Sacraments of Institution and Reconciliation for Developmentally Disabled
Persons by Cardinal Joseph Bernardin

A Place for Me in God’s Family by the International Bible Society

Toward Inclusive Worshipping Communities by Disability Awareness Commission,
Archdiocese of Portland

In Heaven There Are No Thunderstorms: Celebrating the Liturgy with
Developmentally Disabled People by Gijs Okuijsen and Cees van Opzeeland

Sacramental Preparation Booklets on Eucharist, Baptism, Confirmation, and
Reconciliation by the Center for Ministry with People with Disabilities.

Guidelines for Celebrating of the Sacraments with Persons with Disabilities by the
National Catholic Partnership on Disability

Pastoral Ministry with Disabled Persons by Walter Kern
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Appendix H: Member Check

Portland State

UNIVERSITY

Department of Psychology
P.O. Box 751

Portland, OR 97207-0751

RECIPIENT

ADDRESS

CITY, STATE ZIPCODE
DATE

Dear RECIPIENT,

Thank you for participating in my research study titled “Individuals with Intellectual
Disabilities in Faith Communities: Perspectives of Catholic Religious Leaders.” |
appreciate you taking the time to meet with me and share your experiences as a
religious leader. | am writing to share with you a summary of my preliminary findings.

| am interested in your reaction to this summary. For example:

e [s the summary missing any important ideas that you have about the topic?
e Do the findings surprise you? Why or why not?
e What could these findings mean for you, your parishioners, and the Diocese?

| will be contacting you in about a week to learn about your reaction, questions, and/or
concerns. If you prefer, you can contact me through email at mpatka@pdx.edu or by
phone at 971-340-5550.

Thank you again for participating in the individual interview. | appreciate your
contribution.

Sincerely,

Mazna Patka, MS, ABD

Doctoral Student, Applied Social and Community Psychology
Portland State University

mpatka@pdx.edu

971-340-5550
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Appendix I: Summary

INDIVIDUALS WITH INTELLECTUAL DISABILITIES IN FAITH COMMUNITIES:

PERSPECTIVES OF CATHOLIC RELIGIOUS LEADERS
Mazna Patka, Portland State University
mpatka @pdx_edu, 971-340-5550
May 30, 2013

PURPOSE

The aim of this study was to understand the perspectives of Catholic pastors, parochial vicars,
and deacons toward the inclusion of individuals with intellectual disabilities, including how
they understand intellectual disabilities. To understand these perspectives, | conducted 12
interviews, which included five pastors, four parochial vicars, and three deacons in the
Portland area in parishes that do and do not host adaptive liturgy.

SUMMARY OF FINDINGS

Disability Training & Experience
Participating religious leaders who received

4 Participating religious leaders were
disability specific training in post-graduate

familiar with the Pastoral Statement of

education: U 5. Bishops

* 5 NoTraining 1 Participating religious leader was

familiar with documents from the Second
Vatican Council

* 3 Some Information within the Classroom
* 3 Fieldwork/Practicum
* 1 Mental lliness Focus

Participating religious leaders reported a variety of disabilities present in their parishes.

Responsibilities & Priorities

All participating religious leaders reported engaging within their parish in multiple ways. Like
most participants, one individual described his role as “hatching, matching, and dispatching”
which involves baptizing, marrying, and burying individuals. When considering priorities,
there were varying levels of support for allocating resources to disability issues. Two
participating religious leaders stressed the importance and role of the Office for People with
Disabilities at the Archdiocese of Portland and both leaders made inclusion for people with
disabilities a priority. However, even within the same parish there were differences in
opinion. Two participating religious leaders stressed that, in their opinion, disability issues are
not a priority within their parish.
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Knowledge of Resources to Understand Intellectual Disabilities
* 2 participating religious leaders did not know of any resources within the Cathaolic
community.
* 8 participating religious leaders know about the Office for People with Disabilities at the
Archdiocese of Portland.
* 1 participating religious leader knew religious leaders engaged in adaptive liturgy,
Catholics with disabilities, and lay people working in the area of disabilities.

Meaning of Intellectual Disabilities
*Some described individuals with intellectual disabilities as children in adult bodies or
“innocent children.”
*|n the context of confession, one participant questioned whether individuals with
intellectual disabilities are capable of committing sin.

“I'don’t know how much conscious this person might have of this being something bad, or
really wanting to de this...many times there's no malice in the action, you kmow, there's
no evil will or anything. ™

*|n contrast, one individual stated, “to not allow them to grow up in your mind is a
disservice to them, ‘cause they're growing up in their mind...and they want to be self-
sufficient. If you're going label them as children, you never really allow them to be as self-
sufficient as they can be "

Participation of Individuals with Intellectual Disabilities in Parish Life

One individual knew of persons with intellectual disabilities being present for mainstream
Sunday mass, but was not aware of their participation in any other way. Participating as
ushers and greeters were two common ways in which individuals with intellectual disabilities
have emgaged in the participating parishes.

Fucharistic Ministers

*0One religious leader knew of an individual with intellectual disabilities who was a Eucharistic
minister.

*One participating religious leader indicated he would need to assess whether an individual
with intellectual disabilities understands the Eucharist by asking questions and making sure
they can physically engage in the role. Five participating religious leaders stated that they
would not be concerned with assessing knowledge but the individual must be able to

"You know, who of us truly understands? Doss a second grader that’s receiving the
Eucharist understand what they're receiving? It's something we grow an undersfanding
of...I don't think that's nearly important as...the person’s desire to serve.”
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physically engage in the role.

Support to Expand Participation
One individual described an experience where he conducted a baptism and first communion
that was tailored to promote the participation of an individual with intellectual disabilities.
Specifically, the individual with
intellectual disabilities had a =ibling

who had already been confirmed and She wanted to be baptized and then..confirmed

was able to serve as a representative She also didn't like water...she was afraid of
for the person with intellectual anybody but her parenis and her brother...so
they let me kmow all of this and this was going fo

disabilities for the process. The sibling happen, and this is going to be really difficult
went through the process for the but sh e,wanr.'; it "

person with intellectual disabilities.
The person with intellectual disabilities
was present and communicated with the sibling throughout the process.

Friendships

Two participating religious leaders stated that they did not know of adults with intellectual
disabilities having close friendships within the parish. In contrast, one participant stated that
an individual with intellectual disabilities made connections within the community where
other parishioners provided the person with intellectual disability transportation to and from
events. Another participant described a parishioner with intellectual disabilities who
connected with others where members without disabilities knew his name and personal
information such as his occupation.

Impact of People with Intellectual Disobilities Present in Faith Communities

Three participants discussed the importance of the presence of individuals with intellectual
disabilities because of the impact it can have on the community. One individual stated that
parents “feel it's good for their kids and also them to see that, just remember how blessed
you are.” Thus, this may suggest that some adhere to the idea that individuals with
intellectual disabilities live a poor quality of life. Because of the disability, it may be assumed
the lives of people with intellectual disabilities are not normal, unsatisfactory, and full of
suffering.

“Families of those
Adaptive Liturgy people...with intellectual
Two participants reported having direct experiences with the disabilities and other
adaptive liturgy, and 10 participants were familiar with disabilities._have told
adaptive liturgy but have not had direct experience with it. me that you have no
Four participants described the purpose of the adaptive idea how hard it is on us

mass as connecting families with individuals with disabilities ta sit through a regular
and serving the specific needs of the disability community. It mass when they feel like
was reported that family members of individuals with they're being judged”

289
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disabilities, not people with disabilities, have advocated for the adaptive liturgy.

Some participants were asked about their thoughts on integrating components of the
adaptive liturgy into mainstream mass. One individual expressed that “some of them
[individuals attending the adaptive mass] are handicapped enough where they would not
want to do that [attend a mainstream mass).” Another individual said that the adaptive
liturgy is a resource that serves the needs of people with disabilities, which a mainstream
mass would not do. The individual believed that for people with disabilities to be integrated
within the mainstream mass, they would need to have an advocate without a disability
within the parish.

In contrast, four participating religious leaders stated that they wanted individuals with
intellectual disabilities to be part of the mainstream mass. For example, one individual stated,
"Well, I think you know it’s like anything, um the whole idea you know and theologically the
ideal community is an inclusive community... The primary purpose is to gather...that's true with
peaple with intellectual disobilities... they should be able to be comfortable in...the
mainstream 9 o'clock mass at their local parish...but at the same time there is something to
be said for having liturgies that on occasion anyhow that address the specific kinds of
experiences that people in that category might have as opposed to people in another” One
individual shared it would be best to only have a mainstream mass because “sometimes it's
hard because you know in the preparation, just the ordinary preparation for Sunday Fucharist,
you know for all the people | takes o lot of effort ond time. It's very hord fo create something
just for disabled people, | think. It's better if we can bring them into the community and that
could help them.”

Conclusion

The present summary provides an overview of the findings of interviews with Catholic religious
leaders about their views on the participation of individuals with intellectual disabilities within
faith communities. In general, a range of views and experiences exist, and many religious leaders
believe people with intellectual disabilities should participate within their faith community in
SDME way.

Caveats

It is important to note this summary includes a small group of Catholic religious leaders. Those
who did not participate may have different experiences and perspectives.
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Appendix J: Codebook

Model I: Close to God

Language Used to Describe People with Disabilitiekanguage used by religious
leaders to describe people with intellectual distads

Descriptors: Ways in which people with intellectual disabésiare described or
labels used to describe them

Suffering: Describing the experience of intellectual disiéibs as
unpleasant, harmful, or suggesting constant pain

P: he suffered from an intellectual disability

Relationship with Persons with Disabilities Outsideof Parish Life: The relationships
religious leaders have with individuals outsideradir parish life such as family
members and friends

Extended Family Member. Relationship with an individual who is not paft o
ones immediate family but is part of ones exterfdedly (e.g., cousin)

P: I'm a little familiar ‘cause my uh my cousindssabled..the only on-going
relationship | have is with my cousin.

Positive Relationship Positive experiences with individuals with
disabilities based on the description of experience

P: the only on-going relationship I have is with ogusin...I mean, it's incredible.

Disability Related Training: Training or professional development that invelve
disability issues through mediums such as lectndefigldwork

Working with Individuals with Disabilities as a Seminarian: Work
participating religious leaders had engaged inithailved working alongside
individuals with disabilities while training to lzepriest

P: I think in our MDiv program. Um in terms of loiok) at all of the pastoral issues
around a community. Um yes there was some ackngetadnt. Probably not much.
But there was some um field education pieces gbeaple with disabilities and also
going to live with. Like I lived in a place in [git, during the summer time with people
with intellectual disabilities.



PERSPECTIVES OF RELIGIOUS LEADERS 292

Secular Resources to Educate Parish Staffecular resources religious leaders
have utilized to build upon their knowledge of digigy issues and how to better
serve people with disabilities

Independently Sought Funding Attained secular resources by seeking
out financial support for funding

P: I had um, after a couple of years of being hasked a psychiatrist, | had gotten a
little grant, the psychiatrist that | met to comeand do some educational things for our
staff...At the end of it, he said to us, now look yguys, you guys have two things to
offer, faith and community. And he said that is whpaople are looking for.

Beliefs About How Religious Leaders Can Help Peopleith Disabilities: Beliefs
held by religious leaders about what they can dwetp people with disabilities to be
part of their faith community

Building Community : The belief that religious leaders can offer indinals
with disabilities membership in a community, whistthe parish

P: people with all kinds of disabilities, emotionahd uh physical, and uh mental, that
you know our neighborhood, the big killer in thegidorhood is loneliness, so and
social isolation...so | would say you know all of garogramming is geared to folks
who are most marginalized in society.

Reaction of Parishioners toward Individuals with Dsabilities: Reactions of
parishioners without disabilities toward peoplehadisabilities

Negative (e.g., stigmatizing) Reactions with Peopleith Disabilities:
Reactions on the part of parishioners that aretnegsuch as fear and
stereotypical beliefs

Nature of Disabilities: Stigmatizing beliefs about the inherent
nature of individuals with disabilities

P: You know it's always astonishing to me about hpreple think...mental disability is
contagious. Or um that that somehow its going tarvedf on them somehow.

Initial Reactions to People with Disabilities The reactions of
parishioners without disabilities when they firateunter people
with disabilities in the parish.

P: People fear it. People fear that sense of Id&nwhey are confronted with anyone
different than them. So, whether or not it is atibty um or it's a poverty that when
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people are confronted with somebody who has thegeser cultural sense of loss, they
are so afraid that that loss can also be in thenhat'3 the place in which we build the
community. Um. So | think we need to name thosesfeae need to confront those
fears, and walk through those things together.

Parishioners without Disabilities Accepting Peoplavith Disabilities:
The reaction of parishioners without disabilities/ard people with
disabilities in the parish. This is the reactiorpafishioners who
consistently attend a parish.

P1: There is no fight against the way somebody Isroelthe way somebody acts or the
way somebody comes to mass.

P1: He’s [man with intellectual disabilities] alwafirst in line, and the whole
community knows that. They expect that. They rezénat. They honor that.

Acceptance Dependent Upon Parishioner Characterisis The
contrast between ethnic and linguistic groups dleatonstrate
different attitudes toward people with disabilities

P: we have one family who comes to mass...they haamavho’s um, | actually don’t
even know the extent of what his issue is, but phissically disabled, he’s got mental
disabilities, he’s got all sort of disabilitiesgetinhe calls out during mass...that family is
totally welcome [at a Spanish masdjut | would know, if they were to try to come to
our earlier morning mass where people expect gquisbmething like that, | would have
somebody coming to talk and argue with me.

Raising Awareness Among ParishionersActions religious leaders have taken
to promote an understanding of disability issues

Parish Mission: Parish missions that explicitly focus on the ustbn of
individuals with various types of disabilities aitglapplication on a day-
to-day basis

P: We're kind of the last place to be for peoples.important to for us to realize that
what we do here, we are, we are not a nonprofdaraggtion that you know, we are a
religious community that opens our doors to budchamunity and use our faith to build
community with the marginalized.

Workshops/Retreats Training geared for parishioners to learn about
disability issues



PERSPECTIVES OF RELIGIOUS LEADERS 294

P: trying to help educate people about what weete nd about homelessness, mental
illness, uh addictions and those kinds of issugmnticular.

Acting Upon Parishioner Reactions The ways in which religious
leaders take action based on the attitudes andrioeba@f parishioners
without disabilities when considering parish leisslues

P: 1 will [preach] as soon as | get wind o§omething that has the capacity to grow to
become a little bit larger presence, that's whetilldo a bulletin article, that's when |
will tell a story, | will create a parable of yomdw where we first find Christ in this
situation, stuff like that to challenge, challengeallenge.

Decision Making without Parishioner Support Instances where
decisions were made that may not be popular dignraent with what
parishioners may want or are used to

P: we're not going to change things because somyeleets uncomfortable. There are
other places. We are what we are. And intentiondiyiberately. And uh, people who
come here, with one exception so far in my lifiee lit.

Beliefs About Inclusion of People with IntellectuaDisabilities in Parish Life:
Beliefs held by religious leaders about the pgrtition of individuals with intellectual
disabilities in sacraments, volunteer positionsyise, etc

Parish Life Open To All: The belief that all people should be includethi life
of the parish regardless of life situation

P: We don't judge, we don’t discriminate, and bgtthdon’t mean in terms of coming in
the door or not. | mean between how we relate tplee Uh, we meet them where they
are and try to lead them on.

Positive Past ExperiencesPositive experiences with individuals with
intellectual disabilities in the context of parigle

P: Uhh, | used to say mass for them [L’Arche comities] occasionally. that’s the
really only hands on uh thing that | had there.. dsyust sheer joy to uh, to go and be
with them and celebrate mass with them and ste#ihyit was just, they’re just
delightful to be around.

Mainstream versus Integrated SettingsBeliefs about whether inclusion
should be in segregated settings, mainstream ggtiom a mixture of both
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Proponents for Inclusion in Mainstream Mass Religious leader belief
that inclusion should be within the mainstream diféhe parish rather
than a segregated setting that is tailored for lgewph disabilities

P: 1 think we become a better church if they'reréhethis is their home, this is their
place for prayer

P: for the people who want to be exclusionaryst judon't, it does not make pastoral
sense to me, because how can | speak, how cam bewdfective, | mean of course we
have to go out. | have to be present outside, Imédn, unless they're there to share the
word with them, to share sacraments with them, bamwwe expect them to have that
moment and that relationship with God in orderxpegience that desire to know God
better

What Participation Can Involve/Look Like : Descriptions of the ways in which
individuals with intellectual disabilities parti@ge in parish life which can span from
initiating participation or volunteering for a rdie the actual participation within a role

Initiating Participation : What needs to be done and by whom for particypati
to take place

Initiated by Parishioners: Participation initiated by parishioners for a
role within the parish

P: They can do whatever they want to do if theicaldte it and we can ask them to do
things that they would be able to do

Initiated by Religious Leader. Participation initiated by the religious
leader for a role within the parish

P: 1 asked him if he would be willing to handou¢ thulletins at the end of mass...he’s
the bulletin hander-outer.

Desire The belief that individuals need only to haveesitk to participate in the
life of their religion

P: In worship, in the learning process, in volunitegg and service. Uh, just the same
way anybody else would be but at their chosen uél.le

Training/Mentoring : Training or mentoring provided for participationroles

P: If she asked to be Eucharistic Minister, we wlatértainly work with her. Not just
say, okay, go do it, but there’s a training anyway.
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Participation in Specific Roles Descriptions of specific roles that individuals
with intellectual disabilities have participatedvitithin their parish

Volunteer: Volunteer positions that people with intellectdadabilities
engage in within the parish

P: The other day she volunteered, the orange juice.

Communion: Participation of individuals with intellectual disilities in
Holy Communion

P: Well first of all he’s been coming here to massry mass, for thirty years. And
everyday he brings up the gifts...Everyday he reseogmmunion first.

Eucharistic Ministers: Participation of individuals with intellectual
disabilities as a Eucharistic Minister during mass

P: We do have uh people various disabilities dnésises who are Eucharistic Ministers.

Promoting Inclusion of People with Intellectual Disbilities in Sacraments:
Action taken by religious leaders to include peaopith intellectual disabilities in
sacraments

Including People Excluded in Other Faith Communities:
Including people with disabilities who have beeclaged from
religious participation in another parish

P: This mother came to me and this gentleman antdeuom suffered from an
intellectual disability...she said to me um that bld tried to bring him to almost every
Catholic parish in the [city] area, and no priesiNd give him communion. And so |
said to her, you know, that’s no problem. We’'ll Woogether...The first person to
receive the Eucharist, uh, at my first mass wast[gman’s name].

Training/Mentoring : Training/mentoring provided to
parishioners to promote success in participation

P: You know, a lot of our people who live on theests can certainly volunteer but they
are mentored. Um. They are assigned a personx@aarme...we try our best to have
everyone be successful here. So we don't let anyhotlbe in, so yes, we do an awful
lot of mentoring.
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Communication: Promoting participation through
communication involving simple language

P: And uh, um, her understanding is is is very himdtgradish, if you you will in terms
of religion...so we have to walk her through that affdm like you would with a third
grader that well, you know, it it is and it isn’tt'sia little tougher concepts and abstract
thought, of course.

P: 1 go to a lot of parishes over the course oéar yand so often they’ll go *how do you
do mass, father?’ It's the wrong question for mgay, ‘no, how do you do it? I'm here
to help you pray, and you’ve been doing itsame guys they go well, okay, I'm gonna
show them the right way. Uhhh, no [laughing]. YowW, it's how do they, how does
that local community do it, including how does tbeal, how the does the L’Arche
community do it?

Utilizing Resources within Community. Working with
resources such as the Archdiocese to help promoligsion

P: Yeah, parents and if we come up short with #rems for some reason, like you
know we’re coming up with uh a hard situation, vedimitely will contact the office at
the Archdiocese for support, and they're fantastic.

Collaborating with Family Members: Working with family
members to understand what can be done to promdtesion

P: we can work with you, lets find the wao.far it's been really a no brainer, very
easy to do, uh because typically the families...kmoove than we do and what the
needs are, and so its basically just plugging dwesen with the needs.

Accommodating through Segregated Setting?Accommodating
individuals through a setting that is tailored p@ople with disabilities
that allows for inclusion within the larger faitbramunity but not in a
mainstream setting

Attitude toward Segregated SettingsReligious leader attitudes
toward the use of segregated settings as a wanghadie people
with disabilities

Mixed Feelings Religious leaders expressing feeling
conflicted about the differing wants of stakeholdesups
like parents of children with disabilities



PERSPECTIVES OF RELIGIOUS LEADERS 298

P: families..have told me that you have no idea of how harsl @n us to sit in a regular
mass when they feel like they're being judged erghrson with the disability
themselves can’'t handle crowds. So it’s like ifaaa’'t do this [adaptive liturgy], you
know for a lot of those families its pretty mucle thbne mass they go to a month, ‘cause
we only do it once a month. So I'm conflicted the¥eu know, because | understand
that but you know, so what is the answer?

Physical Accessibility Descriptions of the parish that concern the exien
which the parish is physically accessible

P: just changed the confessional because...thereapt#on to sit in front of the priest
or a kneeler, and the kneeler was sticking outéndoorway, so a wheelchair couldn’t
get in there...We took the carpeting out of the chayjs® that wheelchairs could get in
without, you know not, that the wheels wouldn’t get up in strings of the old
carpeting.

Needed Accommodations within Mainstream MassAccommodations that
religious leaders think should be present for isiddo within their parish

P: What needs to happen around that it is um yawkhe family or the community
itself also interpreting...not just by words but lgtian...Again that's a piece of
breaking down the barrier, but also empowering ktoaw a family or the extended
community around the person to also help translatearticulate.

P: They may need to have a discussion, on-goirgsisson about.what the homily
meant, where Father was going later on in the &uldn’t it be awesome if everybody
kept digging into and throughout the rest of the diad didn'’t just leave it when they got
in the car after going to mass? So | mean we hafied ways. We have to make sure
that they’re there.

Presence of Individuals with Intellectual Disabilites Impacting Others
Beliefs about the impact people with intellectuislatbilities have on others
within a setting

P: for them to be an instrument of grace in the momity by simply being present. |
have found that’s just been incredibly powerful.l&bpeople be exposed to the, to
peoples’ honesty. To be able to see life in sonmegiarticulated in the simple
expressions, that is a powerful gift for a commyn8o to make sure that people are
visible and honored and a part of a family, andseparated out from the family,
because the family is also us.
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Beliefs About the Nature of People with IntellectubDisabilities: Beliefs held by
religious leaders about the inherent nature (eegsgmality, character) of individuals
with intellectual disabilities

Exhibiting Exceptional Skill/lKnowledge: The description of individuals with
intellectual disabilities demonstrating behaviokonowledge that is viewed to be
in excess of what is considered normal

P: It's just, it's almost savant. You know, | dokitow if that would be accurate, but
yeah it's amazing how he’s managed to do that aerrelatively short period of time

Closer to God The description of individuals with intellectudibabilities being
closer to God due to their disability. The desdoipt make people with
intellectual disabilities appear God-like. The ti$ity is not viewed to be a gift
but their presence is as though it is a gift fdreos.

P: ‘cause I think people in the L'Arche, | thinkethhad a deeper, you know they | mean
they didn’t have all this uh, you know don’t havktle prejudice and the and you know
who’s in and who’s out, and you know all of thoseds of things, you know its just a
very kind of raw uh simple approach to it.

Not Gift: The belief disability is not described as a gift

P: 1 don’'t want to be arrogant and just enoughaipiss a gift to be disabled. You know,
I might get smacked in the head by some peoplaydisat, you know and I’'m not one
of those people to say it's a it's, you’'ve beenegi\a gift to be given this iliness, this
cross to carry, | don’t speak in that language.

Cause of Intellectual Disability. Beliefs about the cause of intellectual
disabilities

Attitude Toward Fixing : Beliefs about whether people require fixing

P: I think that's one of the really big problemgtwany kind of emotional or mental
disability is that other people think they shoutdfixed or that they can be fixed. One of
the biggest gifts that I've received here is thedization from not only social workers,
psychiatrists, and faith leaders in this particalammunity, but one of the things that
I've really really really really learned is that ume cannot fix people. And so that
realization in that there is no medication thajagng to solve somebody’s problem. The
only thing that is going to help is community aethtionships. That's the healing
presence that people are looking for.
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Resources to Understand Intellectual DisabilitiesResources participating
religious leaders would use to understand the eatnd cause of intellectual
disabilities and intellectual disability relatedugs. These resources are not
relied on to provide service but rather help religi leaders and parish staff in
working with individuals with intellectual disahikes.

Secular ResourcesResources like medical doctors and social workers
that have been used to understand disabilitieslenadbility related issues

P: That psychiatrist, the social workers that w@reontact with

Model Il: Conformity

Leadership Role Responsibilities and experiences related to tesdership role within
the parish

General Concerns for the Church Broad concerns religious leaders have that
relate to their duties

P: Um and then these days, such a litigious sqdigfting to keep us out of trouble,
keeping people from falling, and then having somnsalallity because they’ve fallen.

Limitations to One’s Authority : Beliefs about the authority a religious leader
has in relation to parishioners

P: Um in church law | have an immense amount di@ity, but as with most authority,
you only have it if you have people with you...Oth&svyou're charging ahead and
there’s nobody behind. And then what is that?avéhimmense power yet my par-
powers, authority, and, they'’re limited by what greople give me

Priorities of Larger Church : Religious leaders beliefs about the prioritieshaf larger
Catholic church

P: This is a huge archdiocese and there are marshps, and you know the pedophilia,
the bankruptcy, and all the things we do and soithnot at the top of the list. You
know?

P: maybe in the seminary now...but it's probably a®trushing pressure as uh, I think
Hispanic community...it's more numbers.

Parish Priorities: Priorities of religious leaders at the parishelev
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P: You know [woman with disability] has so many dgeyou know for our sake, can
someone pick her up and take her to the bus...trilghfudidn’t have the time or energy
or ability to do much for her...the priest wants aertthings done, and helping
somebody to the bus and getting in, you know thaatspart of it. [laughing]

Language Used to Describe People with Disabilitiekanguage used by religious
leaders to describe people with intellectual distds

Descriptors: Ways in which people with intellectual disab@siare described or
labels used to describe them

P: handicapped person
P: down syndrome person.
P: So we had all normal kids and [name of persdh intellectual disabilities]

Training : A broad range of experiences relating to trairaega seminarian and religious
leader

Limitations in Training : Experiences and beliefs about the limitations to
seminary training

P: there's a shortage. Whatever mentoring you toeget, you need to get because
you're only going to have a short time before yotasponsible. And | don't think that's
good. Because a certain amount of this you learoshyosis.

Preference for Specific Parishioner GroupsThe preference or liking of particular
groups within society as parishioners

Preference Based on EthnicityAn expressed liking of parishioners who are of
particular national groups that stereotypically kvior positions requiring high
levels of education

P: they're [national groups from Asia] very um,yttao well in computers...they’re not
like the Hispanic community...fixing up uh hotel bedsing those service things...they
tend to do well in uh, computers and...I find themywgracious...when I’'m with them,
you know heaven’s gonna be like this

Preference Based on Socio Economic Status and Edtioa: An expressed
liking of parishioners who are of a higher sociormamic status and educational
background
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P: 1 am really lucky. I've had, i've had tougherigi@es. | have a parish here that is very
bright, well educated. | would say 95% have baateltegrees, and probably 75%
masters or more, here. You know | can use big wandsthey understand. So it's kind
of fun preaching. They're well read. They go to mewou know. Go to the opera,
symphony..They have a lot of abilities, er capabilities, pbsisies that people in
[specific area within the city] don't have.

Preference Based on Type of DisabilityAn expressed preference for people
with certain types of disabilities

P: I think that down syndrome type have been easeple.

Beliefs About the Nature of People with IntellectubDisabilities: Beliefs held by
religious leaders about the inherent nature (egsgmality, character) of individuals
with intellectual disabilities

Lacking Complexity: Beliefs about individuals with intellectual digkities
lacking complexity and without worries. It impligsdividuals with intellectual
disabilities have inability to experience negatweotions and are easy to please.

P: He lived there [L’Arche] for a while. But so &s in the youth group down there,
you know. And | was the youth group leader. So ae &ll normal kids and [name]...
[laughing] He was always happy. You know, if thee@wn Ducks won that day, he was
really happy... he was simple, life was simple, saine other kids, normal kids they
got stressed out by work and stuff like that.

P: You know, they’re not complicated, they like Bugou know, those kinds of things

Nature Around Issues of Rights Beliefs about the character of individuals with
intellectual disabilities when they are denied asce

P: And sometimes people with uh uh, handicap aroigids can be aggressive too. Um
and angry.

Resources to Understand Intellectual DisabilitiesResources participating
religious leaders would use to understand the aand cause of intellectual
disabilities and intellectual disability relatedu®s. These resources are not
relied on to provide service but rather help religi leaders and parish staff in
working with individuals with intellectual disahiies.

Secular ResourcesResources like medical doctors and social workers
that have been used to understand disabilitiesleadbility related issues
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P: Being here at [university], | have any numbepuifessors and things...l suspect they
would be willing to help. You know so. Now ther¢t®unty] and all their agencies that
can, so.

Relationship with Persons with Disabilities Outsideof Parish Life: The relationships
religious leaders have with individuals outsideradir parish life such as family
members and friends

Immediate Family Member: Relationships with individuals who are part of
ones immediate family

P: Our oldest one um, you know might have Aspesgerautism or he has a hard time
getting initiative...now our second son is very giftéle might be a doctor, he has a
girlfriend, he’s charging ahead in life...For yedkelasked him [son with possible
disability], what's your excitement? What's yoursgeon? It’s kind of flat line

Extended Family Member. Relationships with individuals who are not pdrt o
ones immediate family but is part of ones exterfdedly (e.g., cousin)

Isolation: The experience of isolation experienced by fambmbers of
individuals with disabilities

P: you know their two sons will live them, with thdorever. They don’t get out much.
They can’t go take him into social environmentusathey might go off, you know.

Purpose of Individuals with Intellectual Disabilities Beliefs about the reason for why
people with intellectual disabilities exist or therpose of their existence in relation to
others without disabilities

Parents Beliefs about the purpose individuals with irgetiual disabilities serve
as children for parents

P: has taught us so much about love. We are meigldamily, because of this child.
You know, they’re not complicated, they like hugsu know, those kinds of
things...And so, what the handicapped do for usumaovn little selfish worlds, is they
draw us out of ourselves.

General Parishioners Beliefs about the purpose individuals with irgetual
disabilities serve for general members of the paris

P: So these handicapped people, God places thergivetais an opportunity...to
expand our hearts and to hear another’s journeyalubk through their eyes and that
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might be a very saving grace actually, if they atijudo that. ‘Cause if we just stay
within ourselves, and selfish, you know, that’'sckiof the definition of hell, is to be with
yourself forever.

Beliefs About Inclusion of People with IntellectuaDisabilities in Parish Life:
Beliefs held by religious leaders about the partition of individuals with intellectual
disabilities in sacraments, volunteer positionsyise, etc

Mainstream versus Segregated Setting8eliefs about whether inclusion
should be in segregated settings, mainstream g&ttm a mixture of both

Proponent for Segregated SettingsThe belief that inclusion should be
in the form of a segregated setting tailored faygte with disabilities

P: The environment is too intellectual for theneythvould need a translator. [laughing]
Like you see for the deaf or something like thats@mebody by their side, you know,
which is probably generally their parents or sonmgthThey've been doing it all their
life, translating for them.

P: normal people are just going so fast, thingsweado that | feel that they’re probably
left to the side. Um, unless somebody can slow damchsay hello to them...I guess an
extended sense they’re not productive, you knovatwgbod are they? They're in the
aisle, they’re in the way.

Beliefs About How Religious Leaders Can Help Peopleith Disabilities: Beliefs
held by religious leaders about what they can dwetp people with disabilities to be
part of their faith community

Referring Individuals with Intellectual Disabilitie s: The act of referring
individuals with intellectual disabilities to a fessional working in the area of
disability because religious leaders do not beliey can work with individuals
with intellectual disabilities

P: 1 kind of refer, it's not like | can necessatigcome um, the expert on uh uh,
handicapped or uh, adaptive uh, accommodations Batenaybe somebody on the
community that’'s more, lives in that, can do that.

Employment of Persons with Intellectual Disabilities: Descriptions of individuals
with disabilities who work at the parish level axperiences relating to the employees

Parish Staff with Disabilities: A description of staff members who have
disabilities



PERSPECTIVES OF RELIGIOUS LEADERS 305

P: I have a man who is going to be ordained aseatghis year, [name]. [seminarian’s
name] has [physical disabilities].

Staff with Intellectual Disabilities: Description of staff member with
intellectual disabilities

P: Yeah, I'm hiring [name]. Down syndrome. Fortyrsgihing... she’s very bright, and
has her own little apartment she takes care of. ghadtakes care of her accounts and all
of that...does her own shopping and uh.

Decision to Hire Person with Intellectual Disabilites The reason why
the participating religious leader chose to hieewoman with
intellectual disabilities

P: Her mother and | had lunch recently...she saitsstleupset ‘cause...she’s going to
lose her job...she needs to be productive and feeluyative...l described what | might
need, and she said that would just be perfectonian with down syndrome], and said
you know her, she’ll be great.

Employment Responsibilities Roles the person with intellectual
disabilities will engage in as a staff member

P: Has small small jobs like filing. Little secratd kind of an office, greeting
people...we’re going to have her be here two daysekw

View Toward Role of Employees with Intellectual Diabilities: The
way in which religious leaders describe the emplegtrole of people
with intellectual disabilities

P: ‘cause her one little job she had

What Participation Can Involve/Look Like : Descriptions of the ways in which
individuals with intellectual disabilities parti@ge in parish life which can span from
initiating participation or volunteering for a rdie the actual participation within a role

Relationships with Parishioners with Disabilities The types of relationships
religious leaders have with parishioners with diigizds

P: | see them in wheelchairs or that...| say hi amdkind to them, but uh, | kind of also
walk by because there’s there people that are mgl&nd you know I'm working with
them, and um. So uh, it makes me think you knowwll they're in a wheelchair,
should | know anything more than that? [laughingh@kind of thing.
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P: I'm a minister but at coffee and donuts, as hutm&ngs are, they kind of know who
their friends are, so most every Sunday they'tengitwith the same friends...I think
we’re kind and we do well

Initiating Participation : What needs to be done and by whom for particypati
to take place

Initiated by Parishioners: Participation initiated by parishioners for a
role within the parish

P: 1 can't be calling people and say why didn’t yall me. They have to have
initiatives.

Proposing Change Ways in which religious leaders work with
proposals for change that are initiated by paristie

P: I have to listen to them, uh, and understand Wigg/'re saying...understand it in my
mind, and then | need to propose it to Father...sonest| let the people talk directly to
him because I'd just be in the middle and they rteddlk to each other. In other times |
need to translate what they're saying and askanguage that he’ll understand, ‘cause
he doesn’t want to be bothered by all these things

Initiated by Religious Leader. Participation initiated by the religious
leader for a role within the parish

P: In terms of um, proactively thinking about diigibs, | guess not here.

Eligibility for Participation in Parish Life : Information religious leaders utilize
to determine whether individuals can or cannotipi@gte in specific roles

Denied Participation: Experiences with people with disabilities where
the religious leader denied participation of a peraith disabilities
within parish life.

P: Not that | know of. Um. When [man with disalyijitvanted to read and [woman with
disability] wanted to give out communion, um, utliiea has concerns, safety concerns.
Um, logistically, how do we do this? Well, uh, fonan with disability] we have to
assign somebody else to, how’s that gonna work?’$\ffamna walk him up to the
amble? So uh, number of things that had to be te&smof and decided, and you know,
who’s gonna work on this?

P: Uh. So like mainstreaming people in classroonmschools or something. Uh. | think
it's a great if they're not totally disruptive, ydamow.
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Advocacy at Parish Level Belief that an advocate without a disability is
needed at the parish level in order for individwaith intellectual
disabilities to participate in parish life

P: the ones that are not handicapped can yell taudget in your face...they're kind of
just pushed to the side...unless you have a speabrakcate for them in the parish.

Physical Accessibility:Descriptions of the parish that concern the extent
to which the parish is physically accessible

P: The church here is a very small, tiny old chufdt is absolutely unfriendly to
anyone with a physical disability, particularlyaBs all over the place. You know,
narrow aisles um.

Requirements for Eucharistic Minister: Information religious leaders
utilize to determine whether individuals with inegtual disabilities can
engage as a Eucharistic minister

P: Well, | mean they understand for us it's theddl@and body of the Lord, and that’s the
person you're giving. You're not giving bread. Yoaihot giving wine. Pretty
simple...And obviously physically are you able to kvap the steps, are you able to
hold the cup. Not drop it you know. You know, har@ugh motor skills to make it
work. To do it.

P: | probably wouldn’t, um. Or um excuse me, malbave them meet with the person
who does religious formation and see, you knowdkohwork and see if it's
possible...They're just sort of basic kind of expéotas of everyone.

Participation in Specific Roles Descriptions of specific roles that individuals
with intellectual disabilities have participatedvitithin their parish

Parish Council: Beliefs about the inability of individuals with
intellectual disabilities to be a member of pagshincil

Not Suitable for Participation: The belief that people with
intellectual disabilities should not participateparish council
because of beliefs what it means to have an ictelk disability

P: And and there’s an agenda happening or politgckr whatever. Um, and in a blessed
sense these people may uh, not catch that at BlcnWnd you know, | wish | wouldn’t
either, you know. [laughing] You know, you knowetk’s no hidden agendas for them
[laughing] which is just refreshing. | guess in soway | wish | could be like that, you
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know. | wish we could offer a more like that, but @ometimes are very smart and you
know, we’re pushing this or that one or whateven, laughing] so maybe they should
come and teach us how to relate [laughing].
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Model lll: Unfortunate Innocent Children

Language Used to Describe People with Disabilitiekanguage used by religious
leaders to describe people with intellectual distads

Descriptors: Ways in which people with intellectual disabésiare described or
labels used to describe them

P: who are are uh, dumb
P: person is intellectually disabled

Beliefs About the Nature of People with IntellectubDisabilities: Beliefs held by
religious leaders about the inherent nature (eegsgmality, character) of individuals
with intellectual disabilities

Fortune: Beliefs about how unfortunate (i.e., unfavordidated) people with
disabilities are which is expressed by contradiivegn with people without
disabilities

P: They'd just go thinking about how fortunate tlzg, and their life, and how thankful
they are for being there to help those people

Innocent Children: Beliefs about individuals with intellectual digkties
ceasing development at childhood and thereforaduolts. Individuals with
intellectual disabilities are also viewed as nahgeble to commit sin or any
wrongdoing.

P: there is this huge crucifix above the alter ymd know Christ’s head was tipped
down, and it was like it was looking out over théire people there, and he was saying,
these are my innocent children...these people evamgththey were adults, mentally
they were still children.

P: there’s a girl with down syndromebut he would come and I'm of course always
hear her confession and give her absolution, ugttestion that | have most of the time
is how much of this is really a sin for her, yowlr? How much of this, like she’s like
really willfully doing and knows that it's wrong dranother condition for something to
be a sin is that you know that something is wromg that you are, then you still want to
do it and that it's grave matter, and so many tilesth kids once they reach the age of
reason, they more or less know when they got irfighé with their brother, sister. They
know that’s wrong and but sometimes with themkk Iiny heart goes out to them ‘cause
| think there’s such an innocence in this persa tidon’t know how much of this is a
sin but | give them absolution and all the sanm®. she doesn’t understand that it's a sin,
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or she thinks it's a sin because she’s there iiession. | don’t know myself if that is
really a sin for her...just because of the innocesfdbe person.

Purpose of Individuals with Intellectual Disabilities Beliefs about the reason for why
people with intellectual disabilities exist or therpose of their existence in relation to
others without disabilities

Child with a Disability : Beliefs about the purpose individuals with irdetual
disabilities serve as children with intellectuadabilities

P: may not be the perfect human being, but thadd efill change you, if you just keep
loving that child and helping that child. God’s dgithe work needed for you through
your child. Um. And | believe that.

What Participation Can Involve/Look Like : Descriptions of the ways in which
individuals with intellectual disabilities parti@ge in parish life which can span from
initiating participation or volunteering for a rdie the actual participation within a role

Eligibility for Participation in Parish Life : Information religious leaders utilize
to determine whether individuals can or cannotigigdte in specific roles

P: 1 don’t think we need to promote inclusion iattspecific area that you know, it that
it might not be for people with disabilities. | dothink we need to include them in that,
that we that we say that maybe it's not for themt Bhink many times we need to find
ways of including them in other areas...so inclogioesn’t mean that everyone needs to
have access to everything, you know because that'sue of the world either
[laughing], you know. And uh, so understandingusabn in the right way, | think that
no, there’s like very clear processes and and futgurse some things are for some
people, some things are for men, some things anedmen, some things are for
different ages, you know the sacraments and likmaoy things are, so many things are
ruled in that way. You know, what things are foroam stuff like that, but | don’t think

in a discriminatory way. But in a respectful wagchuse it's only to help the person um
have a good development in that role and alsothelpvhole community, and so.

Participation Contingent Upon Factors Such As Respusibility : The
belief that the roles individuals with intellectuhisabilities may be
limited due to the level of responsibility requinedcertain positions

P: For example, the priesthood, if any persontellgctually disabled, and that’s such a
problem for the person to read, that's the priestause as a priest you need to be a
father and you need um, well there’s many things ylou need to haveit is not for
many people, not with intellectual disabilitie$t. doesn’t mean you’re not good for life
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either. There’s many good, hard things you couldutho but maybe not this one because
of the responsibility you have before people.

Approach to Interacting with Persons with Intellectual Disabilities: Beliefs
about what is needed on the part of religious lesatfeinteract with people with
intellectual disabilities

Patience The belief that patience is required when workintip people
with intellectual disabilities

P: I had to have a lot of patience uh to be pretetitem, because they tended to keep
repeating things and repeating things, and theyldvask questions and | would answer
them...you just have to have patience.

Love: The belief that people need to express love tdywanple with
intellectual disabilities

P: Just patience and love. And willingness to ¢g&e a hug and you know that kind of
stuff.

Protection from Harm: Religious leaders feeling the need to protect
individuals with intellectual disabilities from agls and the general
context/environment

P: two young people that came to my young adultigmeetings, and uh when [man’s
name] started to act a little peculiaFwould just kinda go over and say, hey, hey
[man’s name] lets go get a drink of water or sonmgth.it’s trying to protect them...But
| was always making sure that | was present sovthah other people were trying to
help and do the wrong thing, trying to help, theyd make it worse. And so, that's
where |, that’'s why | keep saying safety and respmliy.

Promoting Inclusion of People with Intellectual Disbilities in Sacraments:
Action taken by religious leaders to include peogpith intellectual disabilities in
sacraments

Training/Mentoring : Training/mentoring provided to parishioners to
promote success in participation

P: Gotta see them around. And you can show thenbamigjht with them, almost doing
it yourself, but letting them know that they're aally doing it.

Challenges with AccommodationsChallenges religious leaders
experience when trying to include people with dils#ds in the parish
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Attitudes toward Creating Accommodations Beliefs held by
religious leaders about making changes for accépstbhat
require changes to the physical structure of aspari

P: And and it its not really an option to modifyattor build a ramp or anything, because
because we cannot change the fagcade of the cheaceluge it's a, because the church is
so old and so from the outside, person I think yloat can change.

Beliefs About Inclusion of People with IntellectuaDisabilities in Parish Life:
Beliefs held by religious leaders about the pgrtiion of individuals with intellectual
disabilities in sacraments, volunteer positionsyise, etc

Mainstream versus Segregated Setting8eliefs about whether inclusion
should be in segregated settings, mainstream ggtiom a mixture of both

Proponents for Inclusion in Mainstream Mass Religious leader belief
that inclusion should be within the mainstream diféhe parish rather
than a segregated setting that is tailored for leewpih disabilities

Resources Reasons for integration due to the amount of
resources (e.g., time) required to create a segegatting

P: Sometimes its hard because you know in the pagpa, just the ordinary preparation
for Sunday Eucharist, you know for all the peoplakes a lot of effort and time. It's
very hard to create something just for disabledpfeed think. It's better if we can bring
them into the community and that could help them.
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Model IV: Deficiency

Language Used to Describe People with Disabilitiekanguage used by religious
leaders to describe people with intellectual distds

Descriptors: Ways in which people with intellectual disabésiare described or
labels used to describe them

P: those who are disabled
P: she’s intellectually impaired

General Opinion of Disabilities Broad beliefs about disabilities in comparisoméd
having a disability

P: There is something they’re not able to do wihicthe normal daily course of life you
would expect people to be able to do. People tatkiadifferently abled, well or the
argument about the deaf who you know there are smuople in the deaf community
who oppose cochlear implants. If | were deaf, iltltk get one of those things. It's

better to be able to hear than not to hear. Nowdbasn’t mean that people who don’t
have hearing who either never had it or who losgoii know are bad people or that they
are sinners, or that they are inferior in some vida.it's better to hear than not be able
to hear. Uh, it's better to see than not be abket

Beliefs About the Nature of People with IntellectubDisabilities: Beliefs held by
religious leaders about the inherent nature (egsgmality, character) of individuals
with intellectual disabilities

Cause Beliefs about the cause of intellectual disalesit

P: Whether it was a result of his sin or or hisgpés sin, he said neither. You know,
because the reality is, sometimes things just & they are, why does so and so get
cancer and so and so doesn’t? Sometimes its jastriDNA, sometimes we’re just in
the wrong place at the wrong time

Nature: Beliefs about the inherent nature of individualth intellectual
disabilities
P: There is something they’re not able to do whcthe normal daily course of life you
would expect people to be able to do

Blessed Beliefs about people with disabilities being sied more than
people without disabilities
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P: Um, people who are every bit as beloved of Gogoal are, in some respects more
precisely because they needed more. Um, so yeam'tisee that at all as patronizing.

Innocent Children: Beliefs about individuals with intellectual digkties
ceasing development at childhood and thereforadolts. Individuals
with intellectual disabilities are also viewed a4 being able to commit
sin or any wrongdoing.

P: It's not bad but do we want to keep them chitl@€an we let them grow up? You
know it’'s uh, | think it's a disservice to peopteday aren’t they cute, you know and |
think there is that, and especially with down symde people, they are cute. They're
lovable, they're you know they’re open their vulalgle, they’re you know, can be taken
advantage of pretty easily, but | think not to wilthem to grow up in your own mind is
a disservice to them. ‘Cause they're growing ugheir mind, whatever that might mean
to them, but | mean um yeah, yeah it's uh, and thamt to be self-sufficient. | think if
you're gonna, if you're gonna label them as childrngou never really allow them to be
as self-sufficient as they can be.

Healing: Beliefs about the possibility of disabilities bgihealed through
prayer

P: It's like I'll pray for healing for certain thgs, but you want to be careful to avoid
creating unnecessary expectations for people. ®ottier hand, | do know of cases
where people have been healed of paralysis. Ankgow, people have been healed
just the way you look at this and say, “Woah!”

Cause Beliefs about the cause of intellectual disale#it

P: 1 know there is a lot of scientific evidencettf@giveness makes a huge difference in
a persons physical bodily healthMaybe the person was so bound by his resentment
that it caused a physical ailment that causes ymsall don’t know.

P: some of them, who knows, maybe if they had regpies, freer lives, maybe the
dementia wouldn’'t have set in so early. | have ay to know that. Not my kinda job.
[Talking about disabilities generally]

Resources to Understand Intellectual DisabilitiesResources participating
religious leaders would use to understand the aand cause of intellectual
disabilities and intellectual disability relatedu®s. These resources are not
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relied on to provide service but rather help religi leaders and parish staff in
working with individuals with intellectual disahikes.

P: Uh, but resources in terms of understandingkymw what what the uh, you know
the documents of the second Vatican Council tattuadealing with people with
disabilities across the board, you know from ecoicdmphysical to emotional to
intellectual.

What Participation Can Involve/Look Like : Descriptions of the ways in which
individuals with intellectual disabilities parti@ge in parish life which can span from
initiating participation or volunteering for a rdie the actual participation within a role

Physical Accessibility Descriptions of the parish that concern the exti@n
which the parish is physically accessible

P: Now we're looking at from the perspective offgygical disability, people in
wheelchairs or people with walkers. Uh, how do weltht? So, it's a very expensive
proposition to put in wheelchair lifts, ramps, ahdse kinds of things. We do have a
wheelchair access on the side of the building Harethat when that was put in, there
was code, today | think it’s, the code requiresssér gradient ramp than the one we
have on the side.

Promoting Inclusion of People with Intellectual Disbilities in Sacraments:
Action taken by religious leaders to include peaogith intellectual disabilities in
sacraments

Communication: Promoting participation through communication
involving simple language

P: Part of it was just where each person was, mmchat way | could connect with them.
So that took a little bit of a while just to, | widuvatch a lot and make mental notes, so
okay, this person will ask, will answer questioasd this person will always be excited
so be careful about asking too many rhetorical tijpres because they’ll override
everybody else. So then if | give somebody’s ndidesay [name] what do you think?
Or look at directly at somebody else and say, aglestion, and that way | allow more
people opportunity to participate. And then pickorgthings um, often times they will
react to things that they see and things beinglamié

Reaction of Parishioners toward Individuals with Dsabilities: Reactions of
parishioners without disabilities toward peoplehadisabilities
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Parishioners without Disabilities Accepting Peoplavith Disabilities: The
reaction of parishioners without disabilities todg@eople with disabilities in the
parish. This is the reaction of parishioners whoststently attend a parish.

P: People just understood. Once it became the rtbahpnce a month that this mass,
these people, there would be 2 of them, peopleujpdérstood that's how. If you go to
one of them, this is how, this is how they’'re gonigat. And we explain to folks uh,

first the first couple of times that they did ihcathen after that people said, ‘oh okay
fine.” They got on to it. They were told that tlhias to work here and they adjusted fine.

Acting Upon Parishioner Reactions The ways in which religious leaders take
action based on the attitudes and behaviors oflpaners without disabilities
when considering parish level issues

P: If they have that problem then | would say wihypuld like to have a conversation,
why why do you see that as problematic? P12: Afdimes its fear, ungrounded fear
that people have. But you have to deal with thathose cases.

Beliefs About Inclusion of People with IntellectuaDisabilities in Parish Life:
Beliefs held by religious leaders about the pgrtition of individuals with intellectual
disabilities in sacraments, volunteer positionsyise, etc

Parish Life Open To All: The belief that all people should be includethi life
of the parish regardless of life situation

P: But to the degree that people can and you ka@wyant people, we'd like people to
try and do that because in that sense they getse s# belonging to something bigger.
You know you're part of this larger family so toesik, all these people and you're a part
of this too. P12: So that they have that sense@émence and it's not just looking at
other people with their kinds of disabilities arel’ar seeing much beyond that.

Mainstream versus Segregated Setting8eliefs about whether inclusion
should be in segregated settings, mainstream g&tiom a mixture of both

Both: Preference for both segregated and integratéidgetvithin
parishes

P: Well, I think each has its strengths and itskmeases. In a in a separate adapted
liturgy, you can really focus on the particular de®f the people there, so its like having
a children’s mass. So when you have a mass fadrehilor younger children, you can
really preach differently, you can relate to theffedently, the whole focus is different,
in a way it's really the, the focus is on them vepgcifically. When you do a like a
Sunday mass, I've got people and they're all actlosspectrum in intellectual abilities,
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in terms of their spiritual lives and so on. S@tthituation’s a lot harder to do a one size
fits all. Now | can see that working like Christmersd Easter and those kinds of things
which are major celebrations and so to me it's nobr@ mix and match thing where
sometimes, you know for the families who come here

Proponents for Inclusion in Mainstream Mass Religious leader belief
that inclusion should be within the mainstream ¢iféhe parish rather
than a segregated setting that is tailored for lgewfih disabilities

P: Theologically the ideal community is an incliessommunity where people are there
because they want to be and they choose to bedhdre/hat their strengths or
weaknesses or abilities or disabilities may bdragéevant, what their ethnic

background um, gender or any of these kinds ofjghimould be uh secondary. The
primary purpose is to gather, and I think thatieetwith people with intellectual
disabilities as well as any other kinds of thirthgy should be able to be comfortable in
you know the mainstream 9 o’clock mass at theiallparish, okay, but at the same time
there is something to be said for having liturdhest on occasion that address the
specific kinds of experiences that people in tl¢gory might have as opposed to
people in another L think the ideas would be to integrate the comryuso that
everybody feels a part of the community, | dorkelihe idea that this group meets here,
and this group meets there, and this other growgistmver here, they should, that’s
okay on occasion and for special celebrationsthmitdeal would be that they all meet
together.

Proponents for Segregated SettingRReasons for having a segregated setting
for people with disabilities

P: Um. Sure. It's two different levels of intelleed capability and so the people in the
uh, the people of one intellectual ability wouldnv& be doing things at their
intellectual level..they would have to make a commitment to doing soane taking in
addition..they get off of work at the end of the day, it's tesday night, they wanna,
they’re tired, but they grab a quick bite to ead aow they’re gonna go out and be with
their group, and uh, it and you know they’re ablediax in the group.
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Model V: Human Diversity

Language Used to Describe People with Disabilitiekanguage used by religious
leaders to describe people with intellectual distds

People First Language that is people first when talking akmedple with
disabilities

P: People with disabilities

Awareness About Terminology Awareness that people with disabilities prefer
certain language to describe people with disabditi

P: So you would say that to a typical person, yauid | think in the same way, uh, help
another uh person that was, what'’s the word, tistypical, it's..people with disabilities

Relationship with Persons with Disabilities Outsideof Parish Life: The relationships
religious leaders have with individuals outsideradir parish life such as family
members and friends

Extended Family Member. Relationships with individuals who are not pdrt o
ones immediate family but is part of ones exterfdedly (e.g., cousin)

Included in Familial Activities: Experiences where extended family
member were included in activities with family meendwithout
disabilities

P: In my family | grew up with a cousin who uh, rselrere down syndrome and um, she
was part of our life, so it was kind of a typichirtg in our family so we didn’t have.

Beliefs About the Nature of People with IntellectubDisabilities: Beliefs held by
religious leaders about the inherent nature (egsgmality, character) of individuals
with intellectual disabilities

Paralleling Diversity in Other Segments of SocietyThe belief that people with
intellectual disabilities are part of the naturasdedsity seen among people
without disabilities

P: Just as we get used to in any society. Therearg/ characters that you know, the
guy who is always negative about whatever you det@atever the process is, the guy
that’s judgmental, or the woman that’s angry. Sgséhare just other characters that uh,
are unique to the community.
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Resources to Understand Intellectual DisabilitiesResources participating
religious leaders would use to understand the aand cause of intellectual
disabilities and intellectual disability relatedu®s. These resources are not
relied on to provide service but rather help religi leaders and parish staff in
working with individuals with intellectual disahikes.

Religious ResourcesResources that within the Catholic faith
community that can aid in understanding intellectlisability and
intellectual disability issues

P: I think uh, the people who are doing, are theatgst resource, who are doing adaptive
liturgy

Secular ResourcesResources like medical doctors and social workers
that have been used to understand disabilitieslenadbility related issues

Professionals Individuals working in the field of disability
P: who work uh, the lay people who already workhie area
Individuals with Disabilities: Individuals who have disabilities

P: with people who that have special needs of gos fcough] uh, are our best
resources.

Disability within the Context of the Bible: Beliefs that passages in the bible that
appear to be disability related may not actuallyossn people within intellectual
disabilities

P5: You know, I'm I'm trying to see specially whew're talking about intellectual
disabilities, I'm not sure that that that is thets recognized in first century
Palestine. But what we do see is a prejudice that Jesus uptstto the leper, to people
who had what we might say, and this would be cwetrgial in some circles, so the
demons that are expelled. Well is that someone avitmtellectual disability? Is that
somebody that has a psychosis?...Christian psyetagilst would probably say yeah,
what he was doing was working with people more lizat either mental illness or they
had, you know, something was going on.

Difference within a Biblical Context: The way in which differences are
perceived in first century Palestine
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P: Um, but um, so it’s a little more difficult ifr$t century Palestinian um uh culture and
in a culture of honor and shame to, to get to fG&arly in that culture um, anyone that
was not typical was seen as somebody that mustlieemea sinner.

What Participation Can Involve/Look Like : Descriptions of the ways in which
individuals with intellectual disabilities parti@ge in parish life which can span from
initiating participation or volunteering for a rdie the actual participation within a role

Eligibility for Participation in Parish Life : Information religious leaders utilize
to determine whether individuals can or cannotigigete in specific roles

Desire The belief that individuals need only to haveesick to
participate in the life of their religion

P: Now there are some priests who are ignorantwdudd say, uh, in a strict reading of
the law, uh, that they have to have certain amoointsformation knowledge, but uh
what the what the documents actually say is treyt tieed a desire.

Promoting Inclusion of People with Intellectual Disbilities in Sacraments:
Action taken by religious leaders to include peaogith intellectual disabilities in
sacraments

Communication: Promoting participation through communication
involving simple language

P: stop, slow down, and engage, explain yourselfthan re-explain yourself when that
explanation didn’t work. And then finally move twsy telling or even simple diagrams
or whatever you need to do to help the individual.

Collaborating with Family Members: Working with family members to
understand what can be done to promote inclusion

P: she was somehow communicating through the maveam were much more
articulate, certainly uh, or not articulate, mucarenuh, able to sense direction. Um.
That um, while she wanted it, she did not want wateu know, on her.

Finding a Fit for Individuals and Roles. The consideration of what an
individual is able to do and matching ability tospible roles within the
parish

P: And and you know, you, one needs to be prudecduse it’s it's not helpful to put
somebody in a situation where they’re going tohHmelirunt of jokes or the their going to
be, because of, because you know, they're pickiag hose and trying to give out
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communion. You know, because they don'’t, they cdistinguish. That seems to me to
be a cruel thing to do to them. So, trying to amatking hard to match up the skills and
the abilities of an individual to a particular nstriy and their desire.making sure that
you’re matching skills that um, you know if they'seme kind of palsy it would be you
know, stupid to give them a cup full of wine. Youithke them fail. That doesn’'t make
any sense to me!

Utilizing Resources within Community. Working with resources such
as the Archdiocese or others who have specifitsskilhelp promote
inclusion

P: Um. There was one guy who um, I'm not sure wiaissues were but a
accompanying his, his disability was, he had untegpy. So, he’d be up doing a reading
and all of a sudden he’d be behind the ally, hésagpear. You know, you could go

over there and he was having a seizure and you kwevihave people, nurses and
doctors, and all of their needs. So people helped but he’s, there were consequences.

Approach to Interacting with Persons with Intellectual Disabilities: Beliefs about
what is needed on the part of religious leadersteyact with people with intellectual
disabilities

Openness Being flexible and okay with unexpected occuresarhen working
with diverse groups

P: Like, somebody just kind of acting out or gegtup and starting yelling and the most
of our people that had some special needs wergpelifically going to a liturgy
because they got to know people... | guess, to tihdtdf openness. Um, but they're not
horrible consequences, they’re just sometimes #tgicking, sometimes if you're not
ready, if you're from another, if you're not frorne parish and you’re either visiting
you’d be like ‘What was that!

Reaction of Parishioners toward Individuals with Dsabilities: Reactions of
parishioners without disabilities toward peoplehndisabilities

Parishioners without Disabilities Accepting Peoplavith Disabilities: The
reaction of parishioners without disabilities todg@eople with disabilities in the
parish. This is the reaction of parishioners whoststently attend a parish.

P: So, | think people heard that kind of um, ungagement from them and built on that
themselves and that, it really interesting, it wasjas, people who were typical were
just kind of going ‘what, well of course we’re nging to isolate those two people away
from here.” You know, | think we kind of startedhaild consensus in the opposite
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direction, or in the direction of more inclusivea | the end we decided not to do or
have something that would separate anyone fromdhemunity.

Relationship with Persons with Disabilities Outsideof Parish Life: The relationships
religious leaders have with individuals outsideradir parish life such as family
members and friends

Reflection of Experience The person experience of being with individuaigw
intellectual and developmental disabilities

P: 1 had a great experience with my friend, [namdio | told you about when | went to
[center]. The first time | went up there, um, ubuyknow | thought well this is going to
be fine, I'm thinking. But | walked in and halfwapwn the hall, and all these kids are
various states of, you know, deformity and and cansness, and | mean it's
overwhelming. And | remember | simply froze. Novm la pretty capable individual, |
instantly froze.

Fear: Fear of working with individuals with intellectudisabilities based
on ones own perceived inability

P: And [name] goes, come here, hold him. My fingtiught was I'm gonna break that
thing, that child, I'm going to do something toits head is going to go some way and
die or something. So it was much more uh, thereneagar of or prejudice, it was the
fear | might break this thing, this child, is, 'going to hold or that | might do some
damage or that I'm going to cross a boundary ou, krmow, it was those kinds of things.
So | think that’s probably more the issue for peopBut primarily | think people are
mostly um, overcome by fear because they just havéeen educated.

Overcoming Fear. The experience of overcoming fear through edoaati
and interaction

And once [name] educated me, once | could actimallg a baby, and rock in a chair
with this baby, it was dying basically. Um, you knthen it was okay, ‘cause | had done
it. I had kind of crossed that boundary of fear.

Beliefs About Inclusion of People with IntellectuaDisabilities in Sacraments:
Beliefs held by religious leaders about the pgrtiion of individuals with intellectual
disabilities in sacraments

P: Yeah the sacraments should be, well the sactarasmavailable, that's not an issue.

Segregated versus Integrated Setting8eliefs about whether segregated
settings should be created for people with dis@dsli
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Both: Preference for both segregated and integratéidgetvithin
parishes

P: We had a, the gay and lesbian community dowre tvanted wanted to have a group.
And um, we said okay, well we’ll start a group think there might have been twelve or
thirteen gay and lesbian people and then theimpsuand family and friends who just
said you know what, why are we isolating oursel&igroup from the community who is
not, who is not, who has made a place for us, vasodtcepted us, why are we doing
this? Because I'd much rather go to the fish figntkit there in this room and be with
everybody else. So, their own choice was to ddjgband that thing and become a
regular part of the community, as an example. Bk that there might be stages, and
that people need to have the sense and the séfetyim um of an adaptive liturgy.

P5: But | think people necessarily, | don’t thirither one is the silver bullet. You know,
for a family, you really really have it, it's whey®u're at a particular time. My guess
though would that inevitably what a family reallyamts and what people really want is
to be part of something that is typical, that ebedy is doing, that is bigger than
themselves. That's my gut. | don’t know if I'm rigbr wrong, but that’'s my gut
reaction.

People with Disabilities Perspectives of people with disabilities in regr
mainstream and segregated settings

Proponents for Integration in Mainstream Mass Experiences where
people with disabilities have advocated for pgptation in mainstream
mass

P: Well, two of the people who were uh, | don’t tnd would suspect one might have
been a down syndrome young man and then a youn@waerho | think, and if my
memory serves me right, had been in an accidenhaddlamaged her brain. So these
two people had a lot of limitations and um, butytieere both serving at mass. No one
prompted them, they got up and go ‘I don’t wanletve my mass!” You know so there
was that kind of, you know they were very vocal @it

Parents Perspectives of parents in regard to mainstreahsagregated
settings

Stigma: Experience of stigma in mainstream settings
P: So we had this one woman who was kind of fatifiy the discussion, and um, one

mother got up and said we just, you know, we readlgd a place, |1 don’t feel welcomed,
| want something where | don’t have to feel thair looked at strangely because | come
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in late and my child had, I think the child had antery severe Asperger’s, something,
and | think a couple others serious issues...

P: With families with people with disabilities, vilad people working and in our
liturgies that um had some kind of limitation osalility...So we had this group of
parents who wanted a special kind of thing. Uh beeahey didn’t want to be looked at
strangely when they came in with their child wha kéhatever it was who had was
aspirating half way through or screaming out inrtiddle of the liturgy, frightening
people or, they just said they were exhaustedtbink their experience of a community
that either somebody would turn around and loaken strangely or whatever
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