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ABSTRACT 

Emily K. Schulz 

THE MEANING OF SPIRITUALITY IN THE LIVES AND ADAPTATION 

PROCESSES OF INDIVIDUALS WITH DISABILITIES 

May2002 

These three studies explored the meaning of spirituality as described in the 

literature, examined the meaning of spirituality in the lives of individuals with 

disabilities, explored the evolution of spirituality across their lifetimes, and investigated 

how spirituality relates to their adaptation processes. 

The first study was a literature review to determine the nature and meaning of 

spirituality from the viewpoint of health professionals and individuals with disabilities. 

From this literature review a definition of spirituality for occupational therapy was 

proposed: Experiencing a meaningful connection to our core selves, other humans, the 

world, and/or a greater power, as expressed through our reflections, narratives, and 

actions. 

The same qualitative methodology was used for the second and third studies. Six 

adults with childhood onset disabilities, and 6 adults with adult onset disabilities, 3 males 

and 3 females in each group, were interviewed individually. Participants also completed a 
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demographic information sheet. Open, axial, and selective coding was done on data to 

generate themes. 

The findings of the second study indicated that participants with childhood onset 

disabilities hold different meanings for spirituality than those with adult onset disabilities. 

Themes regarding the meaning of spirituality for participants with childhood onset 

emphasized reflections and a connection to a Higher Power. Themes regarding the 

meaning of spirituality for participants with adult onset stressed a connection to the self 

through feelings and expressing that connection through actions. Themes from both 

groups described a spiritual evolutionary process with several possible levels that 

indicated a gradual increase in spiritual connection over time: Active Disconnection, 

Lack of Interest or Understanding, A Structured Religious Upbringing, Breaking Free, A 

Search For Answers, A New Path, and Spiritual Deepening. 

The findings of the third study indicated that for these participants adaptation is a 

struggle. Adaptive challenges included family and health issues. Strategies for adaptation 

included: A Pause Before Adapting, Connecting to Adapt, Learning New Ways of Doing, 

Taking Action, and Acceptance of Limitation. 

The findings of the studies were examined relative to the Occupational 

Adaptation frame of reference. A three-dimensional model of spirituality was offered to 

guide use of spirituality in practice and future research. , 
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CHAPTER 1 

STATEMENT OF THE 

PROBLEM AND 

SPECIFIC 

AIMS 

Statement of the Purpose 

The purpose of this line of research was to explore the meaning of spirituality in 

the lives of individuals with disabilities and how it relates to their adaptation processes. 

Statement of the Problem 

According to Puchalski (1998) and Ziegler (1998), spirituality is becoming 

recognized as a vital component in health care. However, as Meraviglia (1999) asserts, 

spirituality is a concept that is elusive to define. Spirituality is, by its very nature, 

mysterious. The term "spirituality" holds a variety of meanings, each unique to the 

individual. It was therefore important to define the term and to know what the literature 

has said on the topic of spirituality in order to properly ground the dissertation research 

that follows in said literature. 

Occupational therapists are searching for ways to incorporate spirituality into 

theory and practice (Engquist, Short-DeGraff, Gliner, & Oltjenbruns, 1997; Loukas & 

Steib, 1999; McLoughlin, Williams, Schiefelbein, & McGuire, 1999). Incorporating · 

spirituality into current occupational therapy theory and implementing spirituality in 



occupational therapy practice is considered by some to be a challenge (Engquist, Short

DeGraff, Gliner, & Oltjenbruns, 1997; Farrar, 2001). This dissertation research was a 

step towards gaining insight into the meaning that spirituality holds for some of the 

people occupational therapists serve -namely, individuals with physical disabilities -and 

thus may provide occupational therapists with guidance for their client-centered practice. 

Furthermore, this dissertation research may assist in the application of theory to practice 

- specifically the Occupational Adaptation frame of reference (Schkade & Schultz, 1992; 

Schultz & Schkade, 1992) in that it addresses the issue of adaptation and how spirituality 

relates to the adaptation processes of individuals with disabilities using that theoretical 

perspective. 

According to Eiseland ( 1994 ), persons with disabilities experience the usual 

dichotomy of pleasure and pain of daily events that typically constitute life just as their 

non-disabled counterparts. Yet Gourgey (1994) states that individuals with disabilities are 

often marginalized and stigmatized by society, as though they were less than human. 

Spirituality is considered to be something that helps to connect all of humanity to one 

another (Egan & DeLaat, 1997). Therefore it is of value to explore the question of how 

spirituality is a part of the lives of individuals with disabilities. 

Everyone experiences adaptation in this life (American Occupational Therapy 

Association [AOTA], 1979). Eiseland (1994) and Webb-Mitchell (1994) explained that 

persons with disabilities do not view themselves as "other than," but as human beings 

living a life like everyone else. Given that the adaptation process is normative for all 

people (Schkade & Schultz, 1992; Schultz & Schkade, 1992), and that spirituality is a 
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connecting influence (Egan & DeLaat, 1997), further examination of how spirituality, and 

adaptation are related in the lives of those with disabilities is valuable. 

The three studies that comprise this dissertation will explore the following: 1) the 

meaning of spirituality as described in the literature; 2) the meaning of spirituality in the 

lives of individuals with childhood onset disabilities and how spirituality relates to their 

adaptation processes, and 3) the meaning of spirituality in the life of individuals with 

adult onset disabilities and how spirituality is related to their adaptation processes. 

For each of the 2 groups of informants, three research questions were asked: 1) 

What is the meaning of spirituality in the life of an individual with disability? 2) How has 

the spirituality of an individual with disability evolved across the life span? 3) How does 

spirituality relate to the adaptation processes of individuals with disabilities? 

Statement of the Question 

This line of research was comprised of three studies. Each study addressed a 

specific question. However, the larger question asked by this line of research was: How 

do individuals with disabilities experienc~ spirituality in their lives and during their 

adaptation processes? 

Specific Aims 

The specific aim of this line of research was to accomplish three things: 1) to 

develop a definition of spirituality based on a review of the literature; 2) to explore how 

spirituality is a part of the lives of individuals with disabilities over the lifetime; and 3) to 

investigate how the spirituality of individuals with disabilities relates to their adaptation 

processes. 
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Definition of Terms 

The term 'spirituality' for this research is defined from a review of the literature as: 

experiencing a meaningful connection to our core self, other humans, the world, and/or a 

greater power, as expressed through our reflections, narratives, and actions (Schulz, 

1999). The term 'holistic' is defined as addressing the person as an integrated whole 

(sensorimotor, cognitive, psychosocial) (Schkade & Schultz, 1992; Schultz & Schkade, 

1992. 

Quality of life means "a person's dynamic appraisal of his or her life satisfactions 

(perceptions of progress toward one's goals), self-concept (the composite beliefs and 

feelings about oneself), health and functioning (including health status, self-care 

capabilities, and role competence), and socioeconomic factors (e.g., vocation, education, 

income)" (Youngstrom, Brayman, Anthony, Brinson, Brownrigg, Clark, Roley, Sellers, 

VanSlyke, Desmarais, Oldham, Radomski, Hertfelder, & Peterson, 2002, p.58). 

Wellness, for this research is defined as "being in good health, including the appreciation 

and the enjoyment of health. Wellness is n10re than a lack of disease symptoms; it is a 

state of mental and physical balance and fitness" (Thomas, 1997, p.211 0). 

The term 'connectedness' refers to having a sense of being joined together, or 

united (Soukhanov & Ellis, 1984, p.299) in a positive, healthy, and harmonious 

relationship with self, others, the world, and/or a greater power (Schulz, 1999). 

Expressiveness, for this research, refers to the level of "expressing, conveying, or 

representing in words, art, music, or movement: manifestation" (Soukhanov & Ellis, 

1984, p.455) through meaningful occupation. Occupation means the familiar and 
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ordinary things that are done by people every day (Christiansen, Clark, Kielhofner, &·<f']: 

Rogers, 1995). Adaptation means "a change a person makes in his or her response 

approach when that person encounters an occupational challenge. This change is 

implemented when the individual's customary response approaches are found inadequate 

for producing some degree of mastery over the challenge" (Schultz & Schkade, 1997, 

p.474). Alld the term 'mastery' for this research refers to the ability to perform a task 

with efficiency, effectiveness, and high levels of satisfaction to self and others, otherwise 

known as relative mastery (Schkade & Schultz, 1992; Schultz & Schkade, 1992). 
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CHAPTER2 

BACKGROUND AND SIGNIFICANCE 

Spirituality and Health Care 

Spirituality is becoming recognized as an important component of well-being by 

both health care consumers (Puchalski, 1998) and health care professionals (Ziegler, 

1998). According to Conrad (1985), the spiritual aspect cannot be separated from the 

other dimensions that comprise an individual. Spirituality has been described as an 

element of holistic health (Banks, 1980; Benzein, Norberg, & Saveman,1998; Hamilton 

& Jackson, 1998), wellness (Benjamin & Looby, 1998), and quality of life (Ross, 1995). 

Spirituality and Occupational Therapy 

Early in the profession, several of the leaders of occupational therapy referred to 

the issue of spirituality in that they mentioned the valuable effect that occupation has on 

the human spirit (Peloquin, 1997). For example, Dunton ( 1919), stated in his Credo 

" ... That sick minds, sick bodies, sick souls may be healed through occupation" (p.l 0). 

Barton ( 1920) maintained that practice with occupation had a beneficial impact 

spiritually, mentally, and physically. Also, Kidner (1929) considered it important that 

graduating therapists retain their spiritual values. 

The words of the early leaders of occupational therapy suggest that the spiritual 

dimension of life is something that all humans have in common, regardless of illness or 

disability. Given the philosophical underpinnings of occupational therapy and the 
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inclusion of spiritual issues in the words of the early leaders of the profession, spirituality 

is a valid topic to explore further for the profession of occupational therapy. Through this 

investigation, insight can be gained into how spirituality can be best addressed with our 

clients with disabilities. We need to obtain the perspective of individuals with disabilities 

regarding spirituality, to be client-centered in our approach in addressing spiritual issues 

with them and to not assume that our perspective as therapists regarding spirituality is 

identical to our clients' perspective on spirituality. 

There is evidence of the demand for the inclusion of spirituality in occupational 

therapy practice. Resolution I, submitted to the 1999 Representative Assembly (RA), 

asked for "the development of a position paper addressing the issue of spirituality for 

occupational therapy" (McLoughlin, Williams, Schiefelbein, & McGuire, 1999, p. RA8). 

In response to that resolution, the RA charged the Commission on Practice "to address 

spirituality through revisions to the Uniform Terminology or through creation of a new 

document" (Loukas & Steib, 1999, p.9). A new document was not created that 

specifically focused on spirituality, however, the Commission on Practice will soon 

submit to the RA a document entitled "Occupational Therapy Practice Framework 

Domain and Process" in which the spiritual aspect of occupational therapy practice is 

considered one of the contexts in which treatment takes place (Youngstrom, Brayman, 

Anthony, Brinson, Brownrigg, Clark, Roley, Sellers, Van Slyke, Desmarais, Oldham, 

Radomski, Hertfelder, & Peterson, 2002). The authors of the document define a context 

as "a variety of interrelated conditions within and surrounding the client that influence 

performance" (Youngstrom, et al, 2002, p.54 ). Youngstrom et.al (2002) define a spiritual 
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context for occupational therapy practice as "the fundamental orientation of a person's 

life; that which inspires and motivates that individual" (p.42). The examples they provide 

for spiritual context are "essence of the person, greater or higher purpose, meaning, [and] 

substance" (Youngstrom et al., 2002, p.42). 

Spirituality, which is not the same thing as a spiritual context, because of its 

elusive and mysterious nature, is difficult to define (Meraviglia, 1999) and is challenging 

to incorporate into occupational therapy practice (Engquist, Short-DeGraff, Gliner, & 

Ol~enbruns, 1997; Farrar, 2001). As stated above, it is a vital part of the holistic human 

experience with impact on wellness and quality of life. Occupational therapy 

professionals value an holistic approach (American Occupational Therapy Association 

[AOTA], 1993). Professional literature addresses the issues ofwellness (Johnson, 1986; 

Reitz, 1992; White, 1986) and quality of life (Robnett & Gliner, 1995). Therefore, 

spirituality is appropriate to examine further for the profession of occupational therapy. 

According to literature from sources other than occupational therapy (nursing, 

psychology and counseling, health education, and social work), spirituality involves a 

sense of connectedness to the self, others, the world, and/or a Higher Power (Ross, 1995). 

Because occupational therapy addresses the "doing" nature of humanity (AOT A, 1979), 

occupational therapy literature emphasizes the expressive rather than the connectedness 

aspect of spirituality (Egan & DeLaat, 1997; Kirsh, 1996; Unruh, 1997). For example, 

Unruh (1997) discusses how the meaningful occupation of gardening assists people in 

being reflective on the existential questions of life. Given the trend towards the inclusion 

of spirituality in practice, further empirical research on the topic is warranted. 
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Spirituality and Disability 

A Definition of Disability 

Occupational therapists provide rehabilitation services for individuals with 

physical disabilities. The World Health Organization formerly defined disability as "any 

restriction or lack (resulting from an impairment) of ability to perform an activity in the 

manner or within the range considered normal for a human being" (WHO, 1980 p.28). 

However, a new classification of disability has been established by the WHO in the form 

of the International Classification of Functioning and Disabilities (ICIDH-2). This new 

perspective views disability in a social context rather than a medical context. The 

structure of the body may or may not affect a person's ability to participate in activity. 

Participation in activity is affected by the context (social and physical environment) in 

which the person finds himself/herself (American Occupational Therapy Association 

[ AOT A], 2000). 

In this line of research, the term 'disability' refers to individuals who have a 

physical (sensorimotor) impairment as the primary (most evident) disability. They may or 

may not also have secondary psychosocial and/or cognitive impairments in conjunction 

with the primary physical impairment. For example, a person with Alzheimer's Disease is 

someone whose resulting primary impairment is cognitive in nature. A person with 

schizophrenia is someone whose resulting primary impairment is psychosocial in nature. 

Individuals with locked-in syndrome, polio, spinal cord injury, stroke, spinal tumor, and 

traumatic amputation are people whose resulting primary impairment and disability is 
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physical in nature. They may or may not also have additional (secondary) cognitive 

and/or psychosocial impairments and/or disabilities as well. 

A D?finition of Spirituality 

According to Schulz's (1999) review of the literature, spirituality is 

multidimensional. It involves both a connecting dimension and an expressing dimension. 

A definition of spirituality for this line of research is operationalized as: experiencing a 

meaningful connection to our core self, other humans, the world, and/or a greater power 

(Egan & DeLaat, 1997) as expressed through our reflections (Unruh, 1997), narratives 

(Kirsh, 1996), and actions (Egan & DeLaat,-1997). 

The Disability Perspective 

Persons with disabilities have an unique perspective regarding spirituality, one 

that has been influenced by the social and physical environment as the environment 

responds to their disabilities, usually in a negative manner. For example, the Judea

Christian perspective holds the belief that human beings were made in God's image, and 

that having a disability is an indication of sin or that the person is unclean. The disability 

perspective, on the other hand, includes the possibility of a Higher Power as having a 

disability. The concept of God having a disability is a perspective unique to individuals 

with disability. Aspects of the disability perspective on spirituality also arise out of 

frustration experienced when helping professionals making decisions about the lives of 

those whom they serve without consulting them (Swain, Finkelstein, French & Oliver, 

1993). For example, Davis (1993) states: 

10 



~ .. 

Going over the top of our heads is well-rooted and par for the course. Desp!ie,the 
,,'-"'', ( 

growth of the disabled people's movement these paper professionals still thi~; it 

quite normal to sit down round the table and decide what's best for us. (p.198) • 

It is therefore of value to examine spirituality from the viewpoint of persons with 

disabilities. 

The autobiographical works of persons with acquired disabilities (locked-in 

syndrome, polio, spinal cord injury, stroke, spinal tumor, traumatic amputation) contain 

many examples of how the spiritual dimension of finding meaning in life through the 

expression of one's reflections and actions is extremely important for the recovery and 

adaptation process (Bauby, 1997; Beisser, 1989; Callahan, 1990; Hockenberry, 1995; 

Klein, 1998; Murphy, 1990; Puller, 1991; Reeve, 1998; Sarton, 1988). The authors _. 

described how they found meaning through connecting with others, and a Higher Power 

as well as through occupation (expression through actions) (Bauby, 1997; Beisser, 1989; 

Caiiahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990; Puller, 1991; Reeve/ 

1998; Sarton, 1988). Occupation also seemed to add a feeling of mastery and a sense of 

purpose and hope to the authors' lives (Beisser, 1989; Klein, 1998; Puller, 1991; Reeve, 

1998). 

In exploring the dimension of spirituality that involves connecting to others,.the 

theme of a need for mutual understanding between those with disabilities and those who 

are able-bodied comes forth (Eiseland, 1994; Webb-Mitchell, 1994). Attitudinal barriers, 

physical barriers, stigmatization and marginalization are commonplace experiences 'for 

individuals with disabilities (Black, 1996; Blair & Davidson, 1993; Eiseland, 1994;· · 
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Gourgey, 1994; Govig, 1989; Whitlock; 1993). Many people with disabilities feel 

isolated from others including their faith communities (Eiseland, 1994; Stiteler, 1 

Webb-Mitchell, 1994). 

Occupational therapists need to engage their clients with disabilities in exploring ; 

their spirituality and actively ally with them for their greater connection to others and 

their inclusion into society. Occupational therapy scholars can assist in that process by 

taking the perspective of individuals with disabilities into account when researching 

spirituality. Through exploratory research regarding spirituality from the perspective of 

individuals with disabilities, occupational therapists will be better able to knowledgeably 

and suitably write about spirituality, teach occupational therapy students about 

spirituality and ultimately address spirituality with their clients. 

Adaptation 

Adaptation is considered an underlying and unifying core concept for 

occupational therapy (King, 1978) and occupational science (Frank, 1996). Meyer (1922) 

described the mental health issues that face human beings as being problems of 

adaptation rather than those of disease. Dunning (1972) indicated that humans adapt in. 

response to environmental demands. Fidler and Fidler ( 1978) affirmed that adaptation . 

happens as a person develops and becomes who he/she is through doing. According to 

King (1978) the adaptation process occurs at the cortical level. Scardina ( 1981) asserted 

that adaptation is internal and happens in response to input from the environment. 

The philosophical base of occupational therapy defines adaptation as continuous 

"change that promotes survival and self-actualization" (American Occupational Therapy 
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Association [AOTA], 1979, p.785). As children develop, they adapt to new challenges 

through building on past experience to learn new skills (Gilfoyle, Grady and Moore, 

1990). Past experiences provide a rich adaptive repertoire for adults as well (Spencer, 

Davidson, & White, 1996). Adaptation is a normative process (Schkade & Schultz, 1992; 

Schultz & Schkade, 1992). It occurs within the person when he/she is faced with a 

meaningful occupational challenge offered by the occupational environment (Schkade & 

Schultz, 1992; Schultz & Schkade, 1992). 

This line of research will help to add to the existing knowledge in occupational 

therapy about spirituality, disability and adaptation. Gaining knowledge about spirituality 

and disability will help occupational therapists to create a more inclusive society for 

individuals with disabilities (Polataiko, 1994; Yerxa, 1994). Also, the knowledge about 

adaptation gained from this study will add to the theoretical framework of Occupational 

Adaptation (Schkade & Schultz, 1992; Schultz & Schkade, 1992). 
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CHAPTER3 

JOURNAL ARTICLE 1 

SPIRITUALITY AND DISABILITY: 

A QUALITATIVE ANALYSIS 

OF SELECT 

THEMES 

This chapter was submitted for publication to The American Jou~nal of Occupational 

Therapy and Occupational Therapy in Health Care (See Appendix A). 

Abstract 

This paper is a qualitative analysis of themes found in the literature regarding 

spirituality. The analysis is applied to the understanding of spirituality and disability. The 

themes of "connectedness" and "expressiveness" as aspects of spirituality were generated 

from both the occupational therapy literature and literature from other health professions. 

A definition of spirituality was proposed. Persons with disabilities described a sense of 

disconnectedness to others, to the world, and to a greater power. They expressed their 

spirituality through actions to rectify that sense of disconnection. Occupational therapists 

are in a position to be advocates for their clients with disabilities. Empirical research is 
~ 

warranted that explores the scope of spirituality in the lives of individuals with 

disabilities and how spirituality relates to the theoretical and philosophical realm of 

occupational therapy. 
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Introduction 

This work is a qualitative analysis of themes found in the occupational therapy 

literature and literature from other health care disciplines (nursing, psychology and 

counseling, health education, and social work) regarding spirituality, and to apply the 

analysis to understanding spirituality and disability. At one time the terms spirituality and 

religion were considered synonymous; however currently they are not (Zinnbauer, 

Pargament, Cole, Rye, Butter, Belavich, Hipp, Scott, & Kadar, 1997). Today, people 

conceptualize their own personal relationships with spirituality and religion in a variety 

ofways (Munley, 1983 as cited in Conrad, 1985; Zinnbauer, et. al., 1997). This paper 

focuses solely on spirituality, with religion being considered only as it is mentioned 

within the context of spirituality. 

The spiritual dimension is recognized as a vital component of health by 

practitioners in health professions (Ziegler, 1998) and by consumers of health care 

(Puchalski, 1998). Spirituality, because of its complex and mysterious nature, is elusive 

to define (Meraviglia, 1999). Spirituality .is described as an element of holistic health 

(Banks, 1980; Benzein, Norberg, & Saveman, 1998; Hamilton and Jackson, 1998); 

wellness (Benjamin & Looby, 1998); and quality of life (Ross, 1995). According to 

Sellers and Haag (1998), "Spirituality is the center or core of humanness" (p.338). 

Spirituality cannot be separated from the other dimensions that comprise an 

individual (Conrad, 1985). Conrad(1985) and Emblen and Halstead (1993) suggest that 

human beings have spiritual needs that must be met, especially during situations 

involving health problems. Studies indicate that increased spirituality is linked with a 
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sense of well-being (Kennedy, Davis, & Taylor, 1998) and that spirituality may be 

valuable in the rehabilitation process (Riley, Perna, Tate, Forchheimer, Anderson, & 

Luera, 1998). 

Engquist, Short-DeGraff, Gliner, and Oltjenbruns (1997) found through a survey 

that some occupational therapists feel unsure about spirituality's place in the profession. 

Occupational therapists find it challenging to integrate spirituality into occupational 

therapy practice (Enquist et al., 1997; Farrar, 2001). However, the exploration of 

spirituality is not new to occupational therapy. Statements of a spiritual nature are evident 

in the writings of early leaders of occupational therapy (Peloquin, 1997). 

Recently, there has been renewed interest in including spirituality in occupational 

therapy. Resolution I, which was submitted to the 1999 Representative Assembly (RA), 

is evidence of that renewed interest. The Resolution called for "the development of a 

position paper addressing the issue of spirituality for occupational therapy" (McLoughlin, 

Williams, Schiefelbein, & McGuire, 1999, p. RA8). In response the RA charged "the 

Commission on Practice to address spirituality through revisions to the Uniform 

Terminology or through creation of a new document" (Loukas & Steib, 1999, p.9). 

A new document was not created that specifically focuses on spirituality, 

however, the Commission on Practice will be soon submitting to the RA a document 

entitled "Occupational Therapy Practice Framework Domain and Process" in which the 

spiritual aspect of occupational therapy practice is considered as one of the contexts in 

which treatment takes place (Youngstrom, Brayman, Anthony, Brinson, Brownrigg, 

Clark, Roley, Sellers, Van Slyke, Desmarais, Oldham, Radomski, Hertfelder, & Peterson, 
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2002). The authors of the document define a context as "a variety of interrelated 

conditions within and surrounding the client that influence performance" (Youngstrom, et 

al, 2002, p.54 ). 

Youngstrom et al. (2002) define a spiritual context for occupational therapy 

practice as "the fundamental orientation of a person's life; that which inspires and 

motivates that individual" (p.42). The examples they provide for spiritual context are 

"essence of the person, greater or higher purpose, meaning, [and] substance" 

(Youngstrom et al., 2002, p.42). The concept of a spiritual context differs from the 

concept of spirituality, in that spirituality is does not address issues of performance, but 

rather the quality and level of relationships experienced between the individual and the 

self, others, the world, and a greater power, and how the individual manifests those 

relationships. 

Given that occupational therapy values an holistic approach (American 

Occupational Therapy Association [AOTA ], 1993), and addresses the issues of wellness 

(Johnson, 1986; Reitz, 1992; White, 1986), and quality of life (Robnett & Gliner, 1995), 

spirituality, which is part of an holistic approach, wellness, and quality of life, is 

appropriate to research for the profession. Furthermore, the current renewed interest in 

including spirituality in the profession indicates that spirituality is a timely topic to 

analyze for occupational therapy. Finally, given that occupational therapists often serve 

individuals with disabilities, it is worthwhile to investigate spirituality for occupational 

therapy as it relates to individuals with disabilities. 

17 



Analysis of Central Themes 

From a comprehensive review of occupational therapy literature and literature 

from other health care professions (nursing, psychology and counseling, health education, 

and social work), it became clear that spirituality appears to be comprised of 2 

overarching themes: ( 1) connectedness; and (2) expressiveness (Schulz, 1999). Literature 

from other disciplines, specifically nursing, psychology and counseling, health education, 

and social work, focuses on the connectedness aspect of spirituality while the 

occupational therapy literature emphasizes the expressive aspect of spirituality. 

The Connectedness of Spirituality 

Piedmont (200 I) describes connectedness as " a belief that one is part of a larger 

human reality that cuts across generations and across groups" (p.6). Ross( 1995) has a 

broader view of the concept of connectedness and describes spirituality as having a 

vertical and a horizontal element. The vertical element consists of a sense of 

connectedness to a higher power. The horizontal element involves a sense of 

connectedness to the self, others, and/or the world (Ross, 1995). An examination of each 

element of connectedness follows. 

Connectedness to the Self 

Dyson, Cobb and Foremen (1997) suggest that the connection to the inner self is 

at the core of spirituality. The term 'self may refer to different things: the true nature, 

essence, spirit or soul of the person, inner resources, an individual's sense of identity or 

personhood; and the personality or outward manifestation of the individual's true nature. 

Bellingham, Cohen, Jones, and Spaniol (1989) state that connecting to the self "means 
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acting congruently with one's feelings and values" (p.20). They suggest that a person 

must be willing to spend time alone and pay attention to his/her inner thoughts and 

feelings in order to take action that is in harmony with them (Bellingham, Cohen, Jones, 

& Spaniol, 1989). Burkhardt (1994) maintains that self-awareness is an outgrowth of 

spirituality. Hungelmann, Kenkel-Rossi, Klassen, and Stollenwerk (1985) observe that 

when people are connected to their inner self, the resulting sense of harmony is made 

e.vident by their satisfaction with life and self. 

Connectedness to Other Humans 

Dyson, Cobb and Foreman, (1997) suggest that the sense of connectedness to 

others is an important part of spirituality. The circle of others can includ~ the family, 

friends, neighbors, and those individuals in the community with whom we interact on a 

regular basis. Burkhadt (1994) explains that self-development, an outgrowth of 

spirituality "cannot occur in isolation" (p.15). Bellingham, Cohen, Jones, and Spaniol 

(1989} suggest that people can connect to each other physically, emotionally, and 

intellectually. This connection can occur when a person reveals to others personal 

information about his/her life (Bellingham, Cohen, Jones, and Spaniol, 1989). 

Hungelmann, Kenkel-Rossi, Klassen, and Stollenwerk (1985) observe that having a 

meaningful relationship with others is vital to a sense of spiritual well being. 

Connectedness to the World 

Dyson, Cobb and Foreman (1997) observe that connectedness to the world is also 

an aspect of spirituality. The term 'world' may include such things as nature and the 

environment, as well as culture, aesthetics, society, the planet and the universe. Dyson, 
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Cobb and Foreman (1997) explain that spirituality includes the community and that 

"spirituality can acquire different perspectives according to the context of the individual" 

(p.1184). Burkhardt (1994) suggests that people gain strength from connecting with 

nature. Hungelmann, Kenkel-Rossi, Klassen, and Stollenwerk (1985) observe that 

nature is "a reminder of God's presence" (p.151). Dyson, Cobb and Foreman (1997) 

suggest that feeling a connection to the world broadens our scope and expands our sense 

of spirituality. 

Connectedness to a Higher Power 

Dyson, Cobb and Foreman (1997) suggest that feeling connected to a Higher 

Power is also part of the essence of spirituality. According to Dossey (1998) in Western, 

Judeo-Christian religions, God is experienced as the other. In Eastern traditions, the 

experience of God is both the Self that is the pervasive, connecting, divine foundation of 

all creation, as well the divine light which resides within the person. Both aspects of the 

Self (divine connective foundation and divine inner light) are from an Eastern 

perspective, one and the same. The discussion regarding a Higher Power that follows 

encompasses both Eastern and Western viewpoints. For some people, this may involve 

feeling connected to a particular religious figure, and for others feeling a connection to 

the divine. For those who do not believe in a Higher Power, the connection can be felt to 

the belief system and/or values, whatever those may be for them. 

Dyson, Cobb and Foreman (1997) explain that the definition of a Higher Power, 

or God "does not reject the notion of some form of God associated with deity and 

religious systems, but. .. may include ... work, money, personal gain" (p.ll85). In other 
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words, for some people a Higher Power refers to their values (such as money or personal 

gain) and/or beliefs, such as a belief in science and technology, rather than a divine being; 

For example, Bellingham, Cohen, Jones, and Spaniol (1989) describe connecting to a 

higher power as "connectedness to a larger meaning or purpose" (p.18). Burkhardt, 

(1994) observes that the connection to the divine is mysterious and involves an element 

of trust. It is suggested that connectedness to God "exists throughout and beyond time 

and space" (Hungelmann, Kenkel-Rossi, Klassen, & Stollenwerk 1985, p.152). Burkhardt 

(1994) explains that people can connect to a higher power in many ways, including 

"meditation, prayer, being in nature, ritual, and talking with other people" (p.18). 

The above discussion about the connectedness aspect of spirituality suggests that 

the term 'connectedness' refers to having a sense ofbeingjoined together, or united 

(Soukhanov & Ellis, 1984, p.299) in a positive, healthy, and harmonious relationship 

with self, others, the world, and/or a greater power. 

The Expressiveness of Spirituality 

Occupational therapy authors suggest that spirituality can be expressed through 

our reflections (Unruh, 1997), narratives (Kirsh, 1996), and actions (Egan & DeLaat, 

1997). Expressiveness, for this research, refers to the level of "expressing, conveying, or 

representing in words, art, music, or movement: manifestation" (Soukhanov & Ellis, 

1984, p.455) through meaningful occupation. A description of the expressive elements of 

spirituality follows. 

Expression Through Reflections 
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Bridle (1999) indicates that that the holistic approach of occupational therapy 

encompasses both the 'being' aspect of meaningful occupation in a balanced way with , , 

active doing. Meyer (1922) describes the importance of having a balance of work, rest, 

play and sleep in our daily occupations. Resting is an occupation that permits a person to 

have time to reflect. Vygotsky (1962) suggests that thought cannot exist without 

language, and that words are the outward manifestations of thought. Reflections, 

therefore, are in actuality internal discourse (Vygotsky, 1962). Meaningful occupation 

consists of both an inward process and an outward product (Stagnitti, & Unsworth 2000; 

Trombly, 1995). Indeed, reflections can be considered a form of meaningful occupation 

(Nelson, 1988). 

Unruh (1997) suggests that spirituality has an internal, reflective aspect. As we 

engage in our communion with ourselves and/or a higher power, there can be an internal 

dialogue or process that takes place. Sometimes those are just moments of quiet reflection 

and contemplation on the existential questions of life. Sometimes that reflection may be 

expressed through prayer or meditation. . 

Unruh (1997) observes that as we participate in a meaningful, centering 

occupation, those reflections are able to come forth. Occupations that are meaningful 

provide the opportunity for spiritual renewal (Unruh, 1997). The sense of renewal may 

come from engaging in meaningful occupation that allows an individual to enter an 

internal spiritual state (Unruh, 1997): This internal spiritual state involves a person 

putting aside the external world and reflecting on his/her part in the greater scheme of 

things (Unruh, 1997). 
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Religious beliefs can be part of the inner reflection process. Low ( 1997), in an 

exploratory essay, examined the relationship between people's religious beliefs about 

pain and how they cope with pain. She suggested that therapists become aware of their 

patients' religious beliefs in order to be prepared for patients' responses to treatment and 

to more readily address patients' needs (Low, 1997). 

Hope can be viewed as an inner resource that individuals can tap into through 

their inner reflections. The spiritual aspect of hope in occupational therapy intervention · 

was explored in a case study format (Spencer, Davidson & White, 1997) and in a 

phenomenological pilot study (Neuhaus, 1997). Hope is a valuable tool for recovery that 

appears to be underused and/or not well documented in occupational therapy practice 

(Neuhaus, 1997; Spencer, Davidson, & White, 1997). 

Expression through Narratives 

The value of using narratives, in occupational therapy assessment, practice, and in 

the adaptation processes of clients, has been explored in empirical and philosophical 

work (Barrett, Beer & Kielhofner, 1999; Frank,1996; Jonsson, Josephsson, Kielhofner, 

2000; Jonsson, Josephsson & Kielhofner, 2001 ;Larson, 1996; Price-Lackey & Cashman, 

1996). Narratives in the form of life history can help therapists gain insight into their 

clients and understand what has been meaningful to them in the past (Clark, 1993; 

Frank, 1996; Helfrich, Kielhofner, & Mattingly, 1994; Larson, 1996; Price-Lackey & 

Cashman, 1996). Use of narratives during assessment and goal setting can impact 

outcomes in a positive way (Price-Lackey & Cashman, 1996; Simmons, Crepeau, & 

White, 2000). Anticipatory narratives help to shape therapeutic outcomes, while being 
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flexible enough to change as unexpected events occur in the lives of clients (Jonsson, 

Josephsson, Kielhofner, 2000; Jonsson, Josephsson & Kielhofner, 2001). 

Kirsh (1996) suggests that narratives are an expression of spirituality. Each one of 

us has a story to tell. It is the story of our lives. We tell the story in bits and pieces to 

others, either through the spoken or. the written word (Kirsh, 1996). It is through that 

narrative expression that we can learn about ourselves and that others can learn about us 

(Kirsh, 1996;Toomey,1999). 

Kirsh (1996) explains that the narrative and the story it tells describes the true 

essence, or spirit of the person, through describing his/her actions. Narratives can clarify 

to others and to the individual what is meaningful and purposeful to that person (Kirsh, 

· 1996). Toomey (1999) states that narratives are useful when sharing with others 

reflections on spiritual moments that arise while engaging in meaningful occupations, 

such as visual art. Narratives are powerful ways to gain insight into a person's inner state 

because they describe a person's past, current circumstances, and plans and hopes for the 

future (Kirsh, 1996). 

Expression Through Actions 

According to the profession's philosophical base, human beings by nature take 

action (AOT A, 1979). Through our actions we develop and grow and evolve (AOTA, 

1979). Egan and DeLaat (1997) suggest that our actions are outward expressions of our 

innermost nature. TP.ey observe that occupation allows people to connect with others in 

meaningful ways and brings meaning to a person's life. Through participation in 

meaningful activity with others, people are able to express their "shared belief in the 
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inherent value of all human beings" (Egan & DeLaat, 1997, p.115). Peloquin (1997) 

suggests that the creative aspect of occupation is a spiritual one that allows a sense of life 

making (how people build their own lives) and mastery. 

Religion and its practices have been considered a dimension of spirituality for 

some people (Christiansen, 1997; Howard & Howard, 1997). Frank, Bernardo, Trapper, 

Noguchi, Lipman, Maulhardt, and Weitze (1997), in a phenomenological study, describe 

how the everyday religious practices (a form of action or doing) of Orthodox Jews gave 

meaning and purpose to their lives. 

A Proposed Definition of Spirituality for Occupational Therapy 

Based upon the above analysis, a proposed definition of spirituality for 

occupational therapy is: experiencing a meaningful connection to our core self, other 

humans, the world, and/or a greater power (Egan & DeLaat, 1997) as expressed through 

our reflections (Unruh, 1997), narratives (Kirsh, 1996), and actions (Egan & DeLaat, 

1997). 

Spirituality from the Disability Perspective 

Individuals with disabilities often describe frustration over helping professionals 

making decisions about the lives of those whom they serve without first consulting them 

(Swain, Finkelstein, French & Oliver, 1993). Thus, it behooves occupational therapists to 

refrain from imposing our own decisions about the direction of treatment in the area of 

spirituality as in all other areas. For example, Davis (1993) states: 
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Going over the top of our heads is well-rooted and par for the course. Despite the 

growth of the disabled people's movement these paper professionals still think it 

quite normal to sit down round the table and decide what's best for us. (p.198) 

Nosek (1995) suggests that more emphasis should be placed on the spiritual in 

rehabilitation, and less on doing. Because people with disabilities are often limited in 

their abilities to perform physical tasks, what becomes more important is healing the 

whole person through including the spiritual dimension in therapy, rather than focusing 

primarily (and at times unrealistically) on promoting physical independence (Nosek, 

1995). She explains: 

It distresses me that the field of rehabilitation has so completely ignored the most 

essential aspect of my being-my spirituality. It was never addressed in any 

personal contact I have had with my rehabilitation service systems. It was never 

once mentioned in my training as a rehabilitation counselor or rehabilitation 

researcher. In only a few locations have I seen ministers serve as part of a 

rehabilitation team; indeed only a. minority of comprehensive rehabilitation 

centers have ministers on staff. While I chose to regard my disability as 

characterizing me rather than defining me, I must admit that it has caused me 

numerous emotional and spiritual crises ... Without the spiritual foundation ... 

upon which I have built my life, I would be totally unequipped to handle the 

challenges posed by disability (p. 180). 
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, The above quote indicates that it is therefore of value to analyze spirituality from 

the viewpoint of persons with disabilities. The following analysis will be structured using 

the above definition of spirituality for occupational therapy. 

The Connectedness of Spirituality 

Connectedness to the Self 

In addressing the aspect of spirituality that consists of connectedness to the self, 

some individuals with disabilities have stated that there can be feelings of shame, fear 

and anger about having a disability before self-awareness and a sense of wholeness 

occurs especially when the experience is one of marginalization, which is society's 

propensity to place those with disabilities on the outer edge of social standing (Gourgey, 

1994; Lane, 1992). However, others suggested that having a disability causes the 

individual to be fully aware and present in his/her body (Eiseland, 1994). Eiseland (1994) 

explains that this connectedness to the body involves a sense of acceptance and non-self

pitying survival. Daily life includes a dichotomy of pleasure and pain for both those with 

and without disabilities alike, and thus th~re is no true difference between the two groups 

(Eiseland, 1994 ). 

Black (1996) and Lane (1992) suggest that integration of the disability is an 

important aspect of relating to the self. Sexuality and a valuing of the beauty and 

uniqueness of the body with a disability, as well as the sensations and experiences that 

the body with a disability gives is also an element of relating to the self for individuals 

with disabilities (Eiseland, 1994; Stiteler, 1993). Eiseland (1994) and Webb-Mitchell 
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(1994) indicate that persons with disabilities do not view themselves as "other than," 

as human beings living life like everyone else. 

Do Rozario (1994), in a phenomenological study of people with chronic illnesses 

and disabilities, found that "the power of personal control" and "the power of hope" 

(p.51) were two of the five key factors that they agree facilitate well-being and health. 

Hope and a sense of personal control can be viewed as inner resources, and therefore ' 

aspects of connecting to the self. The importance of hope in the rehabilitation process 

was underscored when Klein (1998), a woman with hemiplegia after having a stroke, 

spoke of her intense disappointment when her occupational therapist took away her hope 

of ever playing tennis again. 

Connectedness to Others 

In the study previously cited, Do Rozario (1994) found that "positive social 

support" is one of the five key factors of well-being and health in the lives of individuals 

with chronic illness and disability (p.51 ). In exploring the aspect of spirituality that 

involves relating to others, Eiseland (1994) and Webb-Mitchell (1994) suggest that there 

is a need for mutual understanding between those with disabilities and those who are 

able-bodied. Various authors with disabilities indicate that attitudinal barriers, 

stigmatization and marginalization are commonplace experiences for individuals with 

disabilities (Black, 1996; Blair & Davidson, 1993; Eiseland, 1994; Goffman, 1968; 

Gourgey, 1994; Govig, 1989; McClain, Medrano, Marcum, & Schukar, 2000; Rimmer · 

1999; Whitlock; 1993). 
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It is not unusual for people with disabilities to feel isolated from others and from 

their faith communities (Eiseland, 1994; Stiteler, 1993; Webb-Mitchell, 1994). Disability 

. has been viewed in some religions as being unclean. This view of disability is supported 

by passages in the Bible. For example, in the Jewish tradition, individuals with 

disabilities could not become priests (Leviticus, 21: 16-24 ): 

-
16 The Lord said to Moses, 17 "Say to Aaron: 'For the generations to come none of 

your descendants who has a defect may come near to offer the food of his God. 18 

No man who has any defect may come near: no man who is blind or lame, 

disfigured or deformed; 19 no man with a crippled foot or hand, 20 or who is 

hunchbacked or dwarfed, or who has any eye defect, or who has festering or 

running sores or damaged testicles. 21 No descendant of Aaron the priest who has 

any defect is to come near to present the offerings made to the Lord by fire. He 

has a defect; he must not come near to offer the food of his God. 22 He may eat the 

most holy food ofhis God, as well as the holy food; 23 yet because of his defect, 

he must not go near the curtain or. approach the altar, and so desecrate my 

sanctuary. I am the Lord, who makes them holy. 

24 So Moses told this to Aaron and his sons and to all the Israelites (The Bible 

Gateway, 2002). 

Many have been told or believe that their disabilities are punishments for sins or 

bad karma and that passive acceptance is the only correct way to respond to them (Black, 

1996; Charlton, 1993; Lane, 1993). Lane (1993) explains, "Disability is still seen as a 

basic flaw rather than a human variation" (p.l1 ). 
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Eiseland ( 1994) suggests that because of their feelings of isolation, touch is an 

important experience to individuals with disabilities. Being touched by others is 

something that individuals with disabilities value and crave (Eiseland, 1994 ). However, 

Eiseland ( 1994) asserts that sometimes when people with disabilities are touched by those 

without disabilities, it is with the intention, or perceived intention, to harm or heal. Lane 

(1993) explains that what the person without a disability usually wants to do in a situation 

involving touching a person with disability is perform a physical healing. However, what 

the individual with the disability wants instead is emotional and spiritual healing, rather 

than physical healing (Lane, 1993). Lane (1992) explains: 

Unfortunately there are many people, who ... interpret faith as the prerequisite for 

removing the disability, which is entirely different than being healed. Their 

prayers place the burden of being "healed" on the person with the disability. 

Healing is expected to change the person from one who has a disability to one 

who does not. Physical healing is not what most persons with disabilities desire. 

Rather it is spiritual and emotional healing-acceptance, respect, and opportunity. 

(p.57) 

When the physical healing does not·take place, the person with the disability is 

blamed for not having enough faith (Black, 1996; Eiseland, 1994; Lane, 1993). So, while 

touch is valued by those with disabilities and helps them to feel less isolated from others, 

the intentions behind the touch may be counterproductive to helping them feel less 

isolated. A touch that provides spiritual and emotional healing is inclusive; a touch that 
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,'~;, 

intends to change the physical disability may be experienced as excluding and isolating;,~ 

by giving the unspoken message of non-acceptance. 

Other themes about relating to others are the concepts of dependence and 

interdependence. A woman who had polio remarked that her faith helped her become 

more accepting of being dependent on others for help (Gould, 1995). A minister who had 

his leg amputated because of cancer realized that his dependence was a gift of mutuality 

in that he was still able to give to others and yet receive help in return (Owens, 1998). He 

asserted "we are all disabled in some way, and need to depend on one another" (Owens, 

1998, p.l3 ). Black ( 1996) maintained that a belief in interdependence is valuable. It 

honors all people, not because of what they do, but who they are (Black, 1996). Just by 

existing, each person contributes to the community in some way, even if that contribution 

goes unnoticed (Black, 1996; Webb-Mitchell, 1996). 

Connectedness to the World 

Do Rozario (1994), in a previously cited study, found that "the journey of 

spiritual reconciliation and transformation" is one of the five key factors that facilitate 

well-being and health for people with chronic illnesses and disabilities (p.51 ). Using the 

civil rights movement as a model, persons with disabilities banded together to get their 

needs met and their rights acknowledged (Eiseland, 1994; Thornburgh, 1994 ). The 

Disability Rights Movement can be viewed as individuals with disabilities expressing the 

element of spirituality that includes relating to the world in a transformational way. It is 

through the Disability Rights Movement that they struggled to connect to the world and 

society. The Americans with Disabilities Act (ADA) (legislation that ensures individuals 
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with disabilities accessibility accommodations for employment and education) and 

Independent Living (individuals with disabilities taking control of their own lives) are 

outcomes of that movement (Eiseland, 1994; Nosek, & Fuhrer, 1992; Smith, Smith, King, 

Frieden, & Richards, 1993; Thornburgh, 1994). 

Individuals with disabilities have also experienced barriers, both social and 

physical, to attending their places of worship. Work has been done to rectify that situation 

by the National Organization on Disability's Accessible Congregations Campaign 

(National Organization on Disability, 2002). Currently, 2,123 places of worship in the 

United States have become affiliated with the Accessible Congregations Campaign, 

however, no religious organizations outside the Judea-Christian tradition have yet 

enlisted. (National Organization on Disabilities, 2002). 

Connectedness to a Greater Power 

In investigating the aspect of spirituality that entails relating to a greater power, 

Eiseland (1994) suggests that some people with disabilities have a difficult time relating 

to an able-bodied God. Others felt frustrated with the categories in which religious 

traditions placed them. This in tum made them feel angry at and alienated from God 

(Black, 1996; Eiseland, 1994; Lane, 1995). Lane (1995) mentioned that expressing anger 

at God is a beginning step to creating a dialogue with God. She stated: 

Expressing one's anger is an important step toward spiritual and psychological 

growth. However, we do not usually think of expressing our anger at or with God. 

Many people still think it is wrong. Yet we cannot be in relationship with God if 

we are unable to express our deepest feelings. Anger is a powerful emotion that 
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can wreak destruction in our lives, or it can become a raw energy that fuels our 

quest for justice and equality. A theology of anger enables us to question God, 

wrestling with God as it were, in the quest to find meaning and purpose when 

living with a disability. (Lane, 1995, p.97) 

To assist with the process of relating to God, some have created new symbols and 

new ways of envisioning God as one who has a disability (Cooper, 1993; Eiseland, 1994; 

Stain ton, 1994 ). This is a Judea-Christian perspective of God, which views God as 

having a human form. The Eastern perspective of God is non-dualistic in nature and 

views God as a supreme being that exists as both the Self that is the pervasive, 

connecting, divine foundation of all creation, and the divine light that resides within the 

person (Dossey, 1998). Stiteler (1993) suggested the value of looking at religious 

writings and scriptures from various religions in order to gain a more complete 

perspective of God and how to honor themselves as individuals with disabilities in the 

experience of faith. 

The Expressiveness of Spirituality 

Expression Through Reflections 

Several authors with disabilities expressed their reflections in writing regarding 

the existential questions of life and how they as individuals with disabilities fit in to the 

tapestry and flow of the universe (Black, 1996; Cooper, 1993; Eiseland, 1994; Lane, 

1995; Stainton, 1994; Stiteler, 1993). They reflect on the meaning of having a disability, 

how others have interpreted the reason for the existence of disability, and their own 
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interpretation of the reason for disability existing in the world (Black, 1996; Cooper, 

1993; Eiseland, 1994; Lane, 1995; Stainton, 1994; Stiteler, 1993). 

Expression Through and Narratives and Actions 

Do Rozario (1994) stated that "meaningful participation in activities and life" is a 

factor that people with chronic illnesses and disabilities agree facilitate well-being and 

health (p.51 ). The autobiographical works of persons with acquired disabilities (locked

in syndrome, polio, spinal cord injury, stroke, spinal tumor, traumatic amputation) are 

examples of narratives that describe how the spiritual quality of finding meaning in life is 

extremely important for the recovery and adaptation process (Bauby, 1997; Beisser, 

1989; Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990; Puller, 1991; 

Reeve, 1998; Sarton, 1988). 

Bauby (1997), a magazine editor, Klein (1998), a documentary filmmaker, and 

Sarton (1988), a novelist and poet, are individuals with different levels of aphasia and 

mobility issues after having a stroke; Bauby (1997) and Klein (1998) both having locked

in syndrome. Callahan (1990), a cartooni~t, Hockenberry (1995), a radio journalist, and 

Reeve (1998), an actor, all have spinal cord injuries. Beisser (1989), a psychiatrist, 

Murphy (1990), an anthropology professor, and Puller ( 1991 ), a Vietnam war veteran and 

lawyer, write from the perspective of having the sequelae of polio, a spinal tumor, and 

traumatic amputation, respectively. 

These narratives bring to light the personal reflections of the authors regarding 

their life experiences and place in the world. Through reading stories of their experiences, 

a reader is able to catch a glimpse of the true essence of the authors. The authors describe 
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how they found meaning through their relationships with others, through their 

relationships to a greater power, and through engaging in meaningful occupations 

(Bauby, 1997; Beisser, 1989; Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 

1990; Puller, 1991; Reeve, 1998; Sarton, 1988). For example, regarding finding meaning 

through his relationships with others and his professional occupation, Beisser ( 1989), a 

psychiatrist with polio, stated: 

B~t I have had my share of good luck. I certainly feel that way about my 

profession, and I have not found very many difficulties in working with patients 

due to my disability. There are the initial reactions, which anyone would have 

with someone who is severely disabled, but they quickly diminish as essential 

human qualities become primary .... Most of my patients have generously given 

up symptoms of self-destructive behavior, grown and found good relationships, or 

whatever else they were looking for. This has further rewarded me, even though 

those relationships were reward enough in themselves. (p.71). 

Likewise, Klein (1998), a docum~ntary filmmaker with locked-in syndrome, 

describing the joy that engaging in the occupation of dancing held for her, stated: 

Afterwards I interviewed the Brazilian women and then I shyly asked if I could 

dance with them myself. I put my canes aside. I was leaning on Rosangela, the 

non-disabled dancer, with every part of my body. She was giving me cues, 

whispering in my ear in her sultry voice: 'Relax your head, lend me your arms, 

lean on me, trust my body, my legs will be your legs.' I let go and trusted. We 
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moved fast and wild. I heard myself screaming with joy. I had no -idea what it 

looked like nor did I care. The dancer inside me was out. (p.307) 

Current Research About Spirituality and Disability 

New research is underway to investigate many aspects of spirituality as it relates 

to disability. Underwood (in press), created a working model of health that includes the 

spiritual dimension. In the center of the model is the heart, the place where integration of 

all the facets of the individual takes place, " ... the four key dimensions of functional, 

vital, sociocultural and transcendent radiate from and into that center like spokes of a 

wheel, affecting the core and providing the means by which the person expresses himself 

in his surroundings" (Underwood, in press, pJ). Current research in spirituality and 

disability also involves rehabilitation outcome studies, intervention studies, qualitative 

studies about life with a disability, qualitative studies about acquired disability, and 

studies that focus on rehabilitation professionals (Fetzer Institute, 1996). 

Boswell, Knight and Hamer (200 1) in a qualitative study, found that women with 

disabilities "described spirituality as an o,n-goingjoumey filled with changes that were 

inextricably woven into their experience of disability" (p.20). Nosek and Hughes (200 1 ), 

explore spirituality and how it relates the sense of self of women with disabilities, based 

upon past research studies they have conducted. They state that women with disabilities 

experience social barriers and isolation in their lives. Having a spiritual connection to 

themselves, significant others, and to their Divine Selves assists in their ability transcend 

the difficulties in their lives (Nosek and Hughes, 2001). 
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McColl, Bickenbach, Johnston, Nishihama, Schumaker, Smith, Smith, and 

Yealland (2000), in a qualitative research study with individuals with brain injuries and 

spinal cord injuries, created a matrix for spirituality. The matrix is based upon the themes 

found in the study of "awareness, closeness, trust, purpose and vulnerability" (p.l2), in 

relation to the three dimensions of spirituality found in a literature review: "intrapersonal, 

interpersonal, and transpersonal" (p.l2). Participants with brain injuries, because of their 

memory deficits, emphasized the importance of their families when compared to those 

with spinal cord injuries (McColl, et al., 2000). 

Minnes, Buell, Nolte, McColl, Carlson, and Johnston (200 1) report on an 

evaluation of an acculturation framework for individuals with disabilities. The frame 

framework measures the level of assimilation, integration, marginalization, and 

segregation of individuals with disabilities in the community. The findings of a study 

using the framework of 63 individuals with brain injuries and their caregivers 

demonstrated that the participants' "disability-related needs were not being indentified 

and supported adequately in the areas of ~pirituality and productive activity" (Minnes, 

Buell, Nolte, McColl, Carlson, & Johnston, 2001, p.3). 

Reflections 

Synthesis and Interpretation 

The above analysis of the occupational therapy literature, the literature of other 

health care professions (nursing, psychology and counseling, health education, and social 

work), and autobiographical and scholarly works of individuals with disabilities, brings 

to light how important a sense of connectedness is for experiencing spirituality in life and 
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how disconnected some persons with disabilities feel to others, the world, and a greater 

power. It suggests that the experience of spirituality for persons with disabilities is one of 

active striving to connect to themselves, each other, non-disabled persons, the world, and 

a greater power. Through recounting their reflections, narratives, and actions, persons 

with disabilities expressed their sense of self worth, and asserted that mutual 

understanding and interdependence needs to occur between those with and without 

disabilities in order for a true sense of community to occur. They illustrated their ability 

to join together to educate the world about what is right and necessary in order for them 

to live life in a barrier-free environment. Finally, they searched for new ways to relate to 

the mystery that is the divine. 

Directions for Future Research 

Individuals with disabilities have an unique perspective on the meaning of 

spirituality in their lives. Currently, the majority of literature about spirituality and 

disability is philosophical or autobiographical in nature. Empirical research is warranted. 

Research could explore the meaning of spirituality in the lives of individuals with 

disabilities. The connectedness and expressiveness aspects of spirituality in the lives of 

individuals with disabilities can be examined through qualitative, quantitative, and mixed 

design research. 

Implications for Occupational Therapy Practice 

The above analysis suggests that persons with disabilities benefit from having 

allies that help them to bridge the gap between themselves, others, and the world and a 

greater power. Occupational therapists are in a position to facilitate that process, for 
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occupational therapists intervene in people's lives during times of transition and 

difficulty. People may adapt to change through connecting to their spirituality during 

such times (Kyllo, 1996). During that period of adaptation, people's values may change 

(Batterham, Dunt & Disler, 1996). Values are indicators of an individual's true identity 

(Roberts, 1999). Part of an occupational therapist's role when addressing spirituality may 

be to help individuals with disabilities gain insight into the changes in their values as they 

adapt to new circumstances. Since well-being and health are facilitated by a sense of 

hope and personal control, occupational therapists can encourage a hopeful outlook and 

facilitate acquisition of a sense of personal control in their clients. 

How Occupational Therapy Research Might Contribute to Knowledge About Spirituality 

and Disability 

Occupational therapy research questions can include exploring the scope of 

spirituality in the lives of individuals with disabilities and how spirituality relates to the 

theoretical and philosophical realm of occupational therapy. For example, how 

spirituality in the lives of individuals wit~ physical disabilities relates to adaptation; 

occupation; the physical environment; the social environment; intrinsic motivation; 

dysfunction; survival; and self-actualization (AOT A, 1979) can be areas of exploration 

from the viewpoints of individuals with disabilities. Research can be done in 

collaboration with scholars who are expert in disability studies and/or are also individuals 

with disabilities as part of the research team. 
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Conclusion 

If, by spirituality we mean "experiencing a meaningful connection to our core 

self, other humans, the world, and a greater power as expressed through our reflections, 

narratives and actions," then the macro-perspective for the inclusion of spirituality in 

occupational therapy practice involves creating "a world that honors, respects, and 

values differences, a world that enables living with different abilities" (Polataiko, 1994, 

p.590). The above analysis of themes from the occupational therapy literature, literature 

from other health care professions (nursing, psychology and counseling, health education, 

and social work) and autobiographical and scholarly works of individuals with 

disabilities suggests that occupational therapists are in a position to facilitate the 

exploration of spirituality by their clients with disabilities. 

Occupational therapists have an unique understanding of the role that the social 

and physical environment plays in facilitating or hindering the experience of relative 

mastery (Schkade & Schultz, 1992; Schultz & Schkade, 1992) of an individual. Thus, 

occupational therapists are in a position t~ actively ally with individuals with disabilities 

for their greater connection to others ~nd their inclusion into society and the world so that 

they can more readily experience a sense of connectedness to others and the world. 

Occupational therapy scholars can assist that process by taking into account the 

perspective of individuals with disabilities and collaborating with scholars with 

disabilities when researching spirituality. Through our reflections, words, and actions, 

occupational therapists "will help change society's attitudes from 'those people are 
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inferior' to 'these people are fundamentally human, just like the rest of us"' (Yerxa, 

1994, p.588). 
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CHAPTER4 

JOURNAL ARTICLE 2 

THE MEANING AND EVOLUTION OF 

SPIRITUALITY ACROSS THE LIFESPAN 

OF INDIVIDUALS WITH 

DIS ABILITIES 

This chapter was submitted for publication to Occupational Therapy in Health Care (See' 

Appendix B). 

Abstract 

This qualitative study explored the meaning of spirituality in the lives of 

individuals with disabilities, and how their spirituality evolved over their life.times. Six 

adults with childhood onset disabilities, 3 males and 3 females, and 6 adults with adult 

onset disabilities, 3 males and 3 females, were interviewed individually. Findings 

suggested that the two groups held different meanings for spirituality. Findings further 

suggested that spiritual evolution is a process that begins with low levels of connection to 

spirituality and involves a gradual spiritual deepening over time. 

Introduction 

Spirituality is recognized as a vital component in health care (Puchalski, 1998; 

Ziegler, 1998). However, Meraviglia (1999) affirms that spirituality is an elusive concept 

to define, as it is intrinsically mysterious. The term "spirituality" holds a variety of 
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meanings, each meaning unique to the person. If spirituality is to become more and mor~. 
~: 

part of health care, defining spirituality is important. 

Occupational therapists are incorporating spirituality into theory and practice 

(Engquist, Short-DeGraff, Gliner, & Oltjenbruns, 1997; Loukas & Steib, 1999; 

McLoughlin, Williams, Schiefelbein, & McGuire, 1999). Incorporating spirituality into 

current occupational therapy theory and practice is considered challenging by some. 

therapists (Engquist, Short-DeGraff, Gliner, & Oltjenbruns, 1997). For example, some 

occupational therapists have not received training on how to apply spirituality to practice. 

Others are unsure whether or not it is even the role of the occupational therapist to 

address spirituality in therapy. Some occupational therapists are unsure how to evaluate· 

spirituality with their clients (Engquist, Short-DeGraff, Gliner, & Oltjenbruns, 1997). 

This research study was done to gain insight into the meaning that spirituality 

holds for individuals with physical disabilities. Furthermore, this research study also 

examined the evolution of spirituality for individuals with physical disabilities across the 

life span. The term 'evolution' was used rather than 'development' to convey the 

transformational nature of the spiritual process over time. 

Methodology 

Specific Aim 

The focus of this qualitative study was to examine the experiences of people with 

disabilities regarding their spirituality and how their spirituality evolved from childhood 

to the present day. This study answered two questions: 1) what is the meaning of 
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spirituality in the lives of individuals with disabilities? And, 2) how has the spirituality .Of 

individuals with disabilities evolved over the lifetime? 

Design 

Instrumentation 

A semi-structured active interview format was used for the individual interviews 

(see Appendix C). Participants also completed a Demographic Information Sheet (see 

Appendix D). 

Procedure 

Access to participants was obtained from people who were contacts known to the 

disability community and through agencies serving individuals with disabilities in the 

Denton, TX and Dallas, TX areas (See Appendix E). Although the people who originally 

intended to act contacts were not available, other people stepped forward as contacts in 

their stead (See Appendix F). Participants did not receive any remuneration or reward for 

participation. Referrals were requested through a cover letter to the agency and the 

contact people who circulated an informational flyer (See Appendix G). Participants 

contacted the researcher if they wished to participate. 

Participants signed consent foirns prior to participation in the study. Interviews 

were scheduled with each of the participants. Audio-taped interviews occurred at a 

mutually convenient place and time. Field notes were written immediately after the 

interview was completed. 

Participants 
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This study was qualitative in nature and involved 12 face-to-face audiotaped 

interviews. Six adults with childhood onset disabilities and 6 adults with adult onset 

disabilities, all of whom have visibly apparent disabilities and who are able to 

communicate vocally, were accepted as participants in this study. Only people who have 

visibly apparent disabilities were asked to participate in the study because having 

"invisible" disabilities creates different experiences from having disabilities that are 

immediately apparent. 

A visible disability for this study was defined as one that is readily apparent to 

outside observers, such as hemiplegia, an amputated limb and a prosthesis, wheelchair 

use, or use of a seeing-eye dog. Participants who were able to communicate vocally were 

invited to participate because of the interview/tape recording format. Three males and 3 

females for each of the 2 groups (childhood onset disability and adult onset disability) 

were interviewed to gain a gender-balanced perspective. Both non-religious people and 

religious people from any faith were invited to participate in the study. However, all of 

the participants had some form of Christianity as a religious background. Demographic 

information about the participants is found in Table I. (Insert Table I here). 

Participant Profiles 

Each participant chose a pseudonym for the study. A brief description of each 

participant follows. 

Childhood onset participants. 

Butterfly is a 37 year-old married Caucasian female with cerebral palsy (CP). She 

has right-sided hemiplegia and also experiences seizures as part of her CP. Butterfly was 
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raised in the Methodist church, and as an adult became a Baptist. Part of her spiritual 

journey has involved walking away from a works-based religion and embracing a grace

based religion in its stead. 

Lisa is a 47 year-old married Caucasian female with post-polio syndrome. She 

uses a motorized wheelchair for mobility and drives a modified van for transportation. 

Lisa was raised Roman Catholic. In her adolescence, she became disillusioned with the 

Church and did some spiritual exploration on her own. She states that she has realized 

that the Church gave her a good spiritual foundation and that she doesn't have to attend 

church to be spiritual. 

Marie is a 35 year-old married Caucasian female with juvenile rheumatoid 

arthritis, who uses crutches to ambulate. Marie was raised in a very strict and controlling 

non-denominational Christian Church, who viewed her disability as something that 

needed to be healed. In her later adolescence she left the church and began to explore 

spiritually. She is very active in her spiritual practices and uses her spirituality as a 

structure for living her life and creating the life she wants to live. 

Mikey is a 58 year-old single Caucasian male with cerebral palsy who has severe 

dysarthria and hemiplegia. He was raised in the Methodist Church and explained that he 

found what he learned in church versus what he learned in school to be contradictory. He 

stated that the different rules that religions have seem to be ridiculous - that there should 
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be one set of rules. He finds religion fascinating and believes that no one really knows the , 

answers to spiritual questions. He began asking questions himself after the death of his 

father. 

Jack is a 30 year-old divorced Caucasian male with mild cerebral palsy with 

hemiplegia. He was raised in the Methodist church and at first felt very connected to God 

and protected by God. Later on, he became disillusioned and jaded and left the church. 

He returned to addressing spiritual issues in his life when he joined AA and learned about 

turning his life over to a Higher Power. He is in a period of exploring his spirituality and 

different spiritual paths, and his spirituality is deepening. 

Gee Tee is a 48 year-old single Hispanic male with cerebral palsy. He uses a 

standard wheelchair for short distances and a motorized wheelchair for long distance 

mobility and has developed arthritis from his prior use of crutches for mobility. He was 

raised a Catholic in a family with alcoholism. In his late teens he had a realization that 

God wanted him to live differently, and has since then become involved in a non

denominational church. He meditates and prays daily. 

Adult onset participants. 

Joy is a 52 year-old married Caucasian female, status post artery vascular 

malformation (AVM) surgery, who has ataxia, mild dysarthria and uses a wheelchair for 

long distance mobility and a rolling walker for short distance mobility. Joy attended 
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church as a child, adolescent, and adult, but it never held much meaning for her. f\:fter her 

A VM surgery, she began to ask questions about her condition and her spiritual~~y has 

' ,· .. e'' 

deepened. She practices kindness to others and encourages her family to attend churc~ 

with her. 

A vis is an 82 year-old widowed Caucasian female with blindness as a 

complication of surgery, who uses books on tape to read and cannot navigate her physical 

environment without another person to guide her. She was raised in an orphanage after·. 

the death of her mother, and in the Lutheran church. She was confirmed and married i~ 

the Lutheran Church. She states that she has been steadfast in her relationship "Yith Christ 

and that Christ has always been there to take care of her. 

DeeGee is a 58 year-old widowed Caucasian female, status post knee surgery for· 

arthritis. She continues to use a wheelchair for long distance mobility and crutches for 

short distance mobility, even after her surgery. Raised in the Baptist church as a child, in 

her early years she connected to her spirituality through her love of nature and God's 

creation. She experienced many losses of family members in her life, including both her 

parents, her sisters, and her husband, and she uses the memory of their love as a spiritual 

support. She attends a Pentecostal church, and expresses her spirituality through taking 
'.. ..~ 

care of her pets, being kind to others, and connecting to nature. 
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Kermit is a 40 year-old married Caucasian male with spinal cord injury (SCI), 

who uses a standard wheelchair for mobility. He was raised a Baptist, but his family did 

not attend church very often. He stated that he ~as not at all connected to his spirituality 

as a child or adolescent. Through his relationship with his wife, and some wise elders, he 

realized the importance of treating others and the Earth with respect and kindness. He is 

now raising his two children with that same attitude of kindness and respect and teaching 

them the value of others and the earth. 

Alton is a 66 year-old widowed, and newly engaged Caucasian male with 

syringomyelia (spinal tumor), who uses a wheelchair for mobility. He was raised in the 

Church of Christ and continues to be a member of that church. Due to the nature of his 

condition (a slow-growing tumor), he has been very conscious of issues related to his 

health. He actively uses his spirituality as a guideline to maintain his health. 

Butch is a 46 year-old single Caucasian male with bilateral lower extremity 

amputation from diabetes. He uses a standard wheelchair and is in training for protheses. 

He was raised in the Methodist church and attended church regularly as a boy and young 

adolescent. Upon the death of his father, in his late teen years, he left the church, and 

became involved in drinking and drugs. In his middle adult years he met some people 

who encouraged him to start attending church again, and he began to attend a Pentecostal 

church. He is now exploring different spiritual paths and actively working his way back 

to connecting with God. 
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Data Analysis 

Audio-taped interviews were transcribed verbatim. Member checking was don~ 

with each respondent to ensure accuracy of the transcription. This means that each 

respondent was sent a copy of the transcript and asked to read it through, make 

corrections, and return it to the researcher. In one case, a participant requested that the 

member checking of the transcript be done over the phone instead of through the mail,so 

it was done as she requested. In several other instances, participants were unable to read 

or write and member checking of both the transcript was done in person. In another case, 

a participant had had a slight memory loss due to a possible minor cerebrovascular 

accident (CVA). However, with his permission, his wife read the transcript and 

confirmed that it sounded like things that her husband would say. 

Data analysis then proceeded in the following sequence. The researcher wrote a 

full description of her experience of the phenomena (the meaning of spirituality and how 

spirituality evolved across the lifespan) to bracket her perspective (Creswell, 1998). 

Open coding was then done on the transcribed data and field notes using the 

constant comparison method to generate themes and categories (Corbin & Strauss, 1990). 

After this step, member checking was done again. The researcher met with each 

respondent, reviewed the themes and categories from his/her transcript and asked if each 

derived theme and category expressed what he/she meant. In all 12 cases the participants 

had either no changes or minor clarifications to make. 

Axial coding was then done to connect the categories. A single category was 

chosen as the central phenomenon and the interrelationships of causal conditions, 
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strategies, context, intervening conditions, and consequences between the central 

category and the other categories were be explored. This process was done for the 

categories of "The Meaning of Spirituality" and "Spirituality Across the Lifespan." 

Selective coding then followed to create a sense of the larger perspective (Corbin & 

Strauss, 1990). The essence of the meaning of spirituality and the evolution of spirituality 

in the life of individuals with disabilities was then explored in light of the information 

found in the interviews. 

Findings 

The novel, Of Human Bondage, addresses the issue of spirituality and disability 

through describing how the main character, as a child, prayed to have his club-foot 

altered; and his subsequent loss of faith when his prayers were not answered: 

And tonight he sank to his knees, buried his face in his hands, and prayed to God · 

with all his might that He would make his club-foot whole .... 'Oh, God, in Thy 

loving mercy and goodness, if it be Thy will, please make my foot all right on the 

night before I go back to school.' .... But presently the feeling came to him that 

this time also his faith would not be great enough. . .. He made his own 

experience into a general rule. 'I suppose no one ever has faith enough,' he said. 

(Maugham, 1915, p58-61) 

The above quote, taken from a work of fiction, illustrates a loss of faith 

experienced by a young boy with a club-foot. It portrays one possible way in which a 

person might respond to having a disability though spirituality. The findings of this study 

elucidated how individuals with disabilities experience their spirituality over a lifetime 
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and how they made their disabilities meaningful through their spirituality. For this study;',: 

two research questions were asked: 1) What are the differences in the meaning of 

spirituality in the lives of individuals with childhood onset disabilities when compared·to 

those with adult onset disabilities? and 2) How does the spirituality of individuals with 

disabilities evolve across the life span? 

The first question, "What are the differences in the meaning of spirituality in the 

lives of individuals with childhood onset disabilities when compared to those with adult 

onset disabilities?" was examined in several ways: 1) by asking the participants to discuss 

what spirituality means to them; 2) by asking the participants to define spirituality; 3) by 

asking the participants to comment on the definition derived from a literature review 

(experiencing a meaningful connection to our core self, others, the world, and/or a greater 

power, as expressed through our reflections, narratives, and actions); and 4) by inquiring 

how the participants viewed their disabilities relative to their spirituality. 

From the analysis of the transcribed interviews, several categories and themes 

about the meaning of spirituality were generated for each group. A summary of those 

categories and themes for both groups can be found in Table 2. A discussion with 

illustrative quotes delineating the categories and themes for individuals with childhood 

onset disabilities will be presented first, followed by the themes generated by the group 

with adult onset disabilities. (Insert Table 2 here). 
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The Meaning of Spirituality For Individuals with Childhood Onset Disability

Connecting for Purpose and Meaning in Life 

Connecting to a Higher Power 

The most heavily-weighted theme for this group of participants regarding the 

meaning of spirituality involved connecting to a Higher Power. The weighting of themes ' 

was analyzed in the following way: Participants were asked to comment specifically on 

the definition derived from the literature review (experiencing a meaningful connection 

to our core self, others, the world, and/or a greater power, as expressed through our 

reflections, narratives, and actions). Two-thirds of the participants agreed with the 

definition. An analysis of the group's agreement with the above dimensions of spirituality 

as stated in 1) their own statements of meaning of spirituality, 2) their own definitions of 

spirituality, and 3) their responses to the literature review definition was conducted, and a 

tally mark was placed under each dimension when a participant's response indicated that 

dimension as an aspect of spirituality. The tally marks were added together, providing an 

overall weight for each aspect of spirituality. Results of this analysis are summarized in 

Table 3. (See Table 3). 

In support of the theme that spirituality involves connecting to a Higher Power, 

Lisa stated, "Oh, I guess spirituality means belief in a Higher Power, something greater · 

than you ... " Another participant concurred, and emphasized the connecting aspect with a 

Higher Power. According to Jack, 
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Spirituality to me means a connection with a Higher Power and I choose to call 

my Higher Power God. Sometimes I go back to calling it a Higher Power just to 

feel a little bit closer but it's that connection ... 

For this group, connecting to a Higher Power occurs through beliefs and through 

knowing and relating to that Higher Power. This connection involves the reflective nature 

of spiritual expression, and primarily engaging the cognitive and psychosocial aspects of 

the person. 

Connecting to Self 

The aspect of connecting to self was the next most heavily-weighted in terms of 

the connecting dimension of spirituality for this group, as found in Table 3. For example, 

Marie stated: "Spirituality means something inside you .... it is something inside you that 

is connected to your life ... " Another participant, Gee Tee, explained the importance of 

spirituality for survival: "Spirituality is very important in my life because without it I 

don't think I would be able to exist. I do believe wholeheartedly in it and without it I 

don't think I'd be here." 

For this group, spirituality involves the sustenance of existence, arises from 

within, and connects the individual to the self for transformation and learning. It 

predominantly involves the reflective (cognitive) and action (sensorimotor) aspects of 

expression. 

Connecting to Others and the World 

This aspect of spirituality was the least emphasized theme for this group of 

participants. Even though it was not as heavily emphasized, some participants did 
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mention it. For example, Lisa stated: " ... spirituality ... also deals with your 

responsibility towards the rest of mankind and the world that you live in." Marie 

expressed the importance of passing on spiritual values to offspring and connecting to the 

world: "Spirituality ... is something that ... that I hope I pass on to my girls .... it is 

something ... that is connected to ... your world and to the world outside you." 

For this group of participants, spirituality means being responsible for others in 

your family, as well as to the rest of humankind and the world. The method for 

connecting to others and the world centers around actions, or the sensorimotor aspects of 

expression. Because connecting to others and the world is by nature a psychosocial 

occupation, the reflective (cognitive) and narrative forms of expression may also be 

implied in these responses. 

The Nature and Purpose of Spirituality 

This theme does not directly address the literature review definition of spirituality. 

However, it does provide a description of spirituality and an explanation for why 

spirituality is practical and valuable. Butterfly stated: 

Spirituality is the daily decision-making. It's not all pretty. It's realizing that some 

days you get up and things are great and it's easy and then sometimes it's hard .... 

It's also realizing that there are no answers ... there are no easy answers ... 

Another participant, Marie, stated how spirituality is helpful to her: 

Spirituality .. .is something that keeps you going when you are really upset and 

you can't do anything else. It is something that keeps you truly structured and 

reality based. It is something that keeps you structured and where you need to be. 
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life: 

[Spirituality is] ... Timeless, ageless, it doesn't matter how old you are, where 

are, it is something inside you that you can access through whatever methods are· 

tangible to you. 

Gee Tee asserted that spirituality is a blessing that provides practical results in his 

I would say that spirituality is a blessing and if you believe in it, it works. If you 

· believe wholeheartedly that your spirit can be cleansed and God can hear what 

you are saying and if you believe in yourself and in God things can come true. 

For this group, spirituality is greater than time and history. It is practical, in that it 

provides guidance and structure for a person's existence and follow-through with living 

and life tasks. Spirituality, for this group, involves daily decision-making and actions, 

struggle at times, and also brings blessings and help during those challenging times. 

Spirituality is a resource for this group of participants that is both accessible within the 

person and is part of the occupational environment. However, one participant, Mikey, 

was unable to define spirituality or discuss the meaning of spirituality for him. He stated: 

"I'm not sure what spirituality is." 

Disability as a Vehicle to Discover God's Purpose 

The above four themes were derived from the participant's own descriptions of 

the meaning of spirituality and their definitions of spirituality, which focused primarily 

on the connecting and reflective aspects of spirituality. The idea that spirituality involves 

purpose and meaning in life was further underscored when the participants were asked to 
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discuss their spirituality in relation to their disabilities. From their perspective, God may 

have had a purpose in giving them disabilities. For example, Butterfly stated: 

God: 

others: 

... maybe that's why God put me here, I don't know. I'll have to ask Him 

someday. But if I don't have to do anything else in my life except write a few 

poems and give some hugs and say 'hello' and try to encourage people to say 

'people with disabilities,' rather than the others and abolish the 'H' word 

altogether - handicapped, that is - maybe I will have done what He wants me to 

do. 

Another participant, Lisa, explained how she views her disability as a gift from 

... I guess from early conditioning I tend to think of [my disability] more as 

something He gave me as opposed to something He did to me. I've certainly 

gained as much from it as I've lost because of it. I do tend to think ... that I'm 

sent to change or influence somebody or something while I'm here for their 

betterment or whatever. 

Marie stated that her disability is a way that God polishes her, and educates 

I think my body was a well-chosen course by God. Because of my disability, my 

encounters with other people are tainted by their own perceptions of me. It's like 

God has given me so many unique, different experiences just by having a 

disability that is visible to others. 

Gee Tee also asserted that God had a purpose for giving him a disability: 
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I think that God had a purpose with my life to be the way I am. I am not ashafu~d':t:·;P '; 
'1·') ,,· 

of being disabled. I'm here because God had a purpose with my life and, I don't_ · 
;,·.:' 

know, maybe he wants me to work with people with disability or something. 

For several of these participants, while spirituality involves discovering purpose 

and meaning in their lives, having disabilities entails their discovering God's purpose· for 

their lives. Having a disability provides a route through which the individual with :·, 

disability and others both with and without disability can learn and grow. It gives an 

obvious reason for connecting to others. 

However, for one participant in this group, having a disability is a cause to 

connect to a Higher Power, and for another participant his disability and spirituality are 

viewed as separate. Jack described how having a disability caused him to connect to a 

Higher Power: 

It has made for like a struggle .... I've ... had the experience of being a little kid 

and feeling special, feeling really like I was almost like chosen in a sense, or, 

something is looking out for me. And then there are times disability related that 

I've gotten very angry .... I think I was in college and I think I was home for 

Christmas with my parents and we'd gone to church services .... And I prayed and 

was going to cut a deal with Jesus Christ that if he would have, you know, fixed 

me then I was going to be good, and the partying and stuff I was doing ... was 

going to cease ... You know, there are such things as miracles so why don't I get 

one? And wouldn't it be wonderful and I could just go around and testify as how I 

prayed for it and it happened. 
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In contrast, Mikey stated: 

"I'm comfortable with myself, I'm comfortable with my disability ... .I view my , 

disability as one thing and my spirituality and relationship with God as something else.,; 

For these two participants, the comfort level with their disabilities influences how 

active they are in connecting to a Higher Power. There is an inverse relationship; the 

more comfortable the person is with his/her disability, the less motivated they are to 

relate to a Higher Power. There is no need to seek answers, to make meaning, or to search 

for a purpose in life if there is no perceived need to do so. 

There is a process that occurs for this group of individuals with childhood onset 

disabilities in which an event happens that makes the person pause and reflect. The 

reflections that occur are in response to a need to make sense out of that event. The 

reflections connect the person to a Higher Power and there is a period of time in which 

the person is seeking answers. Finally, a satisfactory answer is found and there is a new 

sense of purpose and meaning in life. From that new sense of meaning and purpose, the 

person is able to reach out to others and strive to make a difference in the world. This 

process is depicted in Figure 1. (Insert Figure 1 here). 

The meaning of spirituality for the group with adult onset disabilities is different''~ 

than the group with childhood onset disabilities, both in focus and in emphasis. This next 

section will elucidate the categories and themes for the group with adult onset disabilities. 
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The Meaning of Spirituality for Individuals with Adult Onset Disability- Connecting and 

Expressing Through Feelings and Actions 

Connecting to the SelfThrough Feelings 

The most heavily-weighted theme for the participants with adult onset disabilities 

regarding the meaning of spirituality involved connecting to the self. The weighting of 

the themes was done through an analysis of the participants' replies to the question about 

the meaning of spirituality for them, how they defined spirituality, and their responses to 

the definition of spirituality from the literature review. The dimensions of spirituality in 

the literature review definition were delineated (connection to self, others, the world, 

greater power; expressions through reflections, narratives, and actions), and a tally mark 

was placed under each dimension when a participant's response indicated that dimension 

as an aspect of spirituality. The tally marks were added together for each dimension, 

providing an overall weight for each aspect of spirituality. Results of this analysis are 

summarized in Table 3. (See Table 3). 

For this group, the connection to the self seemed to mostly come through 

connecting to feelings, or the psychosocial aspect of the person. Joy's perspective 

supports the notion that spirituality involves connecting to the self through feelings: 

"[Spirituality is] what you have in your heart, I think, and it's not what you have in your 

head but what you have in your heart. . .. It is what a person feels." DeeGee also 

indicated that feelings are an aspect of spirituality when she stated that spirituality is a 

daily experience, and involves love: "Spirituality is an everyday thing, an everyday 

feeling .... Anyway you look at spirituality. It's a type of love ... " Another participant, 
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Kermit also supported the concept of connecting to feelings when he explained that 

spirituality involves feelings within the self: "I would say [spirituality is] the way one 

feels within themself. I don't think spirituality actually has to have a specific title for 

someone to feel spiritual within themselves so it's kind of what it means to me." For this 

group of participants, spirituality first involves connecting to the self through their 

feelings. 

Connecting to a Higher Power Through Belief and Faith 

The second most heavily-weighted aspect of spirituality for this group is 

connecting to a Higher Power. (See Table 3). Avis described her connection to a Higher 

Power in this way: "[Spirituality is] your trust in the Lord and your faith .... Christ means 

a great deal to me, I feel like he has brought me through everything that I have gone 

through. I always lean on him a great deal." Another participant, Butch, concurred and 

stressed that God's spirit lives in us: "What spirituality means to me? It means that I do 

believe there is a God, and that His spirit does live in us if we allow it to happen that 

way." For this group of participants, connecting to a Greater Power involves belief and 

faith, or the reflective, or cognitive aspect of the person. 

Connecting to Others and the World through Feelings and Actions 

The next most heavily-weighted dimension of spirituality for these participants 

seems to be connecting to others, followed by the least heavily-weighted aspect of 

spirituality involving connecting to the world. DeeGee described connecting to others and 

the world in this way: "It's something you feel in the smile that you give somebody, a 
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hug, love for anywhere to any creature and any person." Another participant, Alton, 

asserted that it is important to connect to others through love: 

It is important to love everybody. Love of husband and wife, father and mother, 

daughter and son, and friends. Because there is no need for hate in this world if , 

we're going to survive. If we can teach our children to love when they go to 

school, they can say they don't want to see hate. We can do a lot with Christian 

love to help others in need. 

For these participants, connecting to others involves feelings and how they treat 

others and also connecting to the world through those feelings. The psychosocial aspect 

of the person appears to play an important role in forming these connections. 

Expressing Spirituality through Daily Actions 

The participants also stressed the importance of expressing spirituality through 

actions, or the sensorimotor aspect of the person. For example, Joy stated: " .. .I try to do 

good; I don't know if I do good though .... Spirituality, like I said, it's in your heart, what 

you want to do everyday." Another participant, Alton, described spirituality as providing 

guidelines for actions: "I would define spirituality as being a guideline to follow and to 

adhere to ... spirituality means that behavior, body and your mind is used toward the 

things that concern your body and so forth." For this group of participants, spirituality 

seems to involve daily actions and a guideline for treating the self and others. 

The above four themes were derived from the participant's own descriptions of 

the meaning of spirituality and their definitions of spirituality. Those descriptions of 
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spirituality focused primarily on the connecting through feelings and beliefs and 

expressing through actions aspects of spirituality. 

Disability as a Catalyst For Spiritual Awakening Searching for Answers and Acceptance 

The participants in this group also discussed how having disabilities related to 

their spirituality. One step in the process of spiritual awakening through having 

disabilities for this group of participants is asking the question why. For example, Joy 

stated: 

I ask God 'why, why, why?' And when I asked I was told by someone else that 

'you asked for us to pray to God to come through it.' And I said, 'Yes I did, very 

good.' All I can say is if God wants me to be this way, then I'll be this way. He's 

not a mean God, no. But I still want an answer why. I don't know why yet. ... I 

may get [an answer] eventually .... My mother said, 'you asked for ice cream and 

you got com bread.' I thought 'how true.' I try to think of it like that. But I am 

still waiting for an answer. 

Another participant, Kermit, described how he asked why when he experienced a 

loss of faith as a child: 

I guess at the beginning ... I kind of lost faith for a while and [asked] why I was 

disabled in certain ways ... For instance, I have some dyslexia problems, so the 

reading and the spelling isn't up to par like it should be so I've asked before 'how 

come I am this way?' I didn't feel good about myself and in doing so I would try .. 

to not be around a lot of people, who if I had to do much reading or spelling, that 

even came with the Bible and stuff. 
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Receiving assistance from a higher power. 

The asking of questions, for these participants, sometimes leads to receiving 

assistance from a Higher Power. For example, Avis explained that she was able to get<, 

through difficult situations due to help from a Higher Power: 

It was our Lord that did it for me ... My mind was a little more relaxed over that) 

time because I felt like - as long as I know that the Lord is. there He will always 

take care of me. 

Another participant, Butch, expressed his gratitude for God's assistance: 

I'm very thankful that God still kept His hand on me to allow me to get that way 

so I could be saved. I was talking to one of the nurses there when I was in the 

hospital and she said, 'Butch, sometimes God's got to let you be broken before.~e 

can fix you.' And those are very true words. So I'm very happy that I'm learning 

how to try to find my way back to God and my spirituality. 

For this group of participants, assistance from a Higher Power may be received in 

a variety of ways, including a sense of relaxation during difficult times, or a feeling of 

being guided towards salvation. 

Disability is a learning experience. 

A final theme from the category of 'disability as a spiritual catalyst' is the idea · 

that disability can be a learning experience. DeeGee's perspective supports this notion: · 

In many, many ways, this has made me stronger, even though I'm still partially in 

a wheelchair. I can walk a little bit but not much .... But it has made me ... 
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because I'm disabled ... explain to people who aren't that this isn't a bad, bad 

thing. It's a learning experience as in life everything is. 

Another participant, Butch, also explained how he is grateful for the learning 

experience provided by the disability: 

I am very thankful to God now that I am going through this. It's hard for a lot of 

people to understand that but I learned more about myself not only physically and 

mentally, but spiritually .... Like I said, I'm sorry that I have lost my legs but the 

people that I've met and what I'm learning about myself and God all over again, 

this is a great experience. 

For these participants, having disabilities has provided them with the opportunity 

to reflect on life, to learn, and to experience receiving assistance from a Higher Power. 

Their disabilities seem to have been for some of them vehicles or catalysts that caused 

them to become engaged or re-engaged spiritually. 

There is a process occurring for this group of individuals with adult onset 

disabilities in which they get in touch with their spirituality initially through feelings. The 

feelings connect the person to the self. The person reflects on those feelings and about 

his/her faith and beliefs and connects to a Higher Power in that way. From that 

connection, the person expresses spiritual feelings through taking positive actions 

towards others and the world. This process is depicted in Figure 2. (Insert Figure 2 here). 

Comparison of the Meaning of Spirituality for the Two Groups 

The meaning of spirituality for both groups differs, due to the length of time in 

which the participants have lived with disabilities. For example, the spirituality of the 
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group with adult onset disabilities is much more focused on connecting to the self, and on 

actions, than the group with childhood onset disabilities (See Table 3). This may be 

because they have been more physically mobile for most of their lives when compared to 

the childhood onset group, and therefore taking physical action is more of a focus for 

them. At the same time, because they have led physically active lives, they may have had 

less of a reason for, or inclination to reflect and connect to a Higher Power. 

In contrast, the childhood onset group is much more reflective and focused on 

connecting to a Higher Power. This may be because these participants have had 

disabilities for a long time and have gone through the period of asking why and have 

come up with satisfactory answers, and a new sense of meaning and purpose in life. In 

contrast, some of the participants in the adult onset group still are searching for answers 

regarding the reason for their disabilities. 

The participants from both groups were asked to comment specifically on the 

definition derived from the literature review (experiencing a meaningful connection to 

our core self, others, the world, and/or a greater power, as expressed through our 

reflections, narratives, and actions). Two-thirds of the participants in both groups agreed 

with the definition. An overview of an analysis for each group regarding their agreement 

with the above dimensions of spirituality as stated in 1) their own statements of meaning 

of spirituality, 2) their own definitions of spirituality, and 3) their responses to t~e 

literature review definition can be found in Table 3. (Insert Table 3 here). 
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Spirituality Across the Lifespan 

Regarding the research question "How has the spirituality of individuals with,, 

disabilities evolved across the life span?" both groups of participants were asked to 

describe the evolution of spirituality across the life span. Some patterns and trends were 

noted for both groups (See Figures 3 and 4). Categories and themes derived from the 

transcribed data regarding this topic can be found in Table 4. This table depicts the 

spiritual evolution process as one that deepened over time, beginning with low levels of 

connection to spirituality, and ending with high levels of connection. (Insert Table 4 

here). 

Active Disconnection 

Active disconnection from spirituality is more than passively being disconnected 

from or disinterested in spirituality. It involves taking actions that create barriers to 

connecting to others and the world in a positive way. Kermit's comment about his 

spirituality as a child and adolescent supports this theme: 

I really didn't have very much spirituality when I was a child. I was pretty mean, 

and crude and I've done drugs and stuff and spirituality really didn't- I mean, I 

didn't care about myselfand I didn't care about others. So that's kind of the way 

it was when I was growing up. 

In the beginning of this participant's spiritual evolution there is a sense of 

disconnection from the spiritual aspects of life and actions that back up that 

disconnection. The disconnection does not evolve out of a desire to break free from a 

preceding period of religious structure or spiritual connection. 
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Lack of Interest or Understanding 

In the next theme, there were some participants who either expressed that they 

had po interest in exploring their spirituality, or had limited spiritual understanding. For 

example, Mikey stated "I don't think I was that spiritual when I as a child." 

Another participant, Joy, explained that spirituality was unimportant to her: 

As a child, I don't think [spirituality] meant anything to me .... I didn't practice a ' 

lot when I was young .... As I entered adulthood. I didn't think much about it. I 

just took it for granted. I didn't think about it at all. 

The above quotes indicate that there were some participants who expressed either 

that they had no interest in exploring their spirituality, or had limited spiritual 

understanding, both during childhood and adulthood. 

A Structured Religious Beginning 

Some of the participants had a structured religious upbringing that involved 

regular church attendance. An example of this is Lisa, who stated: 

As a child, [my spirituality] had a.more formal religious connotation to it. I was 

raised in a Roman Catholic family, attended a Catholic school, until the seventh 

or eighth grade. Regular church going, religious services of all kinds, organized 

structured charity work in the name of the church, in the name of God. You ~ow, 

just kind of your set usual thing. 

Another participant, Avis, described the frequency of her participation in religious 

activity during her childhood while living in an orphanage: "We went to church every 

Sunday and we had a Bible study every day." 
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Breaking Free 

There is a period of time that occurred for some of the participants after childho6d ,:~: 

in which they felt the need to break free from their religious or spiritual upbringing. For, 

example, Marie explained: 

My adolescence started out being very controlled as far as activities with other 

teenagers. And that was due to the disability and the church and low self-esteem; 

But the latter years my self-esteem soared. I was no longer involved in the church 

and I was able to control my environment such that the disability wasn't such a 

big factor. When I felt that God accepted my disability, that there wasn't 

something wrong with me spiritually, that was the key to my social life and my 

self-esteem. Through a lot of analytical thinking and spiritual and religious, 

exploration I came to a different view of disability from my upbringing. 

Another participant, Butch, described his process of breaking free from his 

childhood religion after the death of his father: 

... later on, I just got away from it. There is no cut and dried answer- I just 

stopped going ... Well, I was close to my father and some of that happened after 

the death of my father. I guess I just got to the point where I was trying to do 

everything right for everybody else and I guess I just didn't want to live or try to 

live for God or to please anybody else. I just wanted to please myself. Friends of 

mine there they were drinking and smoking at the time there and so I just joined 

the crowd .... My mom always still went to church but I just refused to go. 
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.A 
For these participants, in this period of the evolution of spirituality, breaking fre~~,;:, 

f •i 

involved a sense of increasing independence, of rebelliousness, and of trying out new 

ways of connecting to spirituality and the self. 

Searching For Answers 

After this process of breaking free, for these participants, comes a period of 

searching for answers. Mikey described how his search for answers began when he 

realized that he was not like other people: 

I was growing up in the 50's and ... back then ... people wanted to be more alike,'' 

than different. ... I didn't fit in. I wasn't doing the things that my friends were 

doing and I was wondering ... why that was happening to me .... I drive now but I 

wasn't driving then. Now my younger brother was driving and doing all this stuff 

and dating and everything and I never did that. You know, I was going "why?" 

And it's a big adjustment to understand what's going on .... in my twenties, and 

into my thirties I was trying to deal with life ... I really wasn't working, I was 

living at home ... and as far as being spiritual, I think I was wondering if I was 

going to have a normal life. I was wondering what was going to happen to me. 

Because there were times that having a job didn't come at all. And I wasn't 

driving. I really didn't learn to drive until 1976. 

Another participap.t, Alton, explained that he prayed to discover the cause of his , 

physical problems: 

I was very ambitious and eager to achieve my duties as what I set out to do. But I 

also realized that I had a problem in my life not - knowing what it was - and I 
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was able to pray to God that he'd help me make it and that I would someday'find: 
' . . : '~<'' 

out what the true cause [of my back pain] was and that I could work with that arid 
' ' 

provide for the future a study that could help others in the same condition as I. 

The process that involves searching for answers coincides with participants' ' 

attempts to reconcile the developmental expectations of the world with the limitations of 

having disabilities, or in the case of Alton, an unknown chronic health condition that had 

not yet developed into a disability. The asking of the question "why?" or "what is going 

to happen to me?" to God is the step for some of these participants that precedes finding a 

new path. 

ANew Path 

The new path or new perspective may be a revision of an old path. It may be a 

permanent new path, or it may be a temporary one that leads to yet another path. It may 

be a struggle to stay with, or it may be something that grows and deepens. It may be, due 

to a life-changing event. Butterfly explains her struggle with her new path: 

There's a song that's out right now and it's by a Christian artist named Steven 

Curtis Chapman. And it's one of my very favorites. It talks about being the · 

fingerprint of God and when I hear that song sometimes it just overwhelms me 

until I get tears in my eyes. Because even now, it's really hard to believe that He 

loves me for me. I don't have to say or do anything- I don't have to be like 

anybody else. I keep having to remind myself that I don't have to be like 

everybody else. 
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Another participant, Kermit, described a life-changing event that caused him to 

take a new path: 

... having a car accident ... I think God gave me a new meaning to life and I think .. 
'\' 

He gave me another - well not necessarily purpose - another chance ... The car . 

burst with gas and stuff but it didn't ignite and everybody says 'you know, in all 

reason it should have ignited and you actually should be dead because 

everything's broken.' But it didn't happen. It kind of changed my views of life 

itself and the way I treat people and the way people treat me and stuff. 

A Spiritual Deepening 

The new path found for these participants is something that deepens for some in 

their process of spiritual evolution. The process of deepening may or may not be a 

struggle. Jack describes the deepening of his spirituality in this way: 

I think my spirituality has changed somewhat. ... I'm not participating in any kind 

of organized religion now ... I still believe in God, I believe very strongly in God. 

I still get angry sometimes. I pray. twice a day- I try to, I'm not thorough and 

there tend to be days that I come home exhausted and I don't pray but I do try and 

be conscientious and I pray in the morning and night and sometimes during the 

day. Today I went home for my lunch break and I prayed during my lunch break. 

I have a morning meditation book and I'll read and I'll light candles and just kind 

of relax. Sometimes I try to not only to pray but meditate- empty my mind and 

just tune in. 
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Another participant, DeeGee described the depth of her spirituality as evolving o'utof 

learning life lessons and looking back on the past: 

My spirituality as an adult has been profound, because you learn through the 

lessons of life that everything bad, that you think is bad at the time, is really a part, 

of growing up and living. And it's a beautiful thing if you look back on it and you 

have given it all you can give. 

The above section focusing on the research question about "Spirituality Across .' 

the Lifespan," describes a process of spiritual unfolding and evolution. A graph depicting 

that process for both groups can be found in Figures 3 and 4 (Insert Figures 3and 4 here). 

The graph for the childhood onset group (Figure 3), together with the interview 

data, both indicate that there is limited spiritual understanding in childhood. If that period 

is followed by several events having to do with inability to meet others' or society's. ·~ 

perceived expectations, there is a tendency to tum to a Higher Power and ask questions 

about why this is happening and what does the future hold (searching for answers}: 

Mikey exemplified point this when he stated that he had underdeveloped spirituality in 

his childhood and then had numerous challenges causing him to ask the question why and 

wonder about the future: 

I don't think I was that spiritual when I as a child .... [As an adolescent] . :. Now ' 

my younger brother was driving and doing all this stuff and dating and e'verything 

and I never did that. You know, I was going "why?" And it's a·big adjustment to 

understand what's going on .... in my twenties, and into my thirties I ~as tiying to 

deal with life ... I really wasn't working, I was living at home ... and as far as 
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being spiritual, I think I was wondering if I was going to have a normal life: 

wondering what was going to happen to me. 

If, on the other hand, there is a tremendous amount of structure in growing up·

either religious structure, within the family, or both, then before questions are asked, a 

period of breaking free from that structure occurs. This last point can be seen when . · 

looking again at the childhood onset graph (Figure 3). For example, Gee Tee, according to 

his interview, was not raised in a strictly religious family. However, he was told that he 

couldn't do things because he had a disability. In order to become fully himself, he 

needed to leave home (break free), which he stated he did at the age of 16: 

... when you're a child with a disability parents tend to keep you from doing .what 

you want to do and I kind of said, 'Look, I had to do this, God wanted me to. do it 

so I'm going to do it.' I've been on my own ever since I was 16. 

Discussion 

The findings of this research suggest that the meaning of spirituality is different .. 

for the participants with childhood onset disabilities versus those with adult onset· 

disabilities. One reason for the difference is probably due to the length of time with 

disabilities. Having less opportunity to be physically active and more time to be reflective 

is part of the childhood onset experience, and is evident in the meaning and definitions of 

spirituality as described by the participants with childhood onset disabilities. Being active 

and getting in touch with feelings, perhaps for the first time, is part of the adult onset 

experience, and is evident in the meaning and definitions of spirituality described by the 

participants with adult onset disabilities. 
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Another reason for the difference in the meaning of spirituality for the two groups 

could be that the parents of the participants with childhood onset disabilities were faced 

with having children with disabilities, and thus may have. been searching for answers 

themselves about the meaning of the disabilities. They may have taught their children 

through example how to be reflective. Also, most of the families with childhood 

disabilities were more active in their religious practices than those of the participants with 

adult onset disabilities. Thus, those families may have provided their childhood onset 

children with a stronger spiritual foundation to begin with. 

These findings further suggest that people often begin in different places 

spiritually, regardless of whether or not they begin with having disabilities. This is 

especially the case, however, for the participants with adult onset disabilities as the 

participants with childhood onset disabilities in this study exhibited a more homogeneous 

trend in their spiritual evolution. For example, Alton began his 'search for answers' very 

early on, because he had a precognitive feeling that there was something wrong with him 

and that he was going to die. His spinal tumor and subsequent disabilities did not emerge 

until his adulthood. Kermit, at the other end of the spectrum, angry that he had dyslexia, 

lived most of his early life actively disconnected from his spirituality. Avis, yet another 

participant with adult onset, was raised in an orphanage after her mother passed away 

when she was five. She attended church every day at the orphanage and thus received a 

strong spiritual foundation that she has espoused her entire life. These findings therefore 

suggest that the spiritual evolutionary process is not a linear one. People can skip levels, 

and regress to an earlier level before moving forward again. People can also move 
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between the different levels quickly. However, there is a trend towards gradual spiritual 

deepening as time passes. 

Finally, these findings suggest that having disabilities and the resultant difficulties 

encountered in mastering socially sanctioned developmental tasks may be vehicles or 

catalysts that engage individuals in spiritual exploration. The first step in that process 

may be an emotional response, followed by a period of reflection. As one participant, 

Joy, explained: "I've just got more time to think about things now." 

Conclusion 

Human service providers can best serve individuals with disabilities by 

facilitating the exploration of meaning and purpose in their lives. For individuals with 

childhood onset disability, exploring the meaning of having disabilities with them and 

helping their parents to do the same is important. This search for meaning can include 

discussing a Higher Power's purpose for the disability, if such a belief is part of the 

family system. When a child with a disability is faced with an unreachable developmental 

milestone, a human service provider can step in and help him/her process the feelings that 

arise from that event, and to make sense of it in a way that is appropriate for his/her level 

of cognitive development. 

Empowering children with disabilities to feel successful at navigating 

developmental milestones regardless of having disabilities is important and valuable. The 

meanings that the child with disability places on having a disability can affect the choices 

that he or she makes as an adult and whether or not he or she ultimately feels isolated 

from others and disconnected from society and the world. Many of the individuals with 
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childhood onset in this study are now active members of society and activists in the 

disability community, based upon earlier reflecting they had done on the meaning of 

disability in their lives. Social activism takes thought and planning. Perhaps they would 

not have chosen to be aCtivists in the reflective way that they did if they had not 

connected to their spirituality at some point during their lives. 

For individuals with adult onset disabilities, human service providers can help 

them process their feelings. For many of them, having disabilities may be the first time 

that they have had to cope with and adapt to a dramatic loss. Such a change is likely to 

raise strong emotions in the person experiencing disability for the first time. Spirituality 

helps transform anxious, angry, sad emotions into emotions of calmness, serenity and joy. 

Human service providers can help individuals with adult onset disabilities connect to 

their spirituality in any way that feels appropriate to them, and facilitate their moving out 

of a stuck, negative emotional state and into a calmer, more reflective state. Having a 

disability, especially as an adult, raises questions within the individual experiencing the 

disability. Human service providers can help people adjusting to a new disability by 

scheduling time for reflection, and discussing questions with them as they arise. 

Narratives were not viewed as something the participants actively engaged in. One 

participant, GeeTee, illustrated this point when he said: 

Well, I don't really tell anyone about my life ... .If they ask about my life, I would 

not hesitate to tell them how it all started. If they wanted to know, I would tell 

them but here again, I wouldn't want to bore them to death, because once you 
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start speaking, you're speaking and all of a sudden you see yawns and roll of eyes 

and that tells me that they're bored so I try not to bore them as much as possible. 

Therefore, it will be important for human service providers to ask individuals with 

disabilities about their lives and their spirituality. Otherwise, they may be reluctant to talk 

about themselves, and valuable insights into their needs that could be gained may be lost. 

91 



Table 1: Demographic Data 

Group I: Childhood Onset Disability 

N=6 

Mean Age at Interview: 42.5 Years 

Mean Years with Disability: 41.6 Years 

Ethnicity: 

Caucasian = 5; Hispanic = I 

Marital Status: 

Married= 3 (females= 3; males= 0) 

Single.=2 (females= 0; males= 2) 

Divorced= I (females= 0; males= I) 

Widowed= 0 

Mean Education Level: 13.2 Years 

Employment Status: 

Full Time =2 (females= 1; males= I) 

Part Time= I (females= I; males= 0) 

None= 3 (females= I; males= 2) 

Cause of Disability: 

Cerebral Palsy = 4 

Juvenile Rheumatoid Arthritis= I 

Polio= I 
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Group 2: Adult Onset Disability 

N=6 

Mean Age at Interview: 57.3 Years 

Mean Years with Disability: 13.0 Years 

Ethnicity: 

Caucasian = 6 

Marital Status: 

Married= 2 

Single= I 

Divorced= 0 

Widowed= 3 

Engaged= I 

(females= 1; males= I) 

(females= 0; males = I) 

(females= 2; males= I) 

(females= 0; males= 1) 

Mean Education Level: 12.3 Years 

Employment Status: 

Retired= 2 (females= I; males== I) 

On Disability= 4 (females= 2; males== 2) 

Cause of Disability: 

Artery Vascular Malformation (AVM) =I 

Blindness = I 

Knee Surgery- Arthritis = I 

Crushed Discs = I 

Syringomyelia (spinal tumor)= I 

(B) AKA- Diabetes= I 



Table 2: The Meaning of Spirituality: Categories and Themes 

Group 1 : Childhood Onset Disability - Group 2: Adult Onset Disability-

Connecting and Expressing Connecting and Expressing 

for Purpose and Meaning Through Feelings and Actions 

I. Connecting to a Higher Power I. Connecting to the Self Through 

Through Reflections Feelings 

II. Connecting to Self Through III. Connecting to a Higher Power 

Reflections Through Beliefs and Faith 

III. Connecting to Others and the World III. Connecting to Others and the World 

Through· Actions Through Feelings and Actions 

IV. The Nature and Purpose of IV. Expressing Spirituality Through 

Spirituality Daily Actions 

V. Disability as a Vehicle to Discover V. Disability as a Catalyst for Spiritual 

God's Purpose Awakening 
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Table 3: The Meaning of Sgirituality 

Groups: Self Others The Greater Reflections Narratives Actions Agree w/ 

World Power lit rev/ 

Total 

Groul! 1: 4/6 

Childhood 

Onset 

Meaning of 4 2 5 5 0 3 

Spirituality 

Definition of 2 0 5 4 0 2 

Spirituality 

Lit Review ' 6 6 6 6 6 6 

Definition 

Subtotal ~8,', 8 16 15 6 11 4/6 

Groul! 2: 4/6 

Adult 

Onset 

Meaning of 4 2 0 4 

Spirituality · 

Definition of· · 3 2 2 0 3 

Spirituality 

Lit Review 
) 1.\ 

5 5 5 5 6 

Definition 

Subtotal 18 10 9 11 9 5 /0 4/6 

Total 30 18 17 27 24 11 21 8/12 

Note: This table provides a numerical summary of an analysis of the groups' agreement 

with the literature review definition of spirituality and the groups' level of agreement 

with the dimension of spirituality, from the transcribed interviews. 
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Table 4: The Evol~tion of Spirituality Across the Lifespan 

Active Disconnection 
;; ' 
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I~.··~:%~ 
(\1 h,)~-

Lack o~(ynder~t(lnding and/or Interest in Spirituality 

III. ,;, A Struc~red ~~)igious Beginning 
,_ .. ,.! 

VII. : '(spiri!t,al D~epe~ing 
~ ·, 

">{ 
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,: Connecting to a Higher 
Power 

· through outward 
expression :(anger, 
gratitude,. as~ing for 
help, faith) 'and 'inward 
rece,iving (leamirig and 
understanding)' 

Connecting to 
Self and 
Gaining Meaning 
and Purpose in 
Life 

Connecting to 
Others 
through 
kindness, 
helping, hugs, 
smiling, 
email, 
support 
groups 

Connecting to the 
World through 
social activism, 
travel and the 
Internet 

Figure 1: The Meaning of Spirituality Model - Childhood Onset 
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Self and 
Feelings 

Connecting to Self 
through Feelings; From 
That Connection 
Expressing Spirituality 

Through Actions. 

Connecting 
to a Higher 
Power 
through 
Faith, Hope, 
and Beliefs 

Connecting to 
Others through 
Trust, Kindness, 
Listening, 
Helping, Hugs, 
Smiling, Love 

Connecting to 
the World 
through taking 
care of Nature, 
Enjoying 
Nature, 
Participating in 
Sports, 
Treating 
Society well. 

Figure 2: The Meaning of Spirituality Model -Adult Onset 
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I =Actively Disconnected; 2=Lack of Interest or 
Understanding; 3=Structured Religious Upbringing; 
4=Breaking Free; 5=Searching For Answers; 6= A New Path; 
7=Spiritual Deepening. 

Figure 3: Spiritual Evolution- Childhood Onset Disability 
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I =Actively Disconnected; 2=Lack of Interest or 
Understanding; 3=Structured Religious Upbringing; 
4=Breaking Free; 5=Searching For Answers; 6= A New Path; 
7=Spiritual Deepening. 

Figure 4: Spiritual Evolution -Adult Onset Disability 
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CHAPTERS 

JOURNAL ARTICLE 3 

SPIRITUALITY AND THE ADAPTATION 

PROCESSES OF INDIVIDUALS 

WITH DISABILITIES 

This chapter was submitted for publication to Occupational Therapy in Health Care (See 

Appendix H). 

Abstract 

This qualitative study explored the relationship between spirituality and the adaptation 

processes of individuals with disabilities. Six adults with childhood onset disabilities, 3 

males and 3 females, and 6 adults with adult onset disabilities, 3 males and 3 females, 

were interviewed individually. Findings suggested that spirituality is a resource that 

individuals with disabilities use to facilitate their adaptation processes. 

Introduction 

The importance of including spirituality in health care is recognized (Puchalski, 

1998; Ziegler, 1998). Occupational therapists are searching for ways to include 

spirituality into theory and practice (Engquist, Short-DeGraff, Gliner, & Oltjenbruns, 

1997; Loukas & Steib, 1999; McLoughlin, Williams, Schiefelbein, & McGuire, 1999). 

Adaptation is a unifying and underlying concept for occupational therapy theory and 

practice (King, 1978) and occupational science (Frank, 1996). Meyer ( 1922) described 

101 



mental health issues as being problems of adaptation rather than those of disease. Selye 

(1956) stated that there when adapting to the stress of life, humans only have a finite 

supply of energy available to them. Dunning (1972) indicated that humans adapt in 

response to demands from the environment. Fidler and Fidler (1978) asserted that 

adaptation occurs during the developmental process as a person becomes who he/she is 

through active doing. According to King (1978) the adaptation process takes place at the 

cortical level. Scardina (1981) asserted that adaptation is internal and happens in response 

to input from the environment. 

The philosophical base of occupational therapy stated that adaptation is a 

continuous "change that promotes survival and self-actualization" (American 

Occupational Therapy Association [AOTA], 1979, p.785). As children develop, they 

adapt to life challenges through using past experiences to learn new skills (Gilfoyle, 

Grady and Moore, 1990). Past experiences also provide a rich adaptive repertoire for 

adults (Spencer, Davidson, & White, 1996). Adaptation is a normative process that 

occurs within the individual when offered a meaningful occupational challenge by the 

occupational environment (Schkade & Schultz, 1992; Schultz & Schkade, 1992). This 

research study was done explore the relationship between spirituality and the adaptation 

processes of individuals with disabilities. 

Methodology 

Specific Aim 

The focus of this qualitative study was to examine the experiences of people with 

disabilities regarding their spirituality and how it relates to their adaptation processes. 
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This study answered the question: How does spirituality relate to the adaptation processes 

of individuals with disabilities? 

Design 

Instrumentation 

A semi-structured active interview format was be used for the individual 

interviews (see Appendix C). Participants also completed a Demographic Infonnation 

Sheet (see Appendix D). 

Procedure 

Access to participants was obtained from people who were contacts known to the 

disability community and through agencies serving individuals with disabilities in the 

Denton, TX and Dallas, TX areas (See Appendix E). Although the people who originally 

intended to act contacts were not available, other people stepped forward and acted as 

contacts in their stead (See Appendix F). Participants did not receive any remuneration or 

reward for participation. Referrals were requested through a cover letter to the agency 

and the contact people who circulated an .informational flyer (See Appendix G). 

Participants contacted the researcher if they wished to participate. 

Participants signed consent forms prior to participation in the study. Interviews 

were scheduled with each of the participants. Interviews occurred at a mutually 

convenient place and time. Interviews were audio-taped. Field notes were written 

immediately after the interview was completed. 

103 



Participants 

This study was qualitative in nature and involved 12 face-to-face audiotaped 

interviews. Six adults with childhood onset disabilities and 6 adults with adult onset 

disabilities, all of whom have visibly apparent disabilities and who are able to 

communicate vocally, were accepted as participants in this study. Only people who have 

visibly apparent disabilities were asked to participate in the study because having 

"invisible" disabilities create a different experience from having disabilities that are 

immediately apparent. 

A visible disability for this study was defined as one that is readily apparent to 

outside observers, such as hemiplegia, an amputated limb and a prosthesis, wheelchair 

use, or use of a seeing-eye dog. Participants who were able to communicate vocally were 

invited to participate because of the interview/tape recording format. Three males and 3 

females for each of the 2 groups (childhood onset disability and adult onset disability) 

were interviewed to gain a gender-balanced perspective. Both non-religious people and 

religious people from any faith were invHed to participate in the study. However, all of 

the participants had some form of Christianity as a religious background. Demographic 

information about the participants is found in Table 1. (Insert Table 1 here). 

Participant Profiles 

Each participant chose a pseudonym for the study. A brief description of each 

participant follows. 
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Childhood onset participants. 

Butterfly is a 37 year-old married Caucasian female with cerebral palsy (CP). She 

has right-sided hemiplegia and also experiences seizures as part of her CP. Butterfly was 

raised in the Methodist church, and as an adult became a Baptist. Part of her spiritual 

journey has involved walking away from a works-based religion and embracing a grace

based religion in its stead. 

Lisa is a 47 year-old married Caucasian female with post-polio syndrome. She 

uses a motorized wheelchair for mobility and drives a modified van for transportation. 

Lisa was raised Roman Catholic. In her adolescence, she became disillusioned with the 

Church and did some spiritual exploration on her own. She states that she has realized 

that the Church gave her a good spiritual foundation and that she doesn't have to attend 

church to be spiritual. 

Marie is a 35 year-old married Caucasian female with juvenile rheumatoid 

arthritis, who uses crutches to ambulate. Marie was raised in a very strict and controlling 

non-denominational Christian Church, who viewed her disability as something that 

needed to be healed. In her later adolescence she left the church and began to explore 

spiritually. She is very active in her spiritual practices and uses her spirituality as a 

structure for living her life and creating the life she wants to live. 

Mikey is a 58 year-old single Caucasian male with cerebral palsy who has severe 

dysarthria and hemiplegia. He was raised in the Methodist Church and explained that he 
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found what he learned in church versus what he learned in school to be contradictory. He 

stated that the different rules that religions have seem to be ridiculous - that there should 

be one set of rules. He finds religion fascinating and believes that no one really knows the 

answers to spiritual questions. He began asking questions himself after the death of his 

father. 

Jack is a 30 year-old divorced Caucasian male with mild cerebral palsy with 

hemipleg!a. He was raised in the Methodist church and at first felt very connected to God 

and prc)tected by God. Later on, he became disillusioned and jaded and left the church. 

He returned to addressing spiritual issues in his life when he joined AA and learned about 

turning ~is life over to a Higher Power. He is in a period of exploring his spirituality and 

different' spiritual paths, and his spirituality is deepening. 
' ~ '. ' ",. : ;. 

Qee.Jee is a 48 year-old single Hispanic male with cerebral palsy. He uses a 

standard whe~lchair for short distances and a motorized wheelchair for long distance 

mobility ari~.has developed arthritis from his prior use of crutches for mobility. He was 

raised a Catholic in a family with alcoholism. In his late teens he had a realization that 

God wanted him to live differently, and has since then become involved in a non-

denominational church. He meditates and prays daily. 
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Adult onset participants. 

Joy is a 52 year-old married Caucasian female, stat\lS post artery vascular 

malformation (AVM) surgery, who has ataxia, mild dysarthria and uses a wheelchair for 

long distance mobility and a rolling walker for short distance mobility. Joy attended 

church as a child, adolescent, and adult, but it never held much meaning for her. After her 

AVM surgery, she began to ask questions about her condition and her spirituality has 

deepened. She practices kindness to others and encourages her family to attend church 

with her. 

A vis is an 82 year-old widowed Caucasian female with blindness as a 

complication of surgery, who uses books on tape to read and cannot navigate her physical 

environment without another person to guide her. She was raised in an orphanage after 

the death of her mother, and in the Lutheran church. She was confirmed and married in 

the Lutheran Church. She states that she has been steadfast in her relationship with Christ 

and that Christ has always been there to take care of her. 

DeeGee is a 58 year-old widowed Caucasian female, status post knee surgery for 

arthritis. She continues to use a wheelchair for long distance mobility and crutches for 

short distance mobility, even after her surgery. Raised in the Baptist church as a child, in 

her early years she connected to her spirituality through her love of nature and God's 

creation. She experienced many losses of family members in her life, including both her 

parents, her sisters, and her husband, and she uses the memory of their love as a spiritual 

107 



support. She attends a Pentecostal church, and expresses her spirituality through taking 

care of her pets, being kind to others, and connecting to nature. 

Kermit is a 40 year-old married Caucasian male with spinal cord injury (SCI), 

who uses a standard wheelchair for mobility. He was raised a Baptist, but his family did 

not attend church very often. He stated that he was not at all connected to his spirituality 

as a child or adolescent. Through his relationship with his wife, and some wise elders, he 

realized the importance of treating others and the Earth with respect and kindness. He is 

now raising his two children with that same attitude of kindness and respect and teaching 

them the value of others and the earth. 

Alton is a 66 year-old widowed, and newly engaged Caucasian male with 

syringomyelia (spinal tumor), who uses a wheelchair for mobility. He was raised in the 

Church of Christ and continues to be a member of that church. Due to the nature of his 

condition (a slow-growing tumor), he has been very conscious of issues related to his 

health. He actively uses his spirituality as a guideline to maintain his health. 

Butch is a 46 year-old single Caucasian male with bilateral lower extremity 

amputation from diabetes. He uses a standard wheelchair and is in training for protheses. 

He was raised in the Methodist church and attended church regularly as a boy and young 

adolescent. Upon the death of his father, in his late teen years, he left the church, and 

became involved in drinking and drugs. In his middle adult years he met some people 
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who encouraged him to start attending church again, and he began to attend a Pentecostal 

church. He is now exploring different spiritual paths and actively working his way back 

to connecting with God. 

Data Analysis 

Audio-taped interviews were transcribed verbatim. Member checking was done 

with each respondent to ensure accuracy of the transcription. This means that each 

respondent was sent a copy of the transcript and asked to read it through, make 

corrections, and return it to the researcher. In one case, a participant requested that the 

member checking of the transcript be done over the phone instead of through the mail, so 

it was done as she requested. In several other instances, participants were unable to read 

or write and member checking of both the transcript was done in person. In another case, 

a participant had had a slight memory loss due to ,a possible minor cerebrovascular 

accident (CVA). However, with his permission, his wife read the transcript and 

confirmed that it sounded like things that her husband would say. 

Data analysis then proceeded in the following sequence. The researcher wrote a 

full description of her experience of the phenomena (the meaning of spirituality and how 

spirituality evolved across the lifespan) to bracket her perspective (Creswell, 1998). Open 

coding was then done on the transcribed data and field notes using the constant 

comparison method to generate themes and categories (Corbin & Strauss, 1990). After 

this step, member checking was done again. The researcher met with each respondent, 

reviewed the themes and categories from his/her transcript and asked if each derived 
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theme and category expressed what he/she meant. In all12 cases the partiCipants had 

either no changes or minor clarifications to make. 

Axial coding was then done to connect the categories. A single category was 

chosen as the central phenomenon and the interrelationships of causal conditions, 

strategies, context, intervening conditions, and consequences between the central 

category and the other categories were be explored. This process was done for the 

category of"Spirituality and Adaptation." Selective coding then followed to create a 

sense of the larger perspective (Corbin & Strauss, 1990). The essence of the relationship 

between spirituality and the adaptation processes in the life of individuals with 

disabilities was then explored in light of the information found in the interviews. 

Findings 

For this research study, one main research question was asked: How does 

spirituality relate to the adaptation process of individuals with disabilities? This question 

was examined in several ways, as follows: 1) Participants were specifically asked to 

describe how they adapt to unexpected change or challenge, 2) to give an example of an 

unexpected change or challenge, 3) to describe how they adapted to that unexpected 

change or challenge, 4) to explain how their adaptation process relates to their spirituality 

and 5) to describe a landmark experience for their spirituality. 

From the analysis of the transcribed interviews, several categories and themes 

were generated for the category of' spirituality and adaptation.' A summary of those 

categories and themes can be found in Table 2. A discussion with illustrative quotes 

delineating the categories and themes follows. (Insert Table 2 here). 
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The Struggle to Adapt 

Many participants discussed that having to adapt to changes or challenges is a 

struggle. One participant, Lisa, supported this theme through her discussion of how she 

initially does not like to adapt: 

Well, probably like anybody at first I usually don't like it too much. Though I try 

to be a go with the flow person, if it's a big enough change then generally like 

most people at first I'mju~t like 'what the heck is going on here?' 'This is not 

fair.' 

Another participant, Joy, described how she finds it aggravating to have to adapt 

to change: 

Unexpected change. Oh, I don't know. I would say with difficulty. Yeah, with 

difficulty .. .I like a plan. When they change it, I get aggravated ... .I go along like 

this but I'm aggravated, like 'Why did you change it?' ... I think things through 

and if you change something then I wonder 'what do I do now?' 

For most of these participants, adaptation in general is a challenging process. It 

usually takes time, and involves reflecting on choices and problem solving and then 

trying out solutions. It may also involve asking others for help and educating others. 

The Need to Adapt Caused by Family Issues and Health Issues 

Some examples of incidences that caused the participants to have to adapt were 

found in the interviews. Many involved family issues and health issues. One participant, 

Marie, described how being able to have children was an unexpected challenge that 

caused her to have to adapt and brought joy to her: 

Ill 



Motherhood .is the unexpected event in my life. Motherhood has made me value 

myself more thap I did when I did not have dependents. Not only does it make me 
'":~::;~ \,) 

·y "value myself more, it makes me go through with tough situations, or when I 
':y;~":;;:~\·:.;;:s::: . :_,:·: ·: . 

. \\,vo1Jld rather j~s~ give up, I cant because of them. Because of my disability, I 
>,· i>/ ~ 

,dfd~'t think I w~~ going to have kids. I'm an important part of their life and I 

r~~li~e now how interwoven we all are generation to generation. It's a huge 
' •'t• -',' ~-' /., < 

{i·t'·"!;{,~~··i~ .... :·,: '; ' 

~hallenge. But its the one priceless thing that I can do with my life is the way I 

have treated them is the way they'll treat my grand kids and so on. 

Anoth~~~~artidpant, Mikey, explained how the death of his father was a situation 
' ! ~~;.:,:~· :.~:.t : . ·,.; ,J • 

that fotcecihil11to adapt'and was a catalyst for his becoming more independent: 

, Wh¢n J1iydad died that was a big change. I felt that I needed to be more 
" 

0 
1 t'· ',,, 

iridepe~den't. I re(llized that I some how had to get out on my own. Learning to 

drive \Vas a big change, driving gave me a whole new life. It made me 

independent. . I could go anywhere at anytime. 

Jack described how separating from his wife and choosing to stay sober in 

response tc>'that e~ent 'Yas an adaptive challenge: 

Here's a good one. I have an ex-wife. I was married and we were having some 

problerps but I did not expect this. We had an argument over money - some things 

that I hacl done and we had had an argument about it in the morning and I came 

home in the afternoon and my stuff was out on the doorstep of our apartment, so 

that was_ definitely unexpected. And I was several months sober so I was new in a 

sense,still arid I got my stuff, drove away, and I went to a park and I beseeched 
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God. I think it's interesting this really strong storm was blowing all around me 

and I had a Chevy Blazer which was like a port in the storm and I felt safe. I 

thought 'you're safe' and it felt good. I felt kind of like it was almost 

metaphorical. And I had thought earlier when I saw all my stuff out on the porch, 

'here is your excuse to start drinking -if ever anybody was given one, this is it.' 

But even though I wanted to I was liking that I was able to control that. And so 

that would be an example of how I handled it. That was a very unexpected 

change. Rather than act negatively, it turned into a positive experience. And now I 

will keep that experience with me forever. 

Another participant, A vis, discussed the loss of her husband and her subsequent 

health issues, both of which were adaptive challenges for her: 

Well, when my husband died, the next year I was very ill the whole year in '91. I 

had a bypass and then on top of that I didn't wait very long but I had to have a 

knee replacement. That's taken care of me because I keep falling. 

Kermit mentioned the challenge of adapting to wheelchair use: 

I think it's the wheelchair. It was a big change. It was a little scary at the 

beginning; it was such a change and although I had been in a similar position 

before but this time when I was in the chair and hurting and everything. I couldn't 

move my legs, couldn't sit up, I couldn't do stuff for myself, my wife had to take 

me to the bathroom, she had to put me in the tub, take me out, had to take me out 

of bed, put me in bed and make sure I had medication all the time and then my 

kids would have to stay home from school at times in order to watch me so I that I 
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didn't fall out of bed, get hurt or stuff. So it was a big change. It was real scary at 

the beginning and I'm like, 'Man, I don't want to be dependent upon my family 

this way. I'm not used to - I'm used to them depending on me, not me depending 

on them.' So it was just a big change, a big shock and I'm laying there and said 

'Hey, I've got to do better, I just can't stay in here, my wife has got to go to 

work.' She was even talking about trying to put me in a home for a while because 

she couldn't take care of me. She had to work and the kids had to go to school and 

stuff and I'm like, 'No, that's not going to happen.' So we just kept working and 

working all the time and so I was able to work on upper strength and stuff, was 

able to get in and out of the bathroom by myself, the bed and everything and take 

plenty of medication to try and stay out of pain. So being in the wheelchair was 

one of the biggest challenges I think. 

For these participants, many of them seem to have family and/or health issues that 

they described as examples of situations requiring them to adapt. The family issues 

included having children or not, taking care of ailing parents or the death of a parent; 

being cared for by family members, and separating from a spouse or the death of a 

spouse. The health issues included epilepsy, alcoholism, the development of arthritis, 

having surgery, and using a wheelchair for the first time. 

The Adaptation Process 

The next section will discuss how the participants responded to their adaptive 

challenges. The adaptation process for many of the participants took time, and involved 

several strategies (a pause before adapting, connecting to adapt, learning new ways of 
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doing; taking action, and acceptance of limitation). These strategies are described in the 

following themes. 

A Pause Before Adapting 

When situations arise that call for adaptation, many of the participants described 

that they went through a period of time when they didn't take action that moved them 

forward. They explained that adaptation is not automatic, and that it takes time. Butterfly 

described the pause before adapting as being an emotional time for her: 

They say time heals all wounds. I have my good screaming mad times or I cry or I 

have my depression time and then I say there's got to be a point where you eat 

enough cookies and you sit on your derriere long enough and say, 'Enough is 

enough, there's a beautiful sun shining out there, my moss roses are growing.' 

Connecting To Adapt 

Some participants described how helpful it was for them to connect to a Higher 

Power or family when struggling to adapt to a new change or challenge. One participant, 

Gee Tee, described his connection to a Higher Power and how that connection helped him 

to be calm, and accept his situation, and adapt to it: 

I had a long talk with God and me and him had a long talk and we learned to 

accept it. He told me what I could do and couldn't do and he gave me ideas on 

how to work on my life. And so that's how it all got started .... Well, he told me 

that I had to learn how to use the wheelchair which I did, and learn how to get 

around in it and learn how to use it because I've never used a wheelchair in my 

life. And I would get upset but then God calmed me down and we talked and I 
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said, 'Look, I'm going to try and I'm going to give it a shot' and here I am. I have 

a motorized chair too, that I use when I go shopping or whatever, so I can still get 

around. It's a struggle but that's life and I have learned to accept it. 

Kermit mentioned the important influence that his connection with his family had 

on his adaptation process: 
I '~ ) 

,>:The wife helped. My wife would make me get up and stuff, make me go into the 

kitchen or go into the living room, and then my kids would come in there and talk 

'torrie and said they wanted me to get better and I could see it in my kids' faces· 

~}hat they were scared and stuff. So they adapted, I adapted. 

Learni~'gN~w Ways of Doing 

M~y of the participants explained that learning new ways to do things is part of 

the adapt~t.io~process. Joy described ways in which she is practicing new ways of doing 
\· ;, I• I>;; ' ~" 

to improve.her performance of functional tasks: 

W~ll~)'Il1 trying to walk. My husband built a deck in the back yard so I go out 
>:· .·-,~~:~ 1 <~ 

tlier~\vhen I can and walk around. the deck and a lot of things around the house. I 

listert"to the radio, I'm trying and sing to help my voice some. I've gone to doctors 
," ~" 

abci'u(~y eyesight and hearing, and you name it. My voice - one doctor said 

'record it.' People don't hear what I'm saying and I think don't hear it the way I 

hear.itso ·she said 'talk softer and record it and that way you'll know what they're 

h~aring.! I s'aid 'OK.' So I did that. 

Another participant, Butch, also described how he is learning new ways to 

perform old·familiar tasks: 
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Tying my shoes sometimes can be a challenge, especially if I already put my leg 

on and 'Oh, can't bend over to tie my shoes so we've got to take the leg off and 

tie the shoe and then put the leg on,' so it's a learning process. You're going to 

make mistakes but then after awhile, you learn to adapt. 

Taking Action 

Sometimes, when having to adapt, taking action is necessary. One participant, 

Lisa, explained that sometimes there isn't any other alternative except to adapt to a 

situation: 

It is simplistic to say 'just do it' but I mean that's kind of what it boils down to, 

just- there wasn't any alternative ... Just do it. 

DeGee described some of her experiences in rehabilitation hospital as being 

negative ones and thus motivating to her to take action and work hard in order to get 

home: 

While I was in the hospital I had problems ... And said 'to get out of here I'm 

going to have to get off my tail fe~thers and I'm going to have to learn to get in a 

wheelchair from a bed .... ' ... So I worked my tail feathers off in rehabilitation to 

make sure that I could at least stand a little bit and walk a little bit. ... I tell you 

what, when you see these things and it frightens you, you either let it happen to 

you or you get yourself in high gear and start doing something. 

Acceptance of Limitations 

Some of the participants mentioned the importance of acceptance of limitations. 

Avis is a good example of this. She explained that sometimes you just have to accept 
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what comes: "We accept things as they are. Not the way we want it, we accept them the 

way the Lord guides us." . 

The above quotes demonstrate that the participants described five basic strategies 

to adapting to an unexpected change or challenge; pausing, connecting to others and/or a 

Higher Power, learning new ways of doing, taking action, and acceptance of limitatio~s. 

Adaptation is Facilitated by Connecting to a Higher Power Through Reflections 

; ' 

The next section offers a third theme for the research question "how does 

the adaptation processes of individuals with disabilities?" Butterfly 
:,.;;, 

explained that the ;spiritual aspects of reflecting on and trusting in God's purpose assists 
rr 

in her adaptation process: 

Sometimes it requires you to hit your head up against a brick wall with the 
' · 'r.·1, 

confidence and the knowledge always in the back of your mind that God is the 

· all-krlowiiig'maker of the universe. He had it all designed and planned before we 
\ ': ,- ... ' ~ '\\ .. . " 

ever cam~':.~~ the scene .... You finally had to say, 'OK God, I get it. OK, I'll do it 

you;r way, ~~cause You know the .whole picture. I only know this little puzzle 

pie~e, and'this little puzzle piece isn't enough information to go on. I'm going to 

h~~e let' this go and trust You because that's what it's all about. Either I do or I 

,. don't.' 

Another participant, Lisa, described how she also uses her reflective process to 

niake sense of God's purpose for a challenge, which then helps her to adapt to it 

I think He gives me these things as something to help me along the way, as 

opposed to. something to hinder me, then that indeed helps me to get along my 
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way as opposed to thinking I've got this new wall in front of me and I don't know 

how to go around it. Instead you say 'oh, there's a wall, let's see how we're going 

to get around this one.' 

A vis discussed her feeling of protection from a Higher Power and belief that he is 

always there for her: 

"I have always felt like the Lord has been there to protect me. He helps me when I 

fall spiritually, and talks to me, or I feel like he does." 

For these participants, spirituality is a helpful influence during the process of 

adaptation. It provides comfort, hope, and insight. It gives them a forum for exploring 

questions and for taking action based on the insights received in response to those 

questions. It seems to mostly involve connecting to a Higher Power and the reflective 

dimensions of spirituality. 

Facing Spiritual Challenges and Events -Turning Points and Landmark Experiences 

Family Issues As Landmark Spiritual Experiences 

When exploring the spiritual evolution of individuals, inquiring about landmark 

spiritual experiences is useful. The participants were able to describe such experiences, 

some of which also were good examples of adaptation and spirituality. Butterfly 

described several family issues that provided landmark spiritual experiences for her: 

I think I'm going through one right now in that my grandmother has Alzheimer's 

disease and is in a nursing home in our hometown. She most of the time doesn't 

remember who is who .... And then at the other end of the spectrum my brother, 

as I said before, is dying of cancer. It's in his lung and in his liver, and unless God 

119 



chooses to heal him totally, it more than likely will tum out that he dies. And I 

don't know how I'll let go of either one. That's been a real spiritually difficult 

experience to think about and then thinking about my own mortality, my parent's 

mortality, and it gets to the point sometimes to where you wonder is there any 

reason for hope. What is the point of having hope. I got to that stage a couple of 

weeks ago. I was really down in the dumps, depressed. . . . . ... I've always been 

a fighter and I don't know how I'm going to let go and surrender my brother, my 

grandmother, my parents, myself, my husband, my anything and everything, if 

and when it comes time. But I know that in the Bible it talks about how we can do 

all things through Christ, who strengthens us .... He's going to lead us through ... 

That's, I think, been my spiritual landmark experience. 

Another participant, Mikey, described his reaction to the death of his father as 

being a landmark spiritual experience for him: "Well, I guess the biggest one was when 

my dad died. I was very sad. I hadn't really experienced a death before." 

On a more positive note, Kermit cJ.escribed his feelings of success around raising 

his children and maintaining his marriage as being a landmark spiritual experience for 

him: 

I would say just really working with our kids to me has been a big thing. Because 

working with so many other kids that don't have a spirituality and stuff, I think 

that working with our kids so much and talking to them and teaching them that 

they have actually gone on to other people, other kids and tried to talk to them in 

school. ... as they see Mom and Dad the way they are all the time and the way 
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that they treat people, I think that's one of the biggest landmarks. We've never 

been divorced, they don't have aunts and uncles that are divorced, but most of 

their friends are divorced ... So I think our biggest accomplishment in spirituality 

is with our kids and you know, with my wife, too. We try and be just who we are; 

we don't try to become someone that we're not. 

Personal Health Issues As Landmark Spiritual Experiences 

Some participants described personal health issues as providing landmark 

spiritual experiences for them. For example, Marie had a precognitive experience in a 

dream about having cancer: 

As far as the cancer, it was a landmark, because when something is a landmark it 

is getting you ready for what is going to happen. That God gives you a warning. 

And it is up to us to trust the warning or we generally dismiss it. The cancer

before the diagnosis I had a dream that was very upsetting and woke me. I knew it 

was a warning and I'm glad that I was able to not dismiss it but give my spirit 

credit for its intuition. However, l couldn't tell what the dream was talking about 

but I knew that it was a warning. When I got the diagnosis of cancer, I knew why 

the dream was given to me. So I used the dream as my visualization, only instead 

of being scared, I attacked. So I did that several times until I felt I didn't need to 

do it anymore. That let me know that it is effective to listen to my intuition. Write 

it down, just accept it and if something comes to me I need to listen. It's going to 

tell me something and I'm going to believe it. So that's the truth. And it's taught 

me not to dismiss my feelings. 
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Disability Issues As Landmark Spiritual Experiences 

Some participants described adapting to issues related to their disabilities as 

providing them with landmark spiritual experiences. For example, Lisa described her 

experience adapting to some inaccurate information she received from a physician 

regarding her disability: 

Well, when I was in High School, I developed trouble with my leg braces. We had 

just moved to Texas from Colorado and I was having trouble walking. I had 

gotten a new pair right after I got here they weren't working and the doctor here 

told me that I was having trouble with my ankles deteriorating or something. And 

he put me in a wheelchair for a year. I was out of school my senior year of High 

School, I studied at home, all under circumstances that turned out to be erroneous. 

It was just that my braces weren't right. And once they were adjusted a year and a 

half later, I was fine. But I really kind of took a nose dive from that and in the end 

it was my belief in God - and that .He - I don't want to say expected more of me, 

but that I owed Him more than just to sit around in my room and pout about it. 

That kind of brought me back out. Cause I kind of crawled into a big old hole you 

know. But after about a year, I kind of started coming out of it. 

Another participant, Jack described a landmark spiritual experience as being his 

anger at a Higher Power because of frustration he experienced from his inability to 

perform a functional task and painful experiences from childhood due to his disability: 
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, :l.tvas needing to change a light bulb in my bedroom and due to my disability, I 
(···.,-·,',,)"' - _,·,_; .'''·,",,. 

,wash~ving a' hard time trying to hold the light bulb up or the fixture up with my 
., "~: ' ·:' . " 

.heaobecauseldon't have full function in my left hand. Using my head to hold it 
,--·,.·1· •"' ', 

tip ~hile'I'inuriscrewing it and I'm thinking man, this has the potential of the 

glass breaki11g or me getting hurt even and I got angry. And I got angry at God. 

'\VJ:J.y, outofeverybody else, am I the one who has to deal with this?' And it was 

something so· petty - it was changing a light bulb but it set me off. And the next 

day working forMHMR in Fort Worth, I went to hear a seminar on 

phaJl!laceuticals and psychotropic medication. And we were talking about 

children and mentally disabled children and their environments, and how much 

.. _we need to look at the children's environments and how much a poor 

envirollll1ent, poor interaction can kind of exacerbate the symptoms of disability. 

And lthought about me and I thought about how unfairly I had been treated as a 

child·in·certain cases. I thought about being segregated in elementary school and 

in _music class they just automatically assumed I couldn't play the recorder. 

Everyone else played the recorder, I didn't play, they just kind of put me off to the 
I 

side~ It was like me and probably the kid that could not afford the recorder- the 

two of us; We did something else. But that awareness that I was being set aside 

because I was different. It happened at the same time - that was the day after I 

tried to change the light bulb. So the anger was there that night and I just got into 

it ~ore the next day and kind of went with it and I was mad at God. And I think I 

had to allow myself -that to work on me. And then it's funny, I had a friend that 
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worked"'at'MHMR - a psychologist and we talked about it and he said, 'basically 
·'' 

you're"afwar with a power greater than yourself You're at war with a higher 
'. .:·,··':.:.··,'<;".\ 

'' . '/ : ':: • . : ·, .. • 1 . ~ 

~eing.' f,\llil I was like 'yeah' and he goes 'I hope for our sakes, you don't win.' 

'.(Iaught~r). So I had to have that. That helped me kind of redefine things for 

~y~elf.'· But I had to own that anger to be more connected ..... And I think I 

. '.learne~·a lesson about acceptance .. Because what are you going to do, you know? 

/:You can'tc~ange it and yeah, it's unfair. And it's like throwingjavelins or spears 

at God -they're not going to get there. You can be just as mad as you want to and 

thro~ as rriany as you want to and it's not going- you can't reach it. And so 
j. )'I 

\! J, 

.:.there's an acceptance there. 

A ReligioJ/i'R.ite 'as a Landmark Spiritual Experience 

So~eofthe participants described landmark spiritual experiences that occurred in 

' 

relation to a religious rite. For example, Avis discussed how she was introduced to her 

future husband by ~ minister: 

Myhusbandalso belonged to the Lutheran church. The minister there at the 

church where we both belonged was the one that introduced us. To me- that was 

very muchup'bringing to me .... To think that a minister would do something like 

that is something beyond my power of comprehension. I can't imagine him 

introducing a couple of people and getting them together and the first thing you 

know they got married. How wonderful to think that a minister cared about a 

couple so much: It was very uplifting to me. 
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;' ' 

Another p(irti~,i~ant, Butch, described his baptism as being a landmark spiritual 
1.:/.'\~{'~·'~iF ··v ';' }, \' 

'1· •', ... i 

experience: 
J> '" •• ,_,j 

. . That would probably be the first time when I actually accepted Christ and when I 
.. ':;,Y::1',,:·.··<';~.(·. , :·/:r :,~ .~;;;\ ~· 

:,: · ~as baptized~ ,I tried to accept him when I was younger but I don't think it really 

took butsoine'j)eople when they're 6 or 7 they know when the spirit is on them, 

ihetkr1'o~ w~er they're with Christ. But I didn't at the time and it wasn't until I 
,, ' ·, •[' 

·.< ·.:\~ai'abouti~ my 30's when I was at that Pentecostal Church where I actually 
\:_•" I •. .·, 

},;,,'d¢~ide4 yes, I\yanted to be baptized. And that was basically a landmark. I told my 
o,!• •., • -,, ' i 

·' mo{lier ancl.~h~ just about jumped through the phone lines .... At the time I just got 
·~· ;. ~~ .. IV " ! ,;'_ ' 'I; . ' '' ·::: ·. ' •, ~·.) '' 

,; ' oufofthebaptismal tank. I really didn't feel anything at that time. It wasn't until a 

· .. , 'coupleo{w~e~s .. Iater that I just felt something come over me and it was right 

·~ towards.the ~nci~fthe service and the pastor and some of the brethren laid hands 

'on 1UYhe~d, \\'hich is their custom to do and I just had this feeling of- I never had 
~ ':,!- " •. ' 

befote.')i;s kind of indescribable, but it was one of those feelings like I guess 

·when:you wak~, up and- at Christmas time when you're a child and everything 

th(lt you· "':anted and even though some things you know you won't get, but this is 

on'etifne »'hen5yerythingjust worked- that type of happy. And it was just 

unique.· I just can) explain it because it's something there that has to be 

experienced, arid everybody will have a different experience but for me it was just 

fantastic. 

Most of the participants were able to describe a landmark spiritual experience that 

occurred in their lives. They involved a variety of different types of occurrences, 
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including family issues, personal health issues, disability issues, and religious rites. All of 

these landmark spiritual experiences involved the need to adapt to a change on some 

level. One participant, Joy, couldn't describe a landmark spiritual experience. She stated: 

"I don't remember anything like that." 

Discussion 

The findings of this research suggest that the need to adapt usually arises around 

issues that involve personal health problems, disability, and/or the family for these 

participants. In each of the circumstances that involve a problem, there is a sense that 

surrendering to the will of a Higher Power is important, followed by a desire to take 

action in a way that pleases a Higher Power. For the experiences that do not involve a 

problem, there is the sense of joy in living life; raising children, getting married, 

maintaining a marriage, getting baptized. This suggests that problems or challenges arise 

to encourage reflection, surrender and connection to a Higher Power. 

These findings also suggest that adaptation is a process that is a struggle. It 

involves use of strategies to get beyond that struggle. Those strategies include pausing, 

connecting to others, learning new ways of doing, taking action, and accepting. The 

process of adaptation is not the same for everyone, nor does it happen in an orderly 

fashion. Some people, like A vis, may get to acceptance quickly. Others, like Jack, may 

need to be angry at God first, before surrendering to acceptance. Still others may be like 

Butterfly, who needs to take a pause before taking action, versus DeeGee, who realizes 

that taking action is the only way out of a difficult situation. 
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Finally, these findings further suggest that spirituality, especially the reflective 

and connecting aspects of spirituality, is helpful in facilitating the adaptation processes. 

Through reflecting on the meaning behind difficult issues in life, and beginning a 

dialogue with God, such as Gee Tee does, a connection to a Higher Power takes place. 

Through that connection to a Higher Power, answers to questions, the meaning of life 

events and practical assistance are received and adaptation is facilitated. 

Conclusion 

Human service providers can best serve individuals with disabilities by 

facilitating their reflective process during times of change and challenge. Exploring 

questions about life and death, the meaning of events, and what the future holds for them 

would be beneficial. This can be done through providing time for them to talk about the 

issues and questions they are having around changes in their life. During that time of 

discussion, actively listening and allowing clients to discover their own answers and 

make their own meaning of events is best. For this type of dialogue between therapist 

and client to occur, helping professionals. need to be comfortable exploring such 

questions, know what kind of questions to ask, and be willing to listen. 

Also, helping individuals with disabilities to connect with others (especially 

family) and a Higher Power in a way that is meaningful to them is beneficial. To do so, 

determining whether or not the person with disability is already connected to a Higher 

Power, and how he/she typically connects to a Higher Power is important. Part of therapy 

can include meaningful occupations that center around the person's usual ways to 

connect to a Higher Power. 
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, . 1 t .. ·.~!:F~i;t .~" ·• i 
r! ~, • ' 'I:'!.'.,;< . ~ .!• i 

.~ .. :·\··· , .. ·., ., .. -. . . 'r. ~>.::-.-·.t .,· ." .. ·. f; 

'· ;. Determiiii~g who the supportive people are (family, friends) in the life of the 

individual with disability is also important. The best way to discover who the supportive 
' .::~/··, .. :-.~ .. :·:;.:·f:!;~.,:~!:!i~f:\"';; .. ·.· ,!<:! 

peop~e.'are'Jor these individuals is through conversation with them. Finding ways to 

include:thege supp~'rt people in the recovery process is useful. Goal writing needs to 

reflectther~~4lts·.9fihe's~}YPes of conversations with individuals with disabilities so that 

whar"is;being addressed.iri:'therapy is meaningful to the individual with disabilities and 
; '. ' . ~. ·._,.. , ;: . ' . '·I • ;~:· · ' ,; , . ' 1, , . 1 

,· i 

•, _,_ .. -· )t ).,.;_:.-

help's the~·to build'a new life after a change has occurred. Writing goals that involve 

occupations a,ddress.1ngis~t1·es around family, friends, and a Higher Power is helpful in 

makingiherapy ,more meariingful and facilitative of the adaptation process . 
. ' . ''"·· ·;·. 
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Mean 'vea~'s with Disability: 41.6 Y,ears 

Ethnicitv: 

Caucasian= 5; Hispaf1iC =,I, ': 

Marital Status: 

Married= 3 (females =3; ~ales= 0) 

Single =2 (femal7s = o;'~ales ~ 2) 

Divorced= 1 (females= 0; males= 1) 

Widowed=O 

Mean Education Level:··I3.2 Years' 

Employment Status: 

Full Time =2 (females= I; males = 1) 

Part Time= I (females= I; males,= 0) 

None= 3 (females= I; males~· 2) 

Cause of Disability: 

Cerebral Palsy = 4 

Juvenile Rheumatoid Arthritis=;: 1 
I 
', 

Polio= I 

Group 2: Adult Onset Disability 

N=6 

Mean Age at Interview: 57.3 Years 

Mean Years with Disability: 13.0 Years 

Ethnicity: 

Caucasian = 6 

Marital Status: 

Married= 2 (females= 1; males= I) 

Single= I (females= 0; males= l) 

Divorced= 0 

Widowed =3 (females= 2; males= I) 

Engaged= 1 (females= 0; males= 1) 

Mean Education Level: I2.3 Years 

Employment Status: 

Retired= 2 (females = 1; males = l) 

On Disability= 4 (females= 2; males= 2) 

Cause of Disability: 

Artery Vascular Malformation (AVM) =1 

Blindness= 1 

Knee Surgery- Arthritis = 1 

Crushed Discs= I 

Syringomyelia (spinal tumor)= I 

(B) AKA- Diabetes= I 
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Table 2: Spirituality and How it Relates to the Adaptation Processes of Individuals wit~ 

Disabilities 

Spirituality and Adaptation 

I. The Struggle to Adapt 

II. The Need to Adapt Caused By Family Issues and Health Issues 

III. The Adaptation Process 

A. A pause before adapting 

B. Connecting to adapt 

C. Learning new ways of doing 

D. Taking action 

E. Acceptance of Limitation 

IV. Adaptation is Facilitated by Connecting to a Higher Power Through 

Reflections 

V. Facing Spiritual Challenges and Events - Turning Points and Landmark 

Experiences 

A. Family Issues as a Landmark Experience 

B. Personal Health Issues as a Landmark Experience 

C. Disability Issues as a Landmark Experience 

D. A Religious Rite as a Landmark Experience 
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CHAPTER6 

DISCUSSION AND IMPLICATIONS 

Summary· 

This research was undertaken for three reasons: 1) to develop a definition of 

spirituality based on a review of the literature, 2) to explore the meaning of spirituality 

and how spirituality has been a part of the lives of individuals with disabilities over the 

lifetime and 3) to examine how the spirituality of individuals with disabilities relates to 

their adaptation processes. 

A definition of spirituality was derived from a literature review as follows: 

experiencing a meaningful connection to our core selves, other humans, the world and/or 

a greater power, as expressed through our reflections, narratives, and actions (Schulz, 

1999). Some basic differences between the participants with childhood onset disabilities 

in this study and participants with adult onset disabilities regarding the meaning of 

spirituality for them were noted. Individuals with childhood onset disabilities in this 

study were more reflective and more active in connecting to a Higher Power and in being 

social activists th~n those with adult onset disabilities. Individuals with adult onset 

disabilities in this study connected to their spirituality through their emotions and 

expressed it through their actions. 
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Th~ evoluti~~,~f spirituality across the lifespan for individuals with disabilities 
~ '' '' . ' . ' ' ,· \ f ••.• f •• ~ 

also shows'a·t~enl~~~~~~ time from a non-existent or low level of spiritual engagement to 
'I -1 <,~ 

a higher levd,~f spiritual engagement. Adaptation, for these participants, involves taking 
., . I :·. ' ~;': ~. /, ' 

an initial paus~, .£.oll~~~;d by ~~nnecting to others, learning new ways of doing, taking 
["· .. '\''· .• ·<f"·:·, .. ' ··,, 

)I '·t/ I>'; 

,. : ~· .;·J, ,.;···r·:' ;f, '.~.~ "i 

action, and finally' a~cepting. ~pirituality, for these participants, is a resource that 
{'' ' ' 

facilitates their.-ad~;t~ti~~ p~oc,esses, especially through connecting with a Higher Power 
~· ' •' '{·,' :). •' ' 

;,.,,, 

and otherpeopl~ \\'h() ey-e significant to them. 

Spin~ufil,~ty and the Occupational Adaptation Frame of Reference 

-The. connecti~~~:b.~tween spirituality and the adaptation processes of individuals 

with disabilities as f~tffid. in' this research sheds some light on the adaptive response 

generation 'subpro~es~ cgpstru~t of the Occupational Adaptation frame of reference 

(Schkade & Schultz,·i Q9~;- ·schultz & Schkade, 1992). The adaptive response generation 

subprocess is comprisec(o:fh'\'o.subcomponents: the adaptive response mechanism, 

(which is comprised.ofad~p~ive response modes, adaptive response behaviors, and 

adaptation·energy)and the',adaptation gestalt (cognitive, psychosocial, and sensorimotor 

aspects of the person) (~~Jlkade ~ Schultz, 1992). (Insert Figure I here). A description of 

how spirituality informs the adaptation gestalt, adaptive respopse modes, and adaptive 

response behaviors, follows .. 

Spirituality and the Adaptation Gestalt 

The adaptation gestalt is the part of the person's process that generates the 

adaptive response to the:occupational challenge. It is comprised of the whole person 

(sensorimotor, ·cognitiverand psychosocial) and can be portrayed in this fashion: (Insert 
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Figure 2). Thed~fi~itiop of spirituality from the literature review (experiencing a 

meaningful connectiot1}o OU£ core selves, other humans, the world and/or a greater 
' ~\~; :; ,. 

power, as expressed ilirough our reflections, narratives, and actions) was supported by the 

particip~t~. It becom~~ ~vid~nt that spirituality, when defined in this manner, engages 

the entife adaptation geS!(l~t of the person. (Insert Figure 3 here). Indeed, it could be said 

that spirituaiityis what integrates the adaptation gestalt, which can be illustrated in this 

manner: (InsertFigure 4 h~~~). 

Spiritlfa!ity and Adaptive Response Behaviors 
I . 

According to the Q~cupational Adaptation frame of reference, adaptive response 

behaviors are hyperstabilize~, hypermobilized, or mature (blended) (Schkade & Schultz, 

1992; Schultz & Schkade, J9~2). Each of these types of behaviors is normative (Schkade 
.'' 'l '·.·\ • 

& Schulit 1'992; Schultz&Schkade, 1992). Hyperstabilized behavior is immobile, 

unable to':move, froze~: I-J:ypermobilized behavior is characterized by unfocused actions. 

Mature 01: ble~ded behavior occurs when movement and stability come into balance 

(Schkade & Schultz, 1992; Schultz & Schkade, 1992). In describing their adaptation 

processe·s·,·so~e participa~ts, ~~ntioned a period of pause (hyperstabilized behavior) 

before th~y were able to take action in the world again. Lisa e~plains: 

. ~',:!I kind of crawled into a big old hole you know. But after about a year, I kind of 

started coming out of it.· Sometimes it just takes me a while to get adjusted. I had 

another thing'kind of fall· if you will, when the post polio first hit bad enough that 

I went iri the chair~ I never would have thought that it would have been that much 

difference between walking on leg braces and being in the chair, but it really 
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'<:v~: ·.·t&,): ··x ' .. ·.: ... :.~.·.·.:·:·,•.· .. ,:~.·.;··.~ .. ·.~.·~ .. ~:·,:.{~~.•.·.·.: .. :· .. ·.1,1.~~?:;~ ~~~~. 
, ::?,;)~;u:"~.:. ·· ~~;,; 

·· .. ·, "· •. ·.· y :.:::/·, i '. ,· 

e~derl\1p ~·ald~g a huge difference. And that one actuaily took me about two to 
· .. ·~:·.. '!ir .;i~~i> i ;:.;', . 

t\,Vo an~ ~~rye~ bef~re I finally worked myself out to the other side of the hole. 

Buta;~i~;fi:~~ mostly my faith in God and the support of my family that got me 
~ .•... ·.l,••',t:i ..• ~}:',· .. ~ .. ~~.' ~It 'iJ_. I ' 1 ',3 

~'!'~;.:, .:.'.l 
.' . through.that~ 

{//t:· 

, Blended behavior ~ar1,be observed wh~n ~·p~rsb~'describes his or her successes. 
1 • 'I' 'i ", " . . ' ,. . ' l ' 'I~ ' 

'·.;·!::._.' !\ 

Mikey's.desC:riptiori ofhi~}~arning to drive after th~ death,qr'his father is an example of 
!•,./ \ • ,''\: 

blended behavior. 
,· . . ' I . I i , , , \. '•,',• ~:~~ 

I guess the qiggest.ch~nge.was, p~ysical change ~as·l~arning to drive. I started 

>' ,"
1 

.: ,: ••• \:l'i. 
doing it about'the .. time th.at dad died- about 1974. :t.:. being mobile changed my 

' ··:· 1,·~·, J,.,·~J' 
life. It feltlike I~asn ~t ,re~llly mobile before. I mean I could ride the bus and stuff, 

" . . i 

but driving I felt that I ;c'ould go anywhere ... ·. · 

In each of the above examples, an aspect of spiri~ualit~facilitated the adaptation 

process forthe:person in questio'n. For Lisa andJo)'it iri~olved connecting to a Higher 
< •,'· '). ·, 

Power. For·Mikey, it involved connecting to others 'and the self. 
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everything: 

.;.i:i::i,/::·1,) {' 
'\'(~;,.· .'·; ·• ( ,, 

~·;·; / ~~~i- .·:<·:·~,r~ J~'i: , 

Spirituality and Adaptlv(/Response Modes 

Another participant, Alton, described h~:~ h~, i~alized his co~dition was· 

deteriorating and that he would have to do thi~gs in a different .way in ord.er to' survive 
' . ' 

and live life: 
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, .:'{, ~·{L~:~:.: · · { .~~;:., . , ,! , ,, , ,' , , 

The thing is that I had to schedule things and practice in mY' lif~that an (l~.~fage ;,'i·;,.',•/.i'. 
i':r;·; 

' ··::,'4;-~:~·:·,'i;:':x~,:·~;-~~ . r' (.-.(\:t.: r ,'f' ; ; ,.;:':;· ,-~'·<r~'i·j;;'' ,{ 

'', ' ,,, '. :(:•·J;;j\, i ' ', ' ,', •! '' ' : ( >.' ,, 
person"wouldn't have to do ifhe was healthy, and I knew that my deterio.rati~n.,of,:/·, .. ·~:_,r, 

.(' .~;. (· ~·~ ·'. ·<'· ~:; ';,,,, •. ,.. c.;: . 

bOJ'i'~6UJd eliminate me fr6m being 1lS strong as that of a norffi!tJperson .... 1 .:.· 

';;;~~~i~~d~ihat I had to cafry on~··It made me feel that I had t6 d~pendon my 
lr,"' ,.,_

1
· · () . ;;. ',, 

' t::\'::f''' :·~)·;·~;,':; ~::· ::·:')·J,~t ':: ;"' ' \~)/':'3:•':t :' ' />•;}..' 

spirituality more than ever a11d I thi~ t accomplished that 

~~~ J~~~ribed the J~!~rt3nc~ of~~~l~ng the accessibiii~;6fSpirituality aS a 
' , '•.', f' , '; <'_.> .,. ,, ,:' ' •. • ,:, t .•,, ,I• >. '·''i ~ \ 

~~-.i~\.}·-.~- '~' .. :~1,·;_/1,,· 'tl ., ,1, 

?:· ):·t>.~}-: _.:f''. /~:·:?~---- 1 < ... ···,/, . ::)',:',.: .. ~-:~:-,:~~(/<(:~: .<?:·.::., ·,::_·· :_(.:;;·.::"\'~~;~: 
resource~'arid,that it is available to' use:~:.;·'/.'\}: 

i:;~ '.':: :''\:"\., :{•:/',,,;, ' ;~'.' ··, ,; f::''['i .,{·',·,:',,'\ 
1
.:•': . ,:r:<:;;, :'. .. \ '· >.: :~;:': ...• · '!, •···· .. 

Spirtil1a,!ity I think is so thickly ·aroundus. It's just the play that' the wo!ld gives 
'!. ·; :,:.\~·: ·:r·.x ,. ,s·,. ;: .. ··"·' d ... ,,.,) ... ,, '··' ; . • .. : 

yo~.i~ lire when you ~~·~li~~tliafit;~~tlieie and you use it. And {t~il1k when things 
. >> '., i>, t ,}' >' ', •', . " ) 

~e.io~gh''y6u don'isee it untilitg~t;··~~\bad that you realize it is thereand you 
~~:'~--.(·';:.· :.; )--·~ ... <~-:::.'·;)':;· ... \\,>~r.:_.:.~~-r, .. , , .· : '1 . ·•· .. r.:·: .1 

start ,using it in a itifi~reritwayand~i',:i~1,~our lifeline. ~;i;ittialit~ is so versatile. it 
,(,1 .. '<r•i\' ':, :'I,;:' ,, I : ,l;\:';;':\'i'·',';J;~ I} .~ < 'I~ ·.· ·' . · .. ·. '•.·'. r' 'J ''',\ ;: ;,<, ' i . ' ·. 

' is just what yo~ I1~ed at 'tha(tim~·-. It 61lariges based on y~~r sit~ati6n whether you 
\c I~ ~~,) · •. :::/ ;;_.,'>; \ ~- ~ ) 

i ·, ,:· ·,·: • • · • '\<·' \ 

are feeling joy dr whether you are feeling terror. i:: ;' !,,;>,;'. 

;, ':,·: '>:·, : ,''{' •• ·:.::;.t~?·y,·)f'' .. ,,·{1::/;J{~ :: ·, ' . ': '}· •. : 
,GeeTee discussed a'life~changing reali2itionthat he experienced: 

.;-,_ ,• .. '" -.'. ' 
; • ·~ I 

I come fr9riiafarriit;\~ii~~'d'~·holi6~. Airof .. my family d~il1k~·,and't~\'~;~hi'l1g and I 
', .,.,,.J:~}·::: .. ;. ;~:L;~':,,.;">,.}: ,· '•'):, •. )~/, ., . ' ... • . 

don't knock that be~ause I Used Jo dO thai mysel£ I used tO dfink ~Iili~ liffi~ but·) 
, ,;:' \ ,, '.:,\'; ·,:,:\,;',; ,,:\ ':. ' ;\'~:(;t • I\ I •· ,:,,·,'• . ,\ . : 

then I look myselfand look at them and look at the condition that I'm in and 
'' ·; ,· •,'. ]\~\ i) : ~;:.;:·: ".:._:\;,~;.,;~, ,~: ,,: ' ! / :,\\. ~ 

·then I realizedthatthi~ i"sri't\vhat"G~d\vaJt~d me to d~,b~:2~use by ,doing what I 
) - i -: ,_<· ~·- ' ' '. i ' ,\' 

was doing, I was hurting myself rnor•e.th,'an ~~~as helping tpyself so during that 
~ ,,·~ j .'.·,>><·,<·,·,, .\/' .·· .~· .'·... :\~-~'; ,: 

time of changing -·· I quit smoking, dr~~ing, and all that at the age of 21, and · · 

ever. since then·~ I have. a loving family 'Yhoare alcoholics but they know~ I don't 
:-· <.;,, i 

drink or; anything like that and they respect l11e and I respect them. We have a 
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beautiful relationship but for some reason they like to drink, which I don't knock 

them drinking that's their choice but I prefer not to, and they understand. 

In each instance, the participants described an 'aha!' experience prior to taking 

new action. The new realizations experienced by the participants enabled them to adapt 

and make positive changes in their lives. By connecting to a Higher Power and others 

through their reflections and actions, they were able to gain new insights and take action 

in a new way. 

Spirituality and Relative Mastery 

Relative mastery is defined as performing a task with efficiency, effectiveness, 

and satisfaction to self and others (Schkade & Schultz, 1992; Schultz & Schkade, 1992). 

An aspect of spirituality as defined for this research involves connecting to others. 

Butterfly described how by using her connections to others and enlisting their help she 

was able to experience relative mastery while playing softball. 

And just the other day I was watching some friends at church play softball and I 

was thinking, "I can't do anything, I can't, I can't, I can't." I started feeling sorry 

for myself and that's no good. And so the next time they played softball, I had 

wondered if I could bat and so when they started playing, a friend who wasn't 

right up to bat -she was throwing the ball and I was batting. And I hit it a couple 

of times. And so I asked whether I could play and they said "Yeah, we'll have 

somebody run for you instead of you running because the bases are a long way." 

It was hot, we were playing outside and so I played, and I hit one ball. I didn't 

score but I was so thrilled that I hit the ball. 
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The aboye quote illustrates that a sense of mastery is relative, in other \vords, that 
, ~ J - :r· i'.- . , 

for Butterfly, just being able to hit the ball was a victory, whereas for another person, 
~ . i \ 

scoring might have been the only way he or she could experience relative mastery. 
-~ .-~~'-< !,• ' ,'I ',''f,t:• ': 

t ~·:·_; > 

Butterlly was able to have this experience of relative mastery because she reached out to 
.> :: ., . r;< :.·;:: . ;i ., <·. ~~:; " 

others and ,co'nnected to them . 

. . : 

1 

: .. :":
1

;;~:!i: .. ·,. Spirituality an~ the Occupational Environment 
.:;j~;:t:: \:.:::-:" 's,: •1:::~. '.·· 

SpiriwalitY,_ ~ it has been ~efined for this research, includes an aspect of the 
< ~~~:~\)~::~.~ t, .,, -' ('~>~; ';~· ::;•.:; K' ! 

person ~{)nnectfug to a Higher Po~ei, others, and the world. Participants describ~d 
·' <;'' /~",. '··.:~ - .-,1 ., - ~- • '' .• ~~.)\ • 

numerouS times':the importance of cdrtnecting to a Higher Power, family and friends, 
; i '/ ;~; ·:;,t;,:. ;\;:·',. ;:~: ;' . 

nature ~d society in their lives and,fu their adaptation processes. This research suggests 
.!' ,, •L,J 

l ', . 

that a Ht~~~·Pow~~~::as well' as family, friends, society, and nature can be considered to 
,.·.·. \,.<\''. ,- .. -,- ; ~:.::-.~-·(.:~· •. :"'" 

be parts 6~ t)I§f'obcl!i)ational~t:nvirJhrii~nt that provide both supports for and demands for 
; -•J.:.} . (• 

'.:':·. - '' •• ~~! 1 ,· . ~--

mastery of ~c~upational chaJlenges. 
,·o{ \\·•;'J~:·;··~:': .. ,; ·. <., .... 
Bronfe~b~~imer's (1977) es916gical model offers a structure for appreciating the 

ways in whi~h ~~ 'eD.vironm~nt and~~· individual interrelate. The model can be used 
' ,'·~; '\ ·,.~:,~ :,)"~~·~-~,_.:, . 7" .-./;·~ ' >;· ~·,·7.<· 

\''_'1 -· 

when reflec,tirig ~i[!he influ~nce ofthe\environment on the spirituality of individuals with 
' ~- ' {\·;; ;\'~ ' . 

,;,, . I''' • 

disabiliti~s.·th~/mo.del is dep~9tedby.four co~centric circles. The center circle is the 
,~- ' ' 'tf'\·} 

0 

' ' - -~:>' ':-· 

microsystem, which refers ~bJthe fudiv~dual and the individual's immediate environment-

home, family, friends, and'c'aregivers; f~r example. The mesosystem is the next largest 

. ' 

circle and refers to the interactions between the different parts of the micro system and 

' how they influence one another. The next larger circle is the exosystem, which refers to 

the community's government, schools, media, and houses of worship. The outermost 
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circle 'i'il. the,'model,the mach)system, refers to society as whole and broad ranging 
, . ''•.\· • .1 ~";t.;_··~I'Y) ~,,., 

( ~;; 

influenc~s 'such as ~ulture, pili tical issues, religions, and government. 
' •,"'.;'·, '. '- :·· ...... ·.,,;· . 

:•. E If .";'·;.,·;-:; ''y :·,:;. '·t';, ; 

familie'sh~ci' (microsystem cfud mesosystem) on their spirituality. In many ways, the 
:('< 'j .•,, ', >, ,J,, 'r o "''"•ji,o:' 'L'"',o 

connection~thaithe p~rticip~t~ 'made to their family members were crucial to their 

spiritual evolbtion and to their~d~ptation p~ocesses. The participants discussed issues 
' '~·· ··-~·, ,,,<' .•. t,, ' • ·,\,.1--},· •'' 

related to ilie exosystem pririia.;ily wben they mentioned church or religion. Since all of 
.. . 

the participants h.a.d sol11e form of Christianity in their religious background, their 
''-<( . • ~;-;_( ', ), ' ' 

spiritualiiy'\yas gro~n(i¢4 in'that particular belief system. Some of the ways in which they 
\: 

reflected about ~h~ 11ieaning ~fth.~ir disabilities and adaptation processes were framed by 
' • ' ',l ··' ' ~ ••• " 't ' ... , - , 

Christian ideas. 
-· '- ~ .. 

Regarding .Societal, goV~~ental an~ cultural influences (the macrosystem), the 

participants·' with childhood ollsefdisabilities reached out to connect to and transform the 
, ' .. ' . :_~} 

world aroundthemthrough soci~factivism. Social activism would not have been 

necessary if the so. ciety and ·c~Ittife they live in were barrier-free, both physically and 
:'.''·• ·' ', 

j . ",, :i· 

socially. Conversely,soc~a/acti~ism might not have been possible if they were living in a 

different place a~dtinie. The United States is still not barrier-free for individuals with 

disabilities. However, du¢ to the pisability Rights Movement, at least there is now some 

legislative supp.ortto assist: them in their social activism. 

How· Component Studies Contribute to an Integrated and Evolving Body of Knowledge 

The first study, .which examined the meaning of spirituality in the literature of 

occupatiomiltherapy and other health care professions, and disability literature too, 
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provided a· foundation f~r a way to grasp the concept of spirituality. It added to the. 
(,t't.,,. ' 

evolving bodies ofkno~Iedge in the areas of spirituality and disability in that it gave a 
~· ';" )' ,_. )~I 

,'·};:';:';. 
definition of spiri~t1ality a~9 shed light on the disability perspective on spirituality. The 

:.'1:'':, ·:'li 

second study add.ed to th~ spirituality and disability evolving bodies of knowledge in 

several ways. First~ it prO'vi4ed information about the meaning of spirituality for 

individuals·.with childhbo~ gnset and adult onset disabilities. What became apparent in 

that proce.ss is that .spir~tu~lity holds different meaning for the two groups due to the 

length of time spent with dis~bilities. This is new information. This study also suggested 
' ' ' • 1 

that there is a process of ~piJ:itual evolution that takes place in the lives of individuals 

with disabilities, regaiqless of time of onset. The process typically begins with 
);! 

disconnection from spirituality and evolves into a deeper connection to spirituality over 

time. The term 'evolution' ·was used rather than 'development' to convey the 

transformational nature of the spiritual process over time. The spiritual evolutionary 

process·is riot a linearone .. ~~ople can skip levels, and regress to an earlier level before 

moving·forward again. However, the process of spiritual evolution does progress over 

time to· a deeper spiritual co'ffuection. 

·?The third study, which looked at spirituality and the adaptation process, suggests 

that spirituality is a resourc~ for individuals with disabilities when adapting to changes 

and challenges· in theirlives. Through the three studies, new information has been 

obtained· and added to the evolving body of knowledge regarding spirituality and 

disabilities:· A· definition· for spirituality, the concept that time of onset affects spiritual 

evolution, t~e idea that·spiritual evolution is a process of gradual connecting over time, 
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; i.'J~':i',f~:/ .. 1' 

... '.(/.·;aD:; ~ 
and that ~pifitualitfis: ~·'i~source for adaptation are new additions to this body of 

' ~--,. •' 'o'J-·,,''1;'''.{; 

knowl.edge. 

\' 

I, 

·.The qualitati'~~ ~1~thoddlrig~ 8tthis line of research was valuable in that it offered 
~ ·' ' ,.·, \~(1 'r .; /.,-,·''' r'.e,i'', ··~''·. ,,''' ·,<·~-. f 

a rich description''oft6~ 'i~piCs<~l~pirit~~lity and adaptation from the perspective of the 
' ' ·.· . •' ·. ···":,'.tl''·· ·, .... _,· 

participants. AquaDiitatii~sfudY vvould have provided a breadth of information that 
, ~, l(l ) I 

could: be generalized'iri alargJtpopulation, without the depth of description provided by 
~:~:. :::,: 

a qualitative studY.Since spifith~iityis. r~latively new to health care and American 
• • , ' ' . '< ;' , ' ' ' '(•" ' ' ', ~ • I • \ '., ', ' ' ' 

j.' -~ • -~ ' ' 

, . .. .·. · .... -~-:. '"'. --. . .. ·~: :> .P\. ·,. ·. _;_:·-. " ·. 
occupational therapy,' the qualltati~~ methodology used in this line of research was 

' l'i'''."J . 'J''/; '·1.,:· rl 

helpful in gaining irisight
1
int8 ~hat spirituality means and how it relates to the adaptation 

,, 

processes of individuals ~~ith disabilities:· 
~··: ·- ,. 

,· (i, .ll· l,i ··:·· 

. As theresearclier,.I'did riotexpectspecific results this research study. From 
···• r, < •• ', 

previous clinical experi~nce andfe~~archi had done, I felt quite strongly that individuals 
'. .. ' I ' \ 

with disabilities wo,uld b~ bes(~erved b·y;6lient-centered occupational therapy. I also felt 
" . •' , ,l ., - > r ,\' '~ } ' I·: • ' i '• • { :~ !', 

l, <'•, ·;.) 1~ :~ I t ' / i'l 

strongly that spirittialiif was impolrt~mt to, incorporate into health care and occupational 
' . ' ' . . ' • •· .' ) '•· I ~ '• 

therapy. Although splrithal~ityw~~~.ill1portant to me, I did not have a formal definition of 
·· r ·:.:.(~r .·· · ' . I • ,,; 

spirituality for· the profe~sioif'o'roccup~tional therapy. 
',,._ .. ,, -)' ., 

' ,,· '',, 

Jdidbracket m~P~.fson~l perspective regarding spirituality, however, prior to 

' .: .. : ·' '·!· 

beginning}his.dis.sertation'research. Inthat bracketing process, I acknowledged that I 

have experienc~d,the value and·healing nature of spirituality in my life. I stated that I 

have experienced first hand ~o:w spirituality facilitates my own adaptation process. I also 

stated that I have. studied several complementary care techniques based on Eastern 
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tradit~<?~s~'thatfocl1s 9n sp~ritual (energy) healing. I also mentioned that I had informally 

studi~d var1ous religious traditions outside of my Judeo-Christian (Anglican) background . 
., : •• ~:·-:)', ; '" •• -' •' ' •• • •• .... ! • ,"'. '· • 

.r:· ';< .·J:~:'i ) ,~'· 

in that~rack~ti~ri~ Pt~cess, I acknowledged that I believe that no one path is the 

only way, aridthatan'p~ths eventually lead human beings back to the Divine. I also 
:, ": ·. ,, ' ~ 

acknowledged. that fbel~ev~the true purpose of both spirituality and religion is to lead 

humruib~ings hackt9 th~ I>,iyine. While I did not have a formal definition of spirituality, 

I did stateiha{Iviewe.d 'my own spirituality as actively connecting to, experiencing and 
' .•. ~· ' . ' . i 

ultimately.realiiing one.'s own true divine essence and unity with one and all. 

In tha(bracketing process, I further acknowledged that I spend more time 

focusing on my spirituality (~ssence) than I do on my religiosity (form). However I 

stated that my' spiritual path is one that is always evolving, and that what is true for me at 
... ·r· . 

one moment·may not.he so ·later on as I grow in insight and wisdom. I stated that I 
1 ~ •• • 

believed 'that it is possib~e to have spirituality without religion, and that the reverse is also 

true; thatiti~ po'ssible·t~ ha~e religion without spirituality. I also believed that spirituality 

and religion are not the s~mt! thing, but that they are related, and can simultaneously co

exist, depending upon e.ach individual's experience. 

~ :I acknowledgedinth~; bracketing process that others hold strong feelings and 

opinions about religioJ:l and spirituality; that some may believe that religion and 

spirituality' are separate entities, while others may believe that they are one and the same. 

Still others may believe in a variety of different configurations regarding the relationship 

between spirituality and religion that are meaningful for them. This issue of clarifying the 

difference between spirituality and religion is a powerful one for most people. I stated 
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thatJ ~as op6ri to the interpretation of others regarding this issue, realizing and accepting 
Y:·* '~--"·' 

\',,-;(., _'j'··)',' 

that ~h~t~~er''~tance people take about the relationship between religion and spirituality it 
''{,., ,.·':(<';:, 

is th~ tnith fofthem. 
'(. c-! .:·- ; 

, ' ' ' in hin~sight, I realize that my own personal spirituality, as it relates to the 

definition ~f ~pirituality from the literature review, involves a relationship with a Higher 

Power,'~·coimection to my core self, service to others, and a love of nature. Although my 

religious background is Judea-Christian (Anglican), my spiritual exploration has also led , 
't'''; ' ( 

me to· a meditative path that has Eastern roots. The meditative path is one that embraces 
I ~ I • ' I • 'j 

I 

all religions and cultures, including my Christian background. Thus I am open to both 

Western arid Eastern perspectives. 

l\tiypast research about spirituality includes interviewing a chaplain, who was 

trained i11 t~e Baptist tradition, about the meaning of spirituality (Schulz, 1998), and the 

beginning stages of the development of a spirituality assessment tool (Schulz, 2000). 

From the. chaplain, I learned that spirituality involves connecting to a Higher Power. I 

also learned about the v~lue of being still, as opposed to being engaged in active doing, 

and surrendering'to the will of God, as well as about the dichotomy that exists between 

humans ~nd <;Jod, from his perspective, as they related to the topic of spirituality. 

· The assessment tool, called the Occupational Therapy Quality of Experience and 

Spirituality Assessment Tool (OT-Quest), is based upon a two-dimensional model by 

Collins ( 1998), a British occupational therapist. The model illustrates occupational 

therapy~s perspective of spirituality as an element of an individual's quality of 

experience~ 
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At the center of the model is the core spiritual element of the individual self 

described as renewal and acceptance (Collins, 1998). The core spiritual element 

interrelates with the four outer aspects of the individual self. Each one of the four 

elements is placed in the model at one of four locations, top, bottom, right, or left. The 

four outer elements of the person are meaning (purpose and discovery); being (awareness 

and understanding); intention (motivation and will), and expression (exploration and 

causation) (Collins, 1998). The element of being is at the top, across from expression at 

the bottom, and meaning is on the left across from intention on the right. The four pairs 

of being and intention, intention and expression, expression and meaning, and meaning 

and being are connected in the model by two parallel lines, creating a diamond shape. 

Environmental forces impact upon the four outer elements of the individual self in 

the model (Collins, 1998). Those environmental forces are familial influences (which 

affect meaning and being); social and religious influences (which i~fluence meaning and 

expression); work and leisure influences (which affect expression and intention) and 

therapeutic influences (which impact intention and being) (Collins, 1998). In the model, 

the environmental forces are placed next to the side of the diamond that they impact. 

Collins (1998) provided questions for each of the five elements of the person-

spiritual, being, intention, meaning, and expression. The questions are there to guide the 

therapist in using the model in practice. I used those questions to develop the items of the 

OT -Quest, which consisted of a visual analog scale, and open-ended questions. I added a 

few items that addressed adaptation, based upon the Occupational Adaptation frame of 

reference (Schkade & Schultz, 1992; Schultz & Schkade, 1992). I ran a pilot study of the 
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OT -Quest and discovered evidence from the qualitative portion of the tool that 

spirituality integrates the adaptation gestalt. I also discovered the importance of the 

passage of time in using spirituality during adaptation. 

During this current research study, through reviewing the literature and discussing 

spirituality with participants, my understanding of the meaning of spirituality deepened. 

A concept that I found surprising in the disability literature was the idea of a disabled 

God. Another surprising concept was the value of expressing anger as a way to connect to 

God. Both of these ideas assisted in the expansion of my understanding of spirituality. 

In interviewing the participants, I was struck by the notion of the importance of 

treating others with kindness. I wondered if this finding came to light because of the 

region of the country in which the research study was conducted. Connecting with a 

Higher Power and with others, especially family, was also stressed as important. Given 

that our society and profession are focused on independence, I wondered if our profession 

should also address interdependence and collaboration (Schulz, 2002), and family-

centered intervention rather than focusing primarily on the client's functional 

independence and outcomes in treatment. Indeed, The AOT A's Commission on Practice 

is currently proposing a new definition of independence. The proposed definition is 

"independence is "a self-directed state of being characterized by an individual's ability to 

participate in necessary and preferred occupations in a satisfying manner irrespective of 

the amount or kind of external assistance desired or required" (Hinojosa, 200 I, p.l ). This 

proposed definition of independence would allow therapists to address issues of 

interdependence and collaboration, and to be family-centered in practice. 
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Another insight that I gained from doing this research is the positive way that the 

participants viewed their disabilities. Some of the participants with childhood onset 

discussed their disabilities as something that God gave them to give their lives meaning 

and purpose. For example, Lisa stated "But I think that in a strange way that it was a gift 

He gave me and that's kind of the way I try to deal with it." Participants with adult onset 

discussed their disabilities as learning experiences. As DeeGee stated "I now have to ... 

because I'm disabled ... explain to people who aren't that this isn't a bad, bad thing. It's 

a learning experience as in life everything is." 

Some of the participants used positive phrases to describe their reflections while 

adapting to their disabilities. For example, one of the participants with adult onset, Butch, 

stated "God doesn't give anything more than what we can handle." Joy, another 

participant with adult onset, stated "My mother said 'you asked for ice cream and you got 

corn bread.' I thought 'how true.' I try to think of it like that." A participant with 

childhood onset disability, Marie, stated "I don't know what my life would be like 

without the disability, but I think it's just .a way that God has polished me." 

Another insight I gained from this research is that the 'breaking free' level of 

spiritual evolution for indi~iduals with disabilities found in this study is ref)ective of 

Fowler's ( 1981) fourth stage of faith. The fourth stage, called "individual-reflective. faith" 

is characterized by people being able to take a stand on their own values, separate from 

what they learned growing up (Fowler, 1981 ). This indicates that there may be some 

similarities in the evolution of spirituality for individuals with and without disabilities. 
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Finally, it became clear that having onset of disability early in life versus later in 

life impacts an individual's spiritual evolution. This is important because as occupational 

therapists, we work both with people with childhood-onset and adult-onset disabilities. It 

wiii be helpful for therapists to understand the general differences between the two 

groups and to intervene accordingly. 

Implications for Occupational Therapy Education, Practice, and Research 

Implications for Education 

The literature review brought to light the fact that many occupational therapists 

are unsure how to address spiritual issues with clients because they have not received 

training on how to do so (Enquist et al, 1997; Farrar, 2001 ). Occupational therapy 
/ 

educators need to become clear about their own spirituality and whether or not they 

believe addressing spirituality is appropriate in occupational therapy practice. 

Occupational therapy educators also need to familiarize themselves with the literature on 

spirituality and include spirituality as topic in their classes in order to prepare future 

occupational therapists to address spiritual issues confidently in practice. 

Implications for Practice 

As stated above, occupational therapists need to become comfortable with 

addressing spiritual issues in practice. One way to do that is through becoming familiar 

with literature about spirituality. Another way for occupational therapists to increase their 

comfort level with spirituality is to attend professional conferences, workshops, and 

inservices that provide information about treatment using spirituality. Occupational 
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therapists working in the clinic need to be reflective about what their own stance on 

addressing spiritual issues is with clients, and what their own spirituality consists of. 

This research suggests that addressing spiritual issues with individuals with 

childhood onset disabilities will be a different process for therapists than addressing them 

with individuals with adult onset disabilities. Adults with childhood onset disabilities 

have had time to adapt to their disabilities and to understand the meaning of their 

disabilities in their lives. Therefore, they will most likely already have spiritual resources 

from which to draw during therapy. They may also be more reflective than their adult-

onset counterparts. They will require time to reflect on what has happened to bring them 

into therapy. They will also benefit from being encouraged to share their stories through 

the use of narratives - either spoken or written, or both. 

Occupational therapists working with children and adolescents with disabilities 

will have to be sensitive to any feelings that arise for them regarding their disabilities, 

especially as it relates to an inability to meet developmental milestones. Occupational 

therapists will need to be able to address the questions that the children or adolescents 

bring up regarding the meaning of their disabilities and do so at a cognitive level that is 

developmentally appropriate. Occupational therapists, when working with children or 

adolescents with disabilities will also need to work with the families of their clients when 

addressing spiritual issues, so as to address them in a way that the families find 

acceptable. Also, this research suggests that occupational therapists need to facilitate the 

inclusion of children with disabilities into desired school activities, so they do not feel 

disconnected from the rest of the group of children. This can be done through providing 
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modification of musical instruments and other objects used in school activities, for 

example, as well as educating teachers regarding ways to include children with 

disabilities in school activities. 

When working with adults with adult onset disabilities, this research suggests that 

their spirituality is something that engages their feelings. Spirituality typically provides 

feelings of hope, faith, calmness, and joy. When a person is first coming to terms with a 

disability as an adult, he or she may experience feelings of tremendous loss. Occupational 

therapists can help facilitate their clients' healing and adaptive processes by addressing 

spiritual issues with them, and helping them to -connect to themselves in a calm, hopeful, 

and positive way. They can also help clients to engage in meaningful ritual activities that 

center around their religious beliefs. Occupational therapists can also assist clients in the 

exploration of changes in their values and beliefs during the recovery process. Scheduling 

time for a client to reflect during a busy day is one way to do that. Another way is 

through the use of narratives- encouraging clients to share with them the stories of their 

lives. 

Sometimes in practice, occupational therapists work with clients whose spiritual 

and religious beliefs conflict with their own. Regarding religious differences, 

occupational therapists need to be able to put their own religious beliefs aside and work 

collaboratively with their clients to support their clients' religious beliefs and practices. 

Therapy is not an appropriate place for proselytizing or trying to convert clients to a new 

religion. 
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In a situation in which the spiritual beliefs of a client interfere with him or her 

benefiting fully. from therapy from the therapist's perspective the therapist still needs to 

remain client-centered. An example of a situation that could arise is a client who believes 

that praying, attending church and the prayers of the congregation are all he needs to be 

healed. The occupational therapist in that situation needs to remind herself that just 

because the possibility of a miraculous healing is not in her belief system does not mean 

that it is out of the realm of what is possible. The occupational therapist should not take 

away a client's hope. Instead, she should collaborate with him to address his goals to 

attend church and to pray. In doing so, the level of trust and rapport between the therapist 

and the client will be strengthened. She may also discover some creative ways that she 

can address what she considers to be typical occupational therapy treatment issues while 

meeting the client's goals. At that point the occupational therapist can take a both-and 

approach rather than an either-or approach to the dilemma. In the above situation, that 

might mean that the therapist suggest to the client that therapy may be one of the answers 

to the client's prayers. 

Implications for Research 

More qualitative research on this topic is warranted. Future qualitative research 

topics regarding spirituality and disability should address gender issues, as men and 

women experience having disabilities in different ways (Nosek, 1997). For example, 

rehabilitation efforts in the past have focussed primarily on returning men to their roles, 

due to the high level of men wounded in wars (Nosek, 1997). More research is needed 

regarding the effects of disabilities in women and their roles (Nosek, 1997). For example, 
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women with disabilities are less likely than their non-disabled counterparts to get married 

and have children (Nosek, Howland, Rintala, Young, & Chanpong, 1997), and thus are 

less likey than women without disabilities to have a spouse or children act as caregivers. 

Since connecting to others is an aspect of spirituality, exploration of caregiving and 

gender issues will be important for future research. 

The above line of research can be replicated with people from religious 

backgrounds other than Christianity to see how different religions impact spirituality in 

people with disabilities. Those findings can be compared to the findings of this research. 

This study can also be replicated with people who have no religious background to 

understand how their having no religious background impacts the meaning of spirituality 

for them, how their spirituality evolves over a lifetime, and how spirituality relates to 

their adaptation processes. Those findings can also be compared to the findings of this 

study. Replicating this study with individuals with childhood onset mental illness and 

adult onset mental illness would also be of interest. 

The measurement of spirituality n~eds to be addressed further. The OT-Quest 

(Schulz, 2000) is only one way to assess spirituality, and the tool is still being developed 

(See Appendix I). A revision of the tool is underway, and will involve adding many more 

items to it, administering it to a large population, doing a factor analysis on the results, 

and h<:>ning the items based upon the constructs found in the factor analysis. 

Piedmont's (200 1) spirituality assessment tool for rehabilitation, called the 

Spiritual Transcendence Scale (STS), is another option for assessing spirituality. The tool 

describes three constructs of spirituality: Prayer Fulfillment, Universality, and 
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.:·::;:i';~;t:)::j .. {:(,, ' .. · . . . /.' . . .·.. . . . ,<::: ' ·i. ' . ·. :>::.~) ':\ 
Coririectedness (Piedmont, 2001 ). Prayer Fulfillment involv~s "afeeling of joy that 

result~~~;~';~isonal e~~&~ier~ ~th a,franscendent reality" (p.6). U nivetsality refers to 
·: }(;~()";·)··,:~\.·:.: ··):;;.:·. , .. ~ ;-i';:)i ~,:.;i: ··;/: ,.< i, ::·;1' ; :\ . . ' . . . . ,. 

"a belief in the'uriitive nature of life" (p.6): ,Connectedness means"a beliefthat oneis \' ' .,, . : ,,,~,. t \\i~ ,; ,, "' .,:·;''' .· ';:.;,. ;. ' '· . •' ' ' ' . .. 
'~', ., . "I~,; ·. : · ·-< · ··"··· ,: _ :·. : . ' .. ~ .. --~~ ·. ·. . :·. . .. , ;'. . . . ' 

part of a)argef human reality·t~at cuts across generations and across groups'' (p.6). 

Piedmont (200 f)~~~ggests usini 'the· STS. for future rehabilitation research~ .· . 
( '·.~.. '· .. ·<.:.\,, ·;~· .. : . . ' ',' 

· A quarititati~e instrmneritshould also be developed that distinguishes between a 
' : , /;\ '::}':~~> <'I; ' \''.>) . . . ; 

person's religiosity and' spirituality -both for therapists to use forthemselves as well as 
e ' ·f··,~,\,t:·~~.,_i/"1.:.'~!> '( -'( I 

1\ ·~·.· ,~·.··_, 1: ,, 

for their cli~rit~~ ·~1s:9,, an~ explofatiori of the similarities arid differences in the evolution pf 
• !{ ' t l ,_ •f ',.,' ' 

, ... ' ; ' ) '. '~ ',' 
;tIll 

spiritUality for'iridividuals with'and'without disabilities· is also an area for future research. 
> 'I'.' . •f •/ ,':.~: :~~:::j\ f';;:' I .' 'I> ' . '1 ' , . ' i 

Quantit;ti~~'~d mixeddesign'research studies are also needed on the topic of 
,::\;:;:;::,: ... ' .. 

spirituality. ohce; s'ome clear constructs for spirituality have been determined through 
''''\,J.\> •. ··•• '. .. • . . . . 

qualitative means ~~d as~essh1ent tools, quantitative methods will provide ways to 

determine whethe{dr riot·addr~s~ing spiritual·issues .with clients.in treatmenffacilitates 

<C ..•. ··. : >:·.; ' .. '',,',• . ... . .· 

their adaptati()nptg~e~s·e~ and whether. or not it affects outcomes.'.Researching the· 
- '' ~c ' ,. ''\ "\ ~ ' 

effectiveness of addr~~·~i~g spiritual' is's~~s in. acute' care,. inpatient rehabilitation~ 
'' ' ... ' .t' :::' . ,. . .. ·. ' .,, ·. . . •; . . ' 

outpatientrehab(Iit~ti'oh~' ho~~::·health'care, skilled nursing facilitie~, mental hospita!s, day . 
r,, ,, A \>~/~ ,: \ \ ' > ' ! 

treatment cUld sch6'o(s~st~llis ~in be valuable.' Mixed design research could shed light on 
' 'j,' /.~ . ··, ' • - \ ' :' '·"' ., ' ' • . .. 

! ·~.' ) ; .. \, 

the outcomes received from addressing spir.ltual 'issues in practice. 

· Conclusion 

;This .research study does shed lighton the meaning of spirituality; how spirituality 

evolves·across a lifetime; and how spirituality relates to the adaptation processes of 

individuals with disabilities, from a Judeo-Christi_an perspective. From the literature; 
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review, the connectedness and expressiveness aspects of spirituality became clear. From 

the interviews, the concept that the two groups of participants - those with childhood 

onset disabilities and those with adult onset disabilities- placed different emphases on 

different aspects of spirituality came to light. However, both groups together described 

spiritual evolutionary processes and both groups described adaptive strategies and ways 

in which they use aspects of their spirituality, especially connecting to a Higher Power, to 

adapt to changes and challenges from family and health issues that arise. 

Spirituality, while still a mystery, can be described as multidimensional and 

evolving over time. (Insert Figure 5 here). This model is a visual representation of three 

dimensions of spirituality: a vertical dimension - connecting/disconnecting to a higher . 

power, values, and beliefs (through reflections, narratives, and actions), a horizontal 

dimension- connecting/disconnecting to self, others and the world (through reflections, · 

narratives, and actions), and a third dimension, time. Spirituality is on a continuum, and 

is dynamic as it evolves throughout a lifetime. This model does not encompass all aspects 

of spirituality, as spirituality is still elusive and mysterious. However, it does provide a 

beginning structure to assist therapists in their thinking about spirituality. 

In looking at the model, four examples of types of people at the extremes of the 

continuums can be described. For the vertical and horizontal dimensions involving 

connection, at the extreme would be people such as Mahatma Gandhi, Martin Luther 

King, Jr. or Mother Theresa. At the opposite end of the continuum, where there is 

extreme disconnection to both the vertical and horizontal dimensions, would be people 

with severe depression or people who had just experienced major traumatic events or life 
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threatening illnesses. It is in this area of the model that occupational therapiststypically 

intervene. 

Where the horizontal dimension indicates connection and the vertical dimension 

disconnection, an example of the extreme would be someone who is living a meaningless 

life. He or she may be highly successful in the world and amassing a fortune. The · 

connection to the secular world is there, yet it holds no meaning because of the 

disconnection to a Higher Power, values and/or beliefs. An example of polar opposite of 

that, where there is extreme connection to the vertical dimension and extreme 

disconnection to the horizontal dimension, would be a monk or hermit who spends his or 

her lifetime meditating in a cave 

What will become important for future research when using this model is 

addressing not only the level of connectedness that a person experiences, and how they 

express that connection, but the quality of that connection. Connectedness, when 

discussing spirituality refers to a relationship that is positive and harmonious and healthy, 

as opposed to negative, inharmonious or fused. People can experience a meaningful and 

healthy connection to family members, even if those family members are living in 

another part of the world, or deceased. Likewise, people can experience an unhealthy 

connection with others who are physically present with them in the same room. Sorting 

out these types of issues when researching spirituality using this model will be of value. 

This research suggests that spirituality is a vital resource for adaptation, and that 

spirituality does dovetail well into the Occupational Adaptation frame of reference. The 

challenge for occupational therapists will be to dete1mine how to incorporate spirituality 
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into practice. This research further suggests that individuals with disabilities will not 

automatically volunteer information about their spirituality, and therefore therapists will 

need to be adept at facilitating the discussion of spiritual issues. The therapeutic use of 

narratives with individuals with disabilities, with the intention to understand their past, 

present and desired future goals around connecting to the self, others, the world, and a 

greater power, may be helpful in setting meaningful and appropriate goals with them. 

For therapists t~ write goals that address spiritual issues, a guide or model for 

spiritual assessment is needed. A suggested model of spirituality assessment is found in 

Figure 6. (Insert Figure 6 here). Using this model of spirituality assessment, occupational 

therapists can quickly determine the level (high, medium, low, or none) of a client's 

connectedness in the past and the present to the self, others, the world, and a greater 

power, and also how connected the client would like to be in the future to those elements 

of spirituality. The model also provides space for addressing how the client usually 

connects to those elements of spirituality and why the client connects to them at a 

particular level. Finally, this model of spirituality assessment provides a space for 

therapists to write goals in collaboration with the client, based upon the information 

received by the client during the assessment process. 

This research further suggests, given the importance of the family, both as 

something that demands adaptation and mastery, and as a resource that supports 

adaptation and mastery, that occupational therapists consider using a family-centered 

approach with individuals with disabilities. Addressing caregiving from a family-centered 

perspective in treatment will also be important. Future qualitative research needs to 

158 
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'· .. • 3"•J' .· ::,); :·~ .• ' .•. ~- •. ' ,· \? ....•..•.. ·}.~:1<,··.·. ·: . ·. ''· . 

facilitates adaptation arid:decreases length.ofstay in the hospital;· for example, 
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Figure 2:The Adaptation Gestalt 
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Figure 3 :The Adaptation Gestalt and Spirituality 

162 



Figure 4: Spirit as Integrator of The Adaptation Gestalt 
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Connectedness Past Present Future Goals 

To Self 
High 3 3 3 
Medium 2 2 2 
Low I I I 
None 0 0 0 
Why? 
How? 
To Others 
High 3 3 3 
Medium 2 2 2 
Low I 1 I 
None 0 0 0 
Why? 
How? 
To tlie WoriCI 
High 3 3 3 
Medium 2 2 2 
Low I I I 
None 0 0 0 

To a Greater Power 
High 3 3 3 
Medium 2 2 2 
Low I 1 I 
None 0 0 0 
Why? 
How? 
Totals Grand Total: 

Means Grand Mean: 

Figure 6: Spirituality Assessment-at-a-Glance 
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Abstract 

The purpose of this literature review was to explore the topic of spirituality from the allied health 

professions, occupational therapy, and disability literature. Articles and books from inside and outside occupational 

therapy and from the disability literature regarding spirituality were reviewed and analyzed for content areas and 

general themes. The two themes of"connectedness" and "expressiveness" as aspects of spirituality were generated 

from the non-occupational therapy and occupational therapy literature. A defmition of spirituality was proposed. 

Persons with disabilities described a sense of disconnectedness to others, the world and a Higher Power. They 

expressed their spirituality through their actions to rectify that sense of disconnection. Occupational therapists are in 

a position to be true allies to their clients with disability. Through listening to them, not trying to ft.x them, not 

limiting them, instilling in them a sense of hope, and collaborating with them; that sense of disconnection can be 

alleviated. 
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Introduction 

The spiritual dimension is becoming recognized as a vital component of health by practitioners in health 

professions (Ziegler, I998) and by consumers of health care (Puchalski, 1998). Spirituality, because of its complex 

nature, can be elusive to defme (Meraviglia, I 999), and can be a challenge to integrate into occupational therapy 

practice (Engquist, Short-DeGraff, Gliner, & Oltjenbruns, 1997). 

At one time the terms spirituality and religion were considered synonymous; however currently they are not 

(Zinnbauer, Pargament, Cole, Rye, Butter, Belavich, Hipp, Scott, & Kadar, I997). Today, people conceptualize their 

own personal relationship with spirituality and religion in a variety of ways (Munley, I983 as cited in Conrad, I985; 

Zinnbauer, et. al., 1997). This paper will focus solely on spirituality, with religion being considered only as it 

mentioned within the context of spirituality. 

Spirituality is described as an element of holistic health (Banks, 1980; Benzein, Norberg, & Saveman, 1998; 

Hamilton and Jackson, I 998); wellness (Benjamin & Looby, 1998); and quality of life (Ross, 1995). "Spirituality is 

the center or core of humanness" (Sellers & Haag 1998, p .338). Spirituality cannot be separated from the other 

dimensions that comprise an individual (Conrad, I985). Human beings ha\·e spiritual needs that must be met, 

especially during situations involving health (Conrad, 1985; Emblen & Halstead, 1993 ). Studies indicate that 

increased spirituality is linked with well-being (Kennedy, Davis, & Taylor, 1998), and that spirituality may be 

valuable in the rehabilitation process (Riley, Perna, Tate, Forchheimer, Anderson, & Luera, 1998). Given that 

occupational therapy values an holistic approach (American Occupational Therapy Association (AOTA], 1993), and 

addresses the issues ofwellness (Johnson, 1986; Reitz, I 992; White, 1986), and quality of life (Robnett & Gliner, 

1995), spirituality is appropriate to examine and define for application in occupational therapy intervention. 

The Spiritual Dimension as Found in the Philosophies of the Early Leaders of0ccupationa1 Therapy 

Occupational therapy has its roots in the Moral Treatment Movement in England, which was guided by the 

spiritual beliefs of the Quakers (Reed, 1993). It originated during the heyday of the arts and crafts movement, which 

began with the philosophy of John Ruskin and was cultivated by William ~!orris (Levine, 1987). The arts and crafts 

movement occurred during a time of sociocultural change when people valued simplicity and authenticity and were 

searching for increased meaning in life though creatiYe doing (Levine, 1987). Early leaders of occupational therapy 

who espoused the philosophy of the arts and crafts movement included Herbert Hall, Adolf Meyer, William Rush 

Dunton, Jr, Julia Lathrop, Susan Tracy, George Barton, and Eleanor Clarke Slagle (Levine. 1987). 
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Prag~atism was a~~ther phil~~ophy that influenced the early leaders of the profession (Breines, 1987). 
;·~~;''~~::· 1: ·:J:::'' 1:_:. ;_·t 

Pragmatism "is a philos~~h; ~fmindlb~dy integration and time/space unity ... and ... assumes ... that active 

participation contribute~i~~?t~~ develop~:nt of the individual and society as a whole"(Breines, 1987, p.523). Early 
"" ,,, 

leaders of the profession who embraced pragmatism were Adolf Meyer, Julia Lathrop, Rabbi Emil Hirsch, and 
:<) p, 

Eleanor Cla~ke Slagle (Br;ines, 'i 987). ~ lt'~as Meyer ( 1922) who based the philosophy of occupational therapy on 

the beliefth~~ the mi~d ~~~ b~d; ofh~~~~teings are inextricably linked. From the concept of the mind-body 

connection, came the idea of the importa!lc'e of using an holistic approach in occupational therapy intervention, of 

which spirituality is a dimension (Law; Cooper, Strong, Stewart, Rigby and Letts, 1996). At the outset of the 
I . ~-· 

. .,,;1( 

profession in Canada, the concept of holism was viewed as the connection between mind, body and spirit (Trent, 
'~>~>'~:;y-~:·,j/ >\ ·)':~}):,' 

1919). 
·t:< 

Some of the founders of the pr~fesslo~ mentioned spirituality and the valuable influence that occupation 
j ~~.:-·\ ":i:-~", :·. _;\> _,. · .. ( .. / .;' /' ;-.~: 

has on the human spirit (Peto~uitl;'1997):F~r"e~~rri~le, Dunton (1919), stated in his Credo" ... That sick mffids, sick 
"-~-. ~:·>,;!·-\: ·?)\,-_-.'~.,·t"· ., ' ·.~ -, ,-~ ~." 

bodies, sick souls may be healed through occupation" (p.10). Barton (1920), maintained that practice with 
, ,. ·u . \: 

occupation had a beneflcial impact sptntu~ll~,/rne~tally, and physically. Also, it was considered important that 
. :!:''~·~~~-}.~I: .. 

graduating therapists retain th~ir'spiritUal values (Kidner, 1929). Given the philosophical underpinnings of 
·:~:,;>. ~~~i,',·\-1 >~.--·~~-~-· .. ,, ·:.·; \' ··~ .. :.~.:-

occupational therapyand the inclusion of spiritual issues in the words of the early leaders of the profession, it seems 
'l,., ' ' ,.. ' . '· ., ··' ~ 

that spiritualtty is a valid topic:~o~~,~p~tional thera;; to investigate further. 
} ' ' ';~'; :,:... . '" '. 

'~ ,' ' . ., '< . ; : ~I_,, .~ ,:1 •' '11 ~. ' ' \ i'J.. ·.\ '; 

The purpose of this article is to define the nature of spirituality through a review of the nursing, psychology 
' :;'-.;; : 1 ~;,;_::.>:::,, '.\,;·~<''·,,~,'~~',,t:• '<~•!';,'', 

and counseling, health education, social\vork, and occupational therapy literature. It will then address the topic of 
<·'.{ }' ·:/;-.'.··'' ·';. . ·., ·-r· 

spirituality as found in the occ~pational ther~py lit~rature regarding how it applies to practice, and the spiritual 

aspects of occ~patiok Fin~lly~ spirituality frorri the perspective of persons with disabilities, and current research 
\"' ·-\~· f <: ,·· . '\,' . ,"1', ' 

being done regarding''~-H~abili,tY and spirituality will b.e explored. 
• ·,',',• -.·-··,· .>· . '. -.... , 

1 
Methods f~r the Literature Review 

I began the literature review process by ,doing a search on the MEDLINE, CINAHL, ERIC and Psychinfo 

databases for "spirituality"i~ the no11-occupational'th~rapy literature. I found the articles published in the past 10 
'- ! ! .• : i. ,:·~-~ l . ~ 

years and did a reverse chronol~gical~7arch from the reference lists of those articles. Through that process, I 

gathered approximately Itb";~~~}~l~~~fro~ nur~ing,;ps,ychology and counseling, health education. and social work 
• '? .• ~ '.,/ . - •.·· • . ,_. - "'" 
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that were published between the years of 1980-1999. I set aside those that addressed issues that were not directly 

focusing on spirituality (hope, coping, wellness, quality of life, spiritual care, religion, etc.) and reviewed only those 

most pertinent to spirituality. (See Table 1). Those remaining articles came from both the general journal literature 

as well as journals specifically dedicated to spirituality and related issues. 

For the occupational therapy literature, I searched the 'OT Bib-Sys' for the term 'spirituality' and found 

articles published during the years 1990-1999. I did a reverse chronological search from the reference1lists of those 

articles. I found that prior to 1990, (with the exception of the founders of the profession) occupational therapists 

were not specifically addressing the issue of spirituality in their publications. The publications prior to 1990 focused 

on issues related to spirituality, such as holistic health, wellness, quality of life, and caring; however they were not 

included in this literature review. (See Table 1). The articles reviewed came from the general occupational therapy 

journal literature from the United States, Canada, and Great Britain. 

For the disability and spirituality literature, an expert on the topic gave me the contact information of a 

woman who is an Episcopal priest as well as a person with a disability. She teaches college level courses on the 

topic of spirituality and disability, and sent me her course bibliography. The list was extensive, and contained mostly 

books, so I limited the time frame to the 1990's with this literature. I also included some other articles I found 

through a local disability service agency. Finally, I included in that list autobiographical works and other 

publications authored by persons with disability that I had read from courses I had taken, and with those items 

included, the resulting disability and spirituality literature list time frame spans from 1988-1998. (See Table 1 ). The 

reviewed articles came primarily from journals specifically dedicated to disability and/or spirituality and related 

issues. A complete reference list for all literature reviewed is available from the author upon request. (Insert Table 1 

here). 

Initial Analysis 

For the non-occupational therapy literature, I examined the definitions of spirituality I found in the articles. 

I divided those defmitions into four distinct sections: descriptions of spirituality; elements of spirituality; benefits 

provided by spirituality; and positive outcomes from spirituality. For each section, I made a chart. On the horizontal 

axis I placed the different elements that appeared in each author's work. On the vertical axis, I placed each 

reference. When an element was found in a piece of literature, I placed an "x" mark at the intersecting area on the 

chart. In this way I was able to get a detailed analysis of what the literature was truly saying about spirituality, and 

I 

/ 
/ 
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where the authors overlapped in their discussion of spirituality. These charts were then written up in paragraph 

format. From those paragraphs central themes emerged. 

For the occupational therapy literature, I went through a similar process. I looked at the defmitions of 

spirituality and determined four categories: descriptions of spirituality; elements of spirituality; expressions o,f , 

spirituality; and benefits provided by spirituality. I made a chart for each of the 4 categories and marked where each 

element intersected for each piece of literature. Paragraphs were written based upon the charts. Fro111 tho~e 

paragraphs primary themes became evident. 

After that initial analysis process, I developed a definition for spirituality. I used that defmi~ion to strt~cture 

my analysis of the disability and spirituality literature. Also, from the occupational therapy literature, I wa~,able to 

formulate the spiritual aspects of occupation. I used those concepts to analyze the autobiographical,~orks that I had 

read from persons with disability to support ideas about the spiritual nature of occupation. 

~nterpretive Process of Central Theme:) 

From the review of the literature, after taking a broader view of the initial analysis process, it became clear 

that spirituality appears to be comprised of2 overarching themes: (1) cormectedness; and (2) express,iveness. ~e 

non -OT literature appears to focus on the connectedness aspect of spirituality and the OT literature e,mpha~izes the 

expressive aspect of spirituality. 

The Connectedness of Spirituality 

Spirituality involves a sense of cormectedness to the self, others, the world, and a higher power (Ross, 1995). An 

examination of each element of cormectedness follows. 

Connectedness to the Self 

The connection to the self is at the core of spirituality. The term 'self may refer to different things~ the true 

nature, essence, spirit or soul of the person, an individual's sense of identity or personhood; and t~e personality or 

outward manifestation of the individual's true nature. Bellingham, Cohen, Jones, and Spaniol (1989) state that 

cormecting to the self"means acting congruently with one's feelings and values" (p.20). In order to do that, people 

must be willing to spend time alone and pay attention to their inner thoughts and feelings. Dyson, Cobb & Foreman 

(1997) assert that "one's inner self and inner resources are fundamental in the exploration of spirituality" (p.ll84). 

Burkhardt (1994) maintains that self-awareness is an outgro\\1h of spirituality. When people are connected to their 

I"' 
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inner self, the resulting sense of harmony is made evident by their satisfaction with life and self (Hungelmann; · 

Kenkel-Rossi, Klassen, & Stollenwerk 1985). 

Connectedness to Other Humans 

The sense of connectedness to others is an important part of spirituality. The circl~ ~f others can include the 

family, friends, neighbors, and those individuals in the community with whom we interact on a regular basis. 

Bellingham, Cohen, Jone~, and Spaniol ( 1989) state that people can connect to each other physically, , 

emotionally, and intellectually. This connection can occur when a person shares with others about his/her life 

(Bellingham, Cohen, Jones, and Spaniol, 1989). Having a meaningful relationship with others is vital to a sense of 

spiritual well being (Hungelmann, Kenkel-Rossi, Klassen, & Stollenwerk 1985). "One's relationships with others 

are pivotal to spirituality." (Dyson, Cobb & Foreman, 1997, p.1184). This is because self-development, an 

outgrowth of spirituality, "cannot occur in isolation" (Burkhardt, 1994, p.15). 

Connectedness to the World 

Feeling a connection to the world broadens the scope and expands our sense of spirituality. The term 

'world' may include such things as nature and the environment, as well as culture, aesthetics';, society, the planet and.

the universe. So while spirituality begins with the small individual self, the connection .felt dn e~compass all that 

there is. Dyson, Cobb & Foreman (1997) state that spirituality can include the community and that "spirituality can 

acquire different perspectives according to the context of the individual" (p.1184 ). Burkhardt ( 1994) asserts thai 

people gain strength from connecting with nature. This is because nature is "a reminder of God's presence" 

(Hungelmann, Kenkel-Rossi, Klassen, & Stollenwerk 1985, p.151 ). 

Connectedness to a Higher Power 

Feeling connected to a Higher Power is also part of the essence of spirituality. In Western, Judea-Christian 

religions, God is experienced as the other (Dossey, 1998). In Eastern traditions, the experience of God is the Self 

that is the pervasive, connective foundation of all life and that is also within the self of the person, which are one and 

the same (Dossey, 1998). The discussion regarding a Higher Power that follows encompasse.s both E·astem and 

Western viewpoints. For some people, this may involve feeling connected to a particular religiou~ figure, and for · 

others, feeling a connection to the divine. For those who do not believe in a Higher Power, the connection is felt to 

the belief system, whatever that may be for them. 

I" 
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Dyson, Cobb & Foreman (1997) explain that the defmition of a Higher Power, or God "does'not reject the 

notion of some form of God associated with deity and religious systems, but it may incl~de. ~.work, money, personal 

gain" (p.ll85). Bellingham, Cohen, Jones, and Spaniol ( 1989) describe connecting to a higher power as 

"connectedness to a larger meaning or purpose" (p.18). Burkhardt, (1994) states that the co~ection to the divine is 

mysterious and involves an element of trust. The connectedness to God "exists throughout.and beyond time and 

space"(Hungelmann, Kenkel-Rossi, Klassen, & Stollenwerk 1985, p.l52). People connect to a higher power in 

many ways, including "meditation, prayer, being in nature, ritual, and talking with othe.r people" (Burkhardt, 1994, 

p.18). 

The Expressiveness of Spirituality 

Spirituality can be expressed through our reflections (Unruh, 1997), narratives (Kirsch, 1996), and actions 

(Egan & DeLaat, 1997). A description of the expressive elements of spirituality follows. 

Expression Through Reflections 

Spirituality has an internal aspect. As we engage in our communion with ourseiv.es a~dl~ur a higher power, 

there is usually an internal dialogue or process that takes place. Sometimes those are just moments of quiet reflection 

and contemplation on the existential questions of life. Sometimes that reflection may be expressed.through prayer or 

meditation. 

Reflections are a form of meaningful occupation (Nelson, 1988). As we participate in a meaningful, 

centering occupation, those reflections are able to come forth (Unruh, 1997). Occupations that are meaningful 

provide the opportunity for spiritual renewal (Unruh, 1997). The sense of renewal may come from engaging in 

meaningful occupation that allows an individual to enter an internal spiritual state (Unruh, 1997). This i.nternal 

spiritual state involves a person putting aside the external world and reflecting on his/her part in the greater scheme 

of things (Unruh, 1997). 

Expression through Narratives 

Each one of us has a story to tell. It is the story of our lives. We tell the story in bits' ~nd pieces to others, 

either through the spoken or the written word. It is through that narrative expression that we lea~ ab~llt ourselves 

and that others learn about us. 

The narrative and the story it tells describes the true essence, or spirit of the person; through describing 

his/her actions (Kirsch, 1996). Narratives clarify to others and to the individual what is meaningful and purposeful to 

t'" 
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that person (Kirsch, 1996). Narratives are powerful ways to gain _insight into a person's inner state because they 

describe a person's.past, current circumstances, and plans and hopes for the future (Kirsch, 1996). 

Expression Through Actions 

Human beirigs by nature, take action (AOTA, 1979). Our actions express to others and the outside world, . , 

who we truly are. Through our actions we learn about ourselves .. Through our actions we develop and grow_ and • •· 

evolve (AOTA, 1979). Our actions are outward expressions of our innermost nature (Egan & DeLaat, 1997). 

Occupation allows people to connect with others in meaningful ways and brings meaning to a person's life (Egan & 

DeLaat, 1997). Through participation in meaningful activity with others, people are able to express their "shared , 

belief in the inherent value of all human beings" (Egan & DeLaat, 1997, p.115) ... -- ,, 

A Proposed Defmition of Spirituality for Occupational Therapy 

Based upon the above literature review, a proposed defmition of spirituality for occupational therapy is: : 

feeling a meaningful connection to our core self, other humans, the world, and/or a greater power (Egan & DeLaat, 

1997) as express~dthrough our reflections (Unruh, 1997), narratives (Kirsch, 1996), and actions (Egan & DeLaat, 

1997). 

Incorporation of Spirituality in Occupational Therapy Practice 

Kelly ( 1997) expressed in an editorial that in Great Britain, the issue of spirituality has been ignored of late 

in occupational therapy literature. Collins (1998), another author from Great Britain illustrated a two-dimensional 

model to clarify the role that spirituality has in quality of experience. In the United States, the issue of spirituality , 

was first raised indiscussing the treatment of individuals with AIDS (Gutterman, 1990; Presti, 1990). In both the · 

United States and Canada, spirituality has been widely discuss~d in philosophical essays regarding its role in the 

holistic scope of occupational therapy practice (Christiansen, 1997; Egan & DeLaat;· 1997; Peloquin, 1997; Unruh, 

1997). 

Occupational therapy as a profession focuses on involving peoplein occupation (Peloquin, 1997). 

Occupation is "engagement in self-initiated, self-directed, adaptive, purposeful, culturally relevant, organized 

activity" (Yerxa, 1994, p.587), that has daily meaning and that encompasses a person·s life (Trombly, 1993). It is 

therefore important to examine the spiritual aspects of occupation as described in the literature. 

Peloquin ( 1997), in a philosophical piece, stated_ that the spiritual aspect of occupation was upheld by the 

writings of the founders of occupational therapy, and therefore is appropriate to address with patients. Egan and 

t" 
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Delaat, (1997), stated in an essay that spirituality is applicable to occupational therapy intervention because it is 

intrinsic to life. Philosophical works also stated that spirituality adds meaning to everyday occupation (Christiansen, 

1997; Egan &_DeLaat, 1997; Unruh, 1997), and is at the core of motivation (Egan & DeLaat, 1997; Howard & 

Howard, 1997). The creative aspect of occupation is a spiritual one that allows a sense of life making and mastery 

(Peloquin, 1997). Spirituality, as demonstrated in a case study, gives direction (Kirsch, 1996) and purpose to our 

lives (Townsend, 1997a). 

Religion has been considered a dimension of spirituality for some people (Christiansen, 1997; Howard & 

Howard, 1997). For example, Frank, Bernardo, Tropper, Noguchi, Lipman, Maulhardt, and Weitze (1997), ina 

phenomenological study, described how the everyday religious practices of Orthodox Jews gave meaning and 

purpose to their lives. Low (1997), in an exploratory essay, examined the relationship between people's religious 

beliefs about pain and how they cope with pain. She suggested that therapists become aware of their patients' 

religious beliefs in order to be prepared for patients' responses to treatment and to more readily address patients' 

needs (Low, 1997). 

In a survey, Engquist, Short-DeGraff, Gliner, and Oltenbruns (1997) found that spirituality was personally 

valued by occupational therapists and considered by them to be important to the rehabilitation process. However, 

occupational therapists reported that they felt unclear about how to apply spiritUality to practice because of lack of 

training (Engquist, et al., 1997). Regarding the application of the spiritual dimension to practice, Hammel ( 1995) 

wrote an essay exploring quality of life for persons with spinal cord injury. In that essay she stated that when 

occupational therapists understand a person with spinal cord injury's spiritual beliefs, the information gained 

enhances the holistic aspect of treatment and the client's quality of life (Hammel, 1995). 

Algado, Gregori, and Egan (1997) were successful in applying spirituality to intervention. Using a: 

phenomenological case study format, they described the effectiveness of using the spiritual convictions ofrefugees 

to direct occupational therapy practice (Algado, et al., 1997). The spiritual aspect of hope in occupational therapy 

intervention was explored in a case study format (Spencer, Davidson & White, 1997); and in a phenomenological 

pilot study (Neuhaus, 1997). Hope is a valuable tool for recovery that appears to be underused and/or not 

documented enough in occupational therapy practice (Neuhaus, 1997; Spencer, Davidson, & White, 1997). 

On a larger scale, Townsend ( 1997b) stated in a philosophical piece that occupational therapists need to 

advocate for a "spirituality of community inclusiveness" (p.l46). whereby all people would be shown equi\'alent 
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opportunity and esteem, despite differences. In another philosophical essay, Kroeker (1997) asserted that in today's 

complicated, non-religious society, further research about spirituality is required to determine its impact on the well 

being of humanity. 

In the philosophical occupational therapy literature, arguments for the inclusion of spirituality in practice 

have been made based upon the words of the early leaders of the profession, imd the many ways in which occupation 

is spiritual in nature. The positive impact of spirituality on the well being of all of humanity was stressed. The 

empirical literature has raised the question about how to apply spirituality to practice, and has given examples of 

how hope and use of clients' religious beliefs can applied in the clinic. Given that most of the existing occupational 

therapy literature about spirituality is philosophical in nature, further empirical research on the topic is warranted. 

Spirituality from the Disability Perspective 

In reporting on a phenomenological study she performed, Do Rozario (1994) stated: 

people with a range of disabilities and chronic illness ... confirmed five key factors that help to facilitate 

• health and well-being, the power of hope; the power of personal control, positive social support, 

meaningful participation in activities and life; and the journey of spiritual reconciliation and 

transformation" (p.51 ). 

These five factors are similar to the themes uncovered in the literature about spirituality thus far. Persons 

with disabilities have expressed frustration over helping professionals making decisions about the lives of those 

whom they serve without consulting them (Swain, Finkelstein, French & Oliver, 1993). It is therefore of value to 

explore the claims made in the occupational therapy literature about spirituality and the spiritual aspects of 

occupation from the viewpoint of persons with disabilities. . 

The autobiographical works of persons with acquired disabilities (locked-in syndrome, polio, spinal cord 

injury, stroke, spinal tumor, traumatic amputation) are replete with examples of how the spiritual quality of fmding 

meaning in life is extremely important for the recovery and adaptation process (Bauby, 1997; Beisser, 1989; 

Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990; Puller, 1991; Reeve, 1998; Sarton, 1988). 

Adaptation is "a change that promotes survival and self-actualization" (AOTA, 1979, p.785). 

The authors found meaning through their relationships with others (Bauby, 1997; Beisser, 1989; Callahan, 

1990; Hockenberry, 1995; Klein, 1998; Mu~hy, 1990; Puller, 1991; Reeve, 1998; Sarton, 1988). They also found 

meaning through their relationship to a higher power (Callahan, 1990; Klein, 1998; Puller, 1991 ). Finally, they 
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found meaning through occupation (Bauby, 1997; Beisse~, 1989; Call~han, .1990; Hockenberry, 1995; Klein, 1998; 

Murphy, 1990; Puller, 1991; Reeve,'1998; Sarton;.1988). 

Occupation also seemed to add a sense of mastery to the author's lives (Bauby, 1997; Beisser, 1989; 

Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990; Puller, 1991; Reeve, 1998; Sarton, 1988). For 

some, along with meaning came a sense of purpose and hope (Beiss~r, 1989; Klein, 1998; Puller, 1991; Reeve, 

1998). Hope can be conceptualized asthe spiritual precursor to motivation (Schulz, 1998). The importance of hope 

in the rehabilitation process was underscored when Klein ( 1998) spoke of her intense disappointment when her 

occupational therapist took away her hope ·of ever playing teruiis again. In a similar vein, Nosek ( 1995) expressed 

that more emphasis should be placed on the spiritual in rehabilitation, and less on doing. 

In addressing the aspect of spirituality that consists of connectedness to the self, some have stated that there 

can be a feeling of shame, fear and anger about h<l'vmg a disability before self-awareness and a sense of wholeness 

can occur (Gourgey, 1994; Lane, 1992), especially when the experience is one of marginalization (Gourgey, 1994). 

However, others have asserted that having a disability causes the individual to be fully aware and present in his/her 

body (Eiseland, 1994). This connectedness to the body involves a sense of acceptance and non-self pitying survival 

from living through the natural dichotomy of pleasure and pain of daily events that typically constitute life for both 

those with and without disabilities alike (Eiseland, 1994). 

In relating to the self, themes include iiitegration of the disability (Black, .1996;· Lane, 1992), sexuality 

(Eiseland, 1994) and a valuing ofthe beauty (Eiseland, 1994; Stiteler, 1993) and uniqueness (Stiteler, 1993) of the 

body itself, as well as the experiences that the body givese~erge (Eiseland, 1994). Persons with disabilities do not 

view themselves as "other than," but as human beings living a life like everyone else (Eiseland, 1994; Webb-

Mitchell, 1994). 

In exploring the aspect of spiritualitY that involves relating to others, the theme of a need for mutual 

understanding between those with disabilities and those who are temporarily able-bodied comes forth (Eiseland, 

1994; Webb-Mitchell, 1994). Attitudinal barriers, physical barriers, stigmatizationand marginalization are 

commonplace experiences for individuals with disabilities (Black, 1996; Blair & Davidson, 1993; Eiesland, 1994; 

Gourgey, 1994; Govig, 1989; Whitlock; 1993); Many people with disabilities feel isolated from others and from 

their faith communities (Eiseland, 1994; Stiteler, 1993;Webb-Mitchell, 1994). Many have been told or believe that 

their disability is punishment for sins (Black, 1996; Charlton, 1993; Lane; 1993) or bad karma (Charlton, 1993) and 
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that passive acceptance is the only correct way to respond to it (Charlton, 1993). Lane (1993) explains that 

"Disability is still seen as a basic flaw rather than a human variation" (p.11 ). 

Because of their feeling of isolation, touch is a valuable experience to a person with disability (Eiseland, 

1994). When people with disabilities are touched by those without disabilities it is often either as an attempt to harm 

or an attempt to heal (Eiseland, 1994). Lane ( 1993) stated that what the person without a disability usually wants to 

do in that situation is perform a physical healing. What the individual with the disability wants is emotional and 

spiritual healing (Lane, 1993). When the physical healing does not take place, the person with the disability is often 

blamed for not having enough faith (Black, 1996; Eiseland, 1994; Lane, 1993). 

Another theme about relating to others is the concept of dependence. A woman who had polio remarked 

that her faith helped her become more accepting of being dependent on others for help (Gould, 1995). A minister 

who had his leg amputated because of cancer realized that his dependence was a gift of mutuality in that he was still 

able to give to others and yet receive help in return (Owens, 1998). He asserted "we are all disabled in some way, 

and need to depend on one another" (Owens, 1998, p.l3). Black (1996) maintained that a belief in interdependence 

is valuable. It honors all people, not because of what they do but who they are (Black, 1996). Just by existing, a 

person contributes to the community (Black, 1996; Webb-Mitchell, 1996). 

The Disability Movement can be viewed as individuals with disability expressing the element of spirituality 

that includes relating to the world. Using the civil rights movement as a model, persons with disabilities have 

banded together to get their needs met and their rights acknowledged (Eiseland, 1994; Thornburgh, 1994). It is 

through the Disability Movement that they struggled to connect to the world and society. The ADA legislation 

(Eiseland,.1994; Thornburgh, 1994) and Independent Living are outcomes of that movement (Eiseland, 1994). 

In investigating the aspect of spirituality that entails relating to a higher power, some 

people have a difficult time relating to an able-bodied God (Eiseland, 1994). Others have felt frustrated with the 

categories in which religious traditions have placed them which in tum have made them feel angry at and alienated 

from God (Black, 1996; Eiseland, 1994; Lane, 1995). Lane ( 1995) mentioned that expressing anger at God is a 

beginning step to creating a dialogue with God. To assist with the process of relating to God, some have created ne\v 

symbols (Eiseland, 1994) and new ways of envisioning God as one who has a disability (Cooper, 1993; Eiseland, 

1994; Stainton, 1994 ). Stiteler (I ?93) suggested the value of looking at scripture from various religions in order to 

gain a more complete perspective of God and how to honor themselves in the experience of faith. 
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From the literature, the experience of spirituality for persons with disabilities seems to be one of active 

striving to connect to themselves, each other, non-disabled persons, the world, and a higher power. Through a 

recounting of their reflections, narratives, and actions, persons with disabilities have expressed their sense of self 

worth, and have asserted that mutual understanding and interdependence needs to occur between those with and 

without disabilities in order for a true sense of community to occur. They have illustrated their ability to join 

together to educate the world about what is right and necessary in order for them to live life in a barrier-free 

environment. Finally, they have searched for new ways to relate to the mystery that is the divine. 

New research is being done to investigate many aspects of spirituality as it relates to disability. Underwood, (in 

press), has created a working model of health that includes the spiritual dimension. In the center of the model is the 

heart, which is the place where integration of all the facets of the individual takes place. " ... the four key dimensions 

of functional, vital, sociocultural and transcendent radiate from and into that center like spokes of a wheel, affecting 

the core and providing the means by which the person expresses himself in his surroundings" (Underwood, in press, 

p.3). Current research in spirituality and disability also involves rehabilitation outcome studies, intervention studies, 

qualitative studies about life with a disability, qualitative studies about acquired disability, and studies that focus on 

rehabilitation professionals (Fetzer Institute, 1996). 

Reflections 

The disability literature brings to light how disconnected persons with disabilities feel to others, the world, 

and a Higher Power. Occupational therapists must strive to bridge the gap between themselves and the individuals 

with disability that they serve. True service to others means connecting with them as real people. It means truly 

listening to clients with disability, not trying to fix them, and not placing limitations upon them. The recovery 

process appears to be facilitated by a sense of hope. Occupational therapists are in a position to encourage a hopeful 

outlook in their clients. 

Conclusion 

If by spirituality we mean "feeling a meaningful connection to our core self, other humans, the world, 

and/or a greater power as expressed through our reflections, narratives and actions," then the macro-perspective for 

the inclusion of spirituality in occupational therapy practice involves creating "a world that honors, respects, and 

values differences, a world that enables living with different abilities" (Polataiko, 1994, p.590). Occupational 

therapists need to engage their clients with disabilities in exploring their spirituality and actively ally with them for 
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their greater connection to others and their inclusion into society. Occupational therapy scholars can assist in that 

process by taking the perspective of individuals with disabilities into account and/or collaborating with scholars with 

disability when researching spirituality. Through our reflections, words, and actions, occupational therapists "will 

help change society's attitudes from 'those people are inferior' to 'these people are fundamentally human, just like 

the rest of us'" (Yerxa, 1994, p.588). 
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Table 1: Types of Literature Reviewed 

Literature Empirical Philosophical Books Total 

Sources Articles or Exploratory 

(Quantitative Articles 

or Qualitative) 

Non-

Occupational 

Therapy 16 14 2 32 

Literature 

Occupational 

Therapy 8 15 26 

Literature 

Disability and 

Spirituality 2 12 16 30 

Literature 

Totals 26 43 19 88 
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ascertain. Both reviewers have given you thoughtful comments related to the conceptualization 
of the paper and the need for strengthening in certain areas. 

My additional comments are as follows: 

1. The first part of the paper reads rather like a course assignment to me. The details about 
the databases you searched and your reduction of the literature into categories, etc. does 
not seem necessary to the readers. Likewise, I would omit the section on finding the 
priest and tracking down autobiographical literature. Table I is unnecessary. A simple I 
or 2 sentences to summarize your sources of literature would suffice. 

2. Stylewise, your writing in many sections is constituted by declarative statements 
followed by citations. For example, p.7, znd paragraph after the subhead Connectedness 
to other humans. The first sentence is phrased appropriately (Bellingham, et al "state that 
... ". The other sentences are declarative, as if you are stating Truths, whereas in reality 
the statements are also suggestions offered by certain authors based on certain evidence. 
For example, the second sentence in the paragraph reads, ''This connection can occur 
when a person shares with others about his/her life" (Bellingham, et al). Better to say 
that Bellingham et al "concluded" or "suggest" etc. This declarative style occurs 
throughout the paper and needs to be modified. All research "suggests" based on its 
findings. Some critique of the research also needs to be present in order to help the 
reader sift through the research for that which is rigorous vs that which is not well 
designed, etc. Another style comment is in regard to pp.ll-12, (and in other sections) 
where the text seems over referenced, and the reader seems to be confronted with list 
after list (many of them the same authors) of citations for each point. Some writers 
under-reference, to be sure, but I think you have done the opposite. 

Berty R. Hasselkus, Ph.D., OTR, FAOTA, Editor 

University ofWisconsin-Madison, Occupational Therapy-Kinesiology, 1300 University Avenue, l\fadison. \X'l 53706 

(608) 262-7422 . ~. Fa.x (608) 263-6434 ~ bh@mail.soemadison.wisc.edu 



3. I agree with the reviewers that the content on spirituality in occupational therapy 
treatment is weak. To me, you are not yet offering anything new to the reader. 

4. Rev.#2, Comment #5 seems very much on the mark to me. I am intrigued by your 
pulling out the themes of connectedness and expressiveness as representing non-OT and 
OT themes of spirituality~ I think this is a new insight that can be quite compelling. I also 
think that spirituality among those with disabilities is a focus that offers new possibilities 
to the reader. Peloquin is a good reference for you on this point. And the definition you 
derived from the literature seems well put. I encourage you to concentrate your efforts on 
these parts of the manuscript and develop the content more fully in these areas. Introduce 
the reader to new literature and new ways of thinking about spirituality and disability, 
and then relate this to OT. 

I encourage you to revise the manuscript and resubmit for further review. I realize that I am 
really suggesting that you do more than revise the current manuscript, but rather that you let go 
of some of what you have presented in this manuscript and expand and further develop other 
areas of the manuscript. I sense that this is a topic of great interest to you, however, and I am 
hopeful that you will be interested in pursuing spirituality further in a revised manuscript. 

Please let me know by the second week of March whether or not you plan to revise and 
resubmit. We can negotiate a deadline for resubrnission at that time. If you do plan to revise, 
please submit 3 clean copies of the revised manuscript and a cover letter explaining the 
changes you have made. 

Thank you for submitting this manuscript to AJOT and I look forward to hearing from you. 

Sincerely, 

Betty R. Hasselkus, Editor 

,.1' lc 



REPORT TO AUTHOR(S) 

Reviewer: # l 
Title: Spirituality and disability 

Manuscript #: 99-157 

(I assume one author. and I have numbered my comments.) 

l. I wonder why the term occupation is not included as a ""Key Word''. Occupation 
is not in the title. yet it is the core of the manuscript. 

2. The abstract hints that the author will explore how to use spirituality in treatment. 
For example: "'Occupational therapists are in a position to be allies with their clients with 
disability. Through therapists listening .... trying not to fix them .... not limiting 
them ... collaborating with them .... " etc. Then, in the last full paragraph on page 4, the 
author states that part of the purpose of the article is to address how spirituality applies to 
practice. Also, in the first complete paragraph on page 11, the author said "The empirical 
literature has raised the question about how to apply spirituality to practice, and has given 
examples of how hope and use of clients' religious beliefs can be applied in the clinic". 
However, the manuscript mainly asserts the need to use spirituality in therapy, and offers 
no examples of using spirituality in treatment. While I realize this paper is a review of the 
literature and not an exposition on the use of spirituality in therapy, this manuscript 
would be more robust if it included a couple of examples, from the literature, of how to 
use spirituality in therapy. Examples would help solidify this otherwise ephemeral topic. 
For example, how did Algado, Gregori, and Egan (page 10) apply spirituality to their 
intervention? What did they do to effectively use the spiritual convictions of refugee 
clients? How were occupation and spirituality connected in treatment? 

3. While I applaud the author's scholarship, Table 1 and much of the details of the 
literature search seem unnecessary. 

4. I found the section entitled "Spirituality from the Disability Perspective'' {p. 11) 
to be full of great information, but confusing. In the first paragraph, the author introduces 
five key factors that help facilitate health and well being. In the following paragraph, the 
author asserts that these "factors are similar to the themes uncovered in the literature 
about spirituality'·. However. the subsequent paragraphs deal with "meaning", the "sense 
of mastery''. isolation. relationships, and other spirituality topics that are not clearly 
connected to the introductory paragraph. Is the introductory paragraph of this section 
necessary? The author should consider using subheadings to help organize this section. 

5. I do not understand the first sentence of the ··Reflections·· section (p. 14). This 
section (only one paragraph) seems a bit preachy and begs for some concrete examples 
from the literature of how therapists, presumably through the application of spirituality. 
can "encourage a hopeful outlook in their clients". 



REPORT TO AUTHOR (S) 

Reviewer 
Title: 
Manuscript#: 

#2 
Spirituality and Disability: A literature review 
99-157 

I have spent considerable time reading and rereading this manuscript so that my comments 
will be as helpful as possible to the author. I offer them in a spirit of support and 
collegiality, hoping to enhance the rigor and the salience of the work. 

1. My central piece of advice to the author is this. Ask yourself: What is your work really 

about? What is the most important contribution that your work makes? What is the main 

message that you want to share with your readers? Having answered these questions, 

review your work through the focus that your responses have given you. Winnow any 

sections that do not connect to the central purpose of the piece and save them for another 

paper or presentation. 

The piece as it stands now seems to be about so many things that I have put it down 

after reading it and asked myself the same questions I've listed above. Is this a piece about 

the definitions of spirituality? Is it about what spirituality means to individuals with 

disability? Is it about what non-OTs think of spirituality as compared to what OTs think? 

Is it a hunt for powerful themes or is it a comprehensive literature review? One work will 

not do all of these things well. The real message of this work has not yet come into focus for 

me. There is real potential in this piece, but that potential is compromised, in my view, by 

the breadth of the inquiry. 

2. Although this work is entitled and described in the abstract as a literature review, its 

methods seem a blend of (1) literature review that comprehensively reports substantive 

summaries of works written on a topic and (2) a qualitative analysis of select themes that 

~erge within a number of works on a topic. It is not a literature review in the full sense. 

Rather, it examines themes discovered in a quest for definitions of spirituality. Given this 

blended approach, I am not comfortable naming the piece a literature review. The work 

seems more about an analysis of themes within the literature on spirituality than about a 

literature review. I think there is merit in naming the work as accurately as possible. 



3. ·I recommend that the author reconsider whether the first section on the philosophies of 

the early leaders is essential. The section seems introductory to rather than part of the 

literature review (or thematic analysis). There is also a problem of method. Even if the 

section is introductory. its use of 3 historical analyses written in the 80s and 90s (Reed, 

Peloquin. Levine) is not the best way to argue the author's point. Nor is paraphrasing 

content that these writers cited from the founders' works sound historical method. If the 

author seeks to make a claim about the spiritual beliefs of the founders, that claim should 

be made by going to the original sources, reading them thoroughly and critically, and then 
' 

citing them. 

If this review of the literature is about (as indicated on page 3) descriptions of 

spirituality, elements of spirituality, benefits provided by spirituality, and positive 

outcomes from spirituality, perhaps comments from these historical writers can be used as 

they relate to these 4 categories. A discrete section on history that does not use sound 

method does not contribute to the piece. 

4. This next comment targets the author's frequent references to and focus on the 

definitions of spirituality. The author says that the literature review examined the 

definitions of spirituality (page 5), from which the author's first definition (not articulated 

but mentioned on page 6) was crafted and on which further analysis of the literature was 

then based. This sounds a bit circular. On page 9 a definition by the author appears; this 

one was "based upon the literature review." Citations within this definition indicate specific 

sources for its components. My questions are several, but I'll list these: Is the definition on 

page 9 the same definition that served as the early basis for analysis? \Vhat was the first 

definition if this latter is not the same one? \Vhy did none of the definitions found within 

any of the sources see.m whole or satisfactory to the author, forcing the crafting of a new 

definition? 

The issue becomes murkier for m'e because of the following: If definitions of 

spirituality were examined, and this is the stated focus of this review, some leap was made 

that is not clear to me. On page 5 the author says "I examined the definitions of 

spirituality. I divided those definitions into -l sections.'' These 4 sections (descriptions. 

elements, benefits, and outcomes) are not all true parts of what a reader might understand 

to constitute a definition of any construct. Y\ny were these constructs chosen? \\'by not 

others? I understand the author's process of ha\ing created a grid. but I still lack of clarity 



about the author's reason for selecting constructs such as benefits and outcomes. Was it 

because these four categories appeared attached to most definitions in the original sources? 

As one who has some familiarity with this literature, I can name several other recurrent 

constructs that were not selected (such as distinctions from religion), and I wonder why 

they were not. 

If this is a literature review in quest of a definition of spirituality that works well for 

occupational therapists (and this goes back to my questions in comment #1 above), I'd 

expect to see the following: (1) numerous distinct definitions cited verbatim within the 

piece, (2) the author's critical and comparative analysis and synthesis of these, and a (3) 

compelling argument for keeping one above all others or for creating an amalgamated 

alternative. 

5. The section on the themes ofconnectedness and expressiveness as seen in the literature 

and the section on the views on spirituality among those with disabilities seem the most 

original and seem to work well in tandem. Together, they offer potential for a unique and 

exciting focus that is not yet, to my knowledge, addressed in the literature. Both sections 

need to be further developed to include more direct citations that support the author's 

derivative arguments (And there would be room to do so if other sections such as that on 

the founders and the section that is an annotation of easily accessible articles in special 

issues of the AJOT and CJOT were dropped). 

As a small suggestion: The author might want to acknowledge that two of the titles 

of works reviewed (see the reference section) use the specific term connectedness, perhaps a 

subliminal prompt for the authors' choice of the term as a theme. 
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From: "Betty Hasselkus" <BH@education.wisc.edu> Save Address Block Sender 
To: <ldbaron@hotmail.com> Save Address 
Subject: Re: Ms. #99-157 
Date: Fri, 03 Mar 2000 11:11 :41 -0600 
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Hello Emily: thank you for your message. I read over your proposed 
changes and have a couple things to add. 

#2. The goal of the article needs to include applying the analysis 
to understanding disability and spirituality. To me, this is equally 
if not more important than what you have stated now. 

#6. "reflections" needs to include synthesis and interpretations of 
your disability/spirituality findings, directions for future research 
{gaps, contradictions, controversy), implications for OT and 
conclusions about how OT research might contribute to knowledge about 
disability and spirituality. Again, I was trying to say in my letter 
that this is a potentially strong contribution that you can make. 

I hope that helps. Otherwise, the outline looks good. I certainly 
could talk on the telephone. I am in the office most days, but not 
necessarily for full days, so it's a little hard to judge. Why don't 
you give me a try {608-262-7422) and leave a message if I'm not here 
on when would be a good time to call you (during the day). You are 
probably hard to reach too! Let me know what you are thinking. Betty 
Hasselkus, Editor 

Betty R. Hasselkus Ph.D. 
bh@education.wisc.edu 
Tel. 608-262-7422 
FAX 608-263-6434 

Occupational Therapy Program 
University of Wisconsin-Madison 
1300 University Avenue 
Madison, WI 53706 

>>>"Emily Schulz" <ldbaron@hc:~ail.c~~> 03/01/00 08:41PM>>> 
Dear Dr. Hasselkus, 

Thank you so much for your insightful feedback to ~y manuscript 
entitled 
"Spirituality and Disability: A Lite::::ature Review." I have read 
through your 
comments and the comments of t~e two reviewe::::s and have discusse~ 
them at 
length with my me:-.tor, Jr. Jec.~ Sper:.:~r. Sr.a re:or.:..~:~:i-::d :::at I 
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contact you 
to further discuss the manuscript with you. 

Based upon the feedback, it sounds as though you might be looking for 
an 
article with the following characteristics: 

1. Title - Spirituality and Disability: A Qualitative Analysis of 
Select 
Themes 

2. Begin the article by saying: The goal of this work is to do a 
qualitative 
analysis of themes found in the OT and Non-OT literature regarding 
spirituality. 

3. Describe the themes of connectedness and expressiveness using 
non-declarative language. 

4. Out of these themes emerged a synthesized definition of 
spirituality for 
occupational therapy {Present definition) 

5. Analyze the disability literature about spirituality using the 
definition. Use clear subheadings and avoid excessive citing. 

6. Based on the findings, write some reflections, omit preachy 
language. 

Please let me know whether or not an article organized in this 
fashion would 
be suitable for me to re-submit to AJOT for further review. 

Also, are you available to talk over the phone? I am an auditory 
person and 
discussion is helpful to me. If so, please let me know if you have 
any times 
available next week for me to call you? If not, email also works well 
for 
me. 

Thank you again for your valuable feedback on this manuscript. 

Sincerely, 

Emily K. Schulz, PhD {C), OTR/L 
PO Box 425648 
School of Occupational Therapy 
Texas Woman's University 
Denton, Texas 76204 
94 0-898-2808 {Tel) 
940-898-2806 {Fax) 
Email: LDBARON@BIGFOOT.COM 

Get Your Private, Free Email at http://www.hotmail.co~ 
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Thursday, April 13, 2000 

Betty R. Hasselkus, Ph.D., OTR, FAOTA, Editor 
University of Wisconsin-Madison 
Occupational Therapy-Kinesiology 
1300 University Avenue 
Madison, WI 53706 

Dear Dr. Hasselkus, 

Enclosed please find three clean copies of a revision of my paper Ms.#99-157. 
have changed the title from "Spirituality and Disability: A Literature Review" to 
"Spirituality and Disability: A Qualitative Analysis of Select Themes," per your 
suggestion. Here is a list of the other changes I have made to the manuscript: 

1. I omitted the list of databases and Table 1, ·as you suggested. 
2. I changed my declarative statements and used terms such as "suggests" 

when citing. 
3. I used less references 
4. I re-wrote the paper to focus on the connectedness and expressiveness 

aspects of spirituality. 
5. Finally, I made suggestions in the reflections section for future research and 

practice. 

I hope that these changes meet with your approval. Dr. Jean Spencer has given 
me feedback on this paper and feels that I am ready to resubmit. 

Thank you! Sincerely 
~K-~/~~ 
Emily K. S6hulz, MS~TRtLO 
PO Box 425648 
School of Occupational Therapy 
Texas Woman's University 
Denton, Texas 76204 
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Abstract 

The purpose of this paper was to do a qualitative analysis of themes found in the literature regarding 

spirituality, and to apply the analysis to understanding spirituality and disability. Two themes of "connectedness" 

and "expressiveness" as aspects of spirituality were generated from the non-occupational therapy and occupational 

therapy literature. A defmition of spirituality for occupational therapy was proposed. Persons with disabilities 

described experiencing a sense of disconnectedness to others, the world and a greater power. They expressed their 

spirituality through their actions to rectify that sense of disconnection. Occupational therapists are in a position to 

ally allies with to their clients with disability to help alleviate that sense of disconnection. Empirical research is 

warranted that explores the scope of spirituality in the lives of individuals with disability and how spirituality relates 

to the theoretical and philosophical realm of occupational therapy. 
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Introduction 

The goal of this work is to do a qualitative analysis of themes found in the Occupational Therapy 

{OT) and non-OT literature regarding spirituality, and to apply the analysis to understanding spirituality and 

disability. At one time the terms spirituality and religion were considered synonymous; however currently they are 

not (Zinnbauer, Pargament, Cole, Rye, Butter, Belavich, Hipp, Scott, & Kadar, 1997). Today, people conceptualize 

their own personal relationship with spirituality and religion in a variety of ways (Munley, 1983 as cited in Conrad, 

1985; Zinnbauer, et. al., 19 97). This paper will focus solely on spirituality, with religion being considered only as it 

mentioned within the context of spirituality. 

Practitioners in health professions and consumers of health care are recognizing the spiritual dimension as a 

vital component of health (Pulchaski, 1998; Ziegler, 1998). Spirituality, because of its complex and mysterious 

nature, can be elusive to defme (Meraviglia, 1999). Spirituality is described as an element of holistic health, 

wellness and quality oflife (Banks, 1980; Benjamin & Looby, 1998; Benzein, Norberg, & Saveman, 1998; 

Hamilton & Jackson, 1998; Ross, 1995). Sellers and Haag (1998) state that "Spirituality is the center or core of 

humanness" (p.338). Conrad (1985) observes that spirituality cannot be separated from the other dimensions that 

comprise an individual. Emblem and Halstead (1993) suggest that human beings have spiritual needs that must be 

met, especially during situations involving health. Studies indicate that increased spirituality is linked with well 

being (Kennedy, Davis, & Taylor, 1998), and that spirituality may be valuable in the rehabilitation process (Riley, 

Perna, Tate, Forchheimer, Anderson, & Luera, 1998). 

Engquist, Short-DeGraff, Gliner, and Ol~enbruns (1997) in a survey found that some occupational 

therapists feel unsure about spirituality's place in the profession. and fmd it challenging to integrate into 

occupational therapy practice. However, the exploration of spirituality is not new to occupational therapy. 

Statements of a spiritual nature are evident in the writings of early leaders of occupational therapy (Peloquin, 1997). 

Recently, there has been renewed interest in including spirituality in occupational therapy. 

Resolution I, which was submitted to the 1999 Representative Assembly (RA), is evidence of that renewed interest. 

The Resolution called for "the development of a position paper addressing the issue of spirituality for occupational 

therapy" (McLoughlin, Williams, Schiefelbein, & McGuire, 1999, p. RA8). In response the RA charged the 

Commission on Practice to address spirituality through revisions to the Uniforrn.Terrninology or through creation of 

a new document" (Loukas & Steib, 1999, p.9). Given that occupational therapy values an holistic approach 
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(American Occupational Therapy Association [AOTA], 1993), and addresses the issues ofwellness (Johnson, 1986; 

Reitz, 1992; White, 1986), and quality of life (Robnett & Gliner, 1995), spirituality, which is part of 

all of those things, is appropriate to explore for the profession. Furthermore, the current renewed interest in 

including spirituality in the profession indicates that spirituality is a timely topic to analyze for occupational therapy. 

Finally, given that occupational therapists often serve individuals with disability, it seems worthwhile to investigate 

spirituality for occupational therapy as it relates to individuals with disability. 

Analysis of Central Themes 

From a thorough review of the OT and Non-OT literature (Schulz, 1999), it became clear that 

spirituality appears to be comprised of2 overarching themes: (1) connectedness; and (2) expressiveness. The non-

OT literature (nursing, psychology and counseling, health education, and social work) appears to focus on the 

connectedness aspect of spirituality and the OT literature seems to emphasize the expressive aspect of spirituality. 

The Connectedness of Spiritualitv 

Ross(1995) describes spirituality as having a vertical element and a horizontal element. The vertical 

element consists of a sense of connectedness to a higher power. The horizontal element involves a sense of 

connectedness to the self, others, and/or the world (Ross, 1995). An examination of each element of connectedness . 
follows. 

Connectedness to the Self 

Dyson, Cobb and Foremen {1997) suggest that the connection to the inner se1fis at the core of spirituality. 

The term "self' may refer to different things: the true nature, essence, spirit or soul of the person, inner resources, an 

individual's sense of identity or personhood; and the personality or outward manifestation of the individual's true 

nature. Bellingham, Cohen, Jones, and Spaniol (1989) state that connecting to the self "means acting congruently 

with one's feelings and values" {p.20). They suggest that a person must be willing to spend time alone and pay 

attention to his/her inner thoughts and feelings in order to take action that is in harmony with them (Cohen, Jones, & 

Spaniol, 1989). Burkhardt ( 1994) maintains that self-awareness is an outgrowth of spirituality. Hungelmann, 

Kenkel-Rossi, Klassen, and Stollenwerk (1985) observe that when people are connected to their inner self, the 

resulting sense of harmony is made evident by their satisfaction with life and self. 
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Connectedness to Other Humans 

Dyson, Cobb & Foreman, ( 1997) suggest that the sense of connectedness to others is an important part of 

spirituality. The circle of others can include the family, friends, neighbors, and those individuals in the community 

with whom we interact on a regular basis. Burkhadt (1994) explains that self-development, an outgrowth of 

spirituality "cannot occur in isolation" (p.15). Bellingham, Cohen, Jones, and Spaniol ( 1989) suggest that people 

can connect to each other physically, emotionally, and intellectually. This connection can occur when a person 

shares with others about his/her life (Bellingham, Cohen, Jones, and Spaniol, 1989). Hungelmann, Kenkel-Rossi, 

Klassen, and Stollenwerk (1985) observe that having a meaningful relationship with others is vital to a sense of 

spiritual well being. 

Connectedness to the World 

Dyson, Cobb and Foreman (1997) observe that connectedness to the world is also an aspect of spirituality. 

The term "world" may include such things as nature and the environment, as well as culture, aesthetics, society, the 

planet and the universe. Dyson, Cobb and Foreman (1997) explain that spirituality can include the community and 

that "spirituality can acquire different perspectives according to the context of the individual" (p.1184 ). Burkhardt 

(1994) suggest that people gain strength from connecting with nature. Hungelmann, Kenkel-Rossi, Klassen, and 

Stollenwerk (1985) observe that nature is "a reminder of God's presence" (p.151). Dyson, Cobb and Foreman 

(1997) suggest that feeling a connection to the world broadens our scope and expands our sense of spirituality. 

Connectedness to a Higher Power 

Dyson, Cobb & Foreman (1997) suggest that feeling connected to a Higher Power is also part of the 

essence of spirituality. According to Dossey ( 1998) in Western, Judeo-Christian religions, God is experienced as the 

other. In Eastern traditions, the experience of God is the Self that is the pervasive, connective foundation of all life 

and that is also within the self of the person, which are one and the same (Dossey, 1998). The discussion regarding a 

Higher Power that follows encompasses both Eastern and Western viewpoints. For some people, this may involve 

feeling connected to a particular religious figure, and for others, feeling a connection to the divine. For those who do 

not believe in a Higher Power, the connection can be felt to the belief system and/or values, whatever those may 

be for them. 

Dyson, Cobb and Foreman ( 1997) explain that the defmition of a Higher Power, or God ··does not 
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reject the notion of some form of God associated with deity and religious systems, but. .. may include ... work, 

money, personal gain"(p.1185). Bellingham, Cohen, Jones, and Spaniol (1989) describe connecting to a higher 

power as "connectedness to a larger meaning or purpose" (p.18). Burkhardt (1994) observes that the connection to 

the divine is mysterious and involves an element of trust. It is suggested that connectedness to God "exists 

throughout and beyond time and space" (Hungelmann, Kenkel-Rossi, Klassen, & Stollenwerk 1985, p.152). 

Burkhardt (1994) explains that people can connect to a higher power in many ways, including "meditation, prayer, 

being in nature, ritual, and talking with other people" (p.18). 

The Expressiveness of Spirituality 

Occupational therapy authors suggest that spirituality can be expressed through our reflections 

(Unruh, 1997), narratives (Kirsch, 1996), and actions (Egan & DeLaat, 1997). A description of the expressive 

elements of spirituality follows. 

Expression Through Reflections 

Unruh ( 1997) suggests that spirituality has an internal aspect. As we engage in our communion with 

ourselves and/or a higher power, there can be an internal dialogue or process that takes place. Sometimes those are 

just moments of quiet reflection and contemplation on the existential questions of life. Sometimes that reflection 

may be expressed through prayer or meditation. Reflections can be considered a form of meaningful 

occupation (Nelson, 1988). Unruh (1997) observes that as we participate in a meaningful, centering occupation, 

those reflections are able to come forth. Occupations that are meaningful can provide the opportunity for spiritual 

renewal (Unruh, 1997). The sense of renewal may come from engaging in meaningful occupation that allows an 

individual to enter an internal spiritual state (Unruh, 1997) .. This internal spiritual state involves a person putting 

aside the external world and reflecting on his/her part in the greater scheme of things (Unruh, 1997). 

Religious beliefs can be part of the inner reflection process. Low ( 1997), in an exploratory essay, examined 

the relationship between people's religious beliefs about pain and how they cope with pain. She suggested that 

therapists become aware of their patients' religious beliefs in order to be prepared for patients • responses to 

treatment and to more readily address patients' needs (Low, 1997). Hope can be viewed as an inner resource that 

individuals can tap into.through their inner reflections. The spiritual aspect of hope in occupational therapy 

intervention was explored in a case study format (Spencer, Davidson & White, 1997); and in a phenomenological 
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pilot study (Neuhaus, 1997). Hope is a valuable tool for recovery that appears to be underused and/or not 

documented enough in occupational therapy practice (Neuhaus, 1997; Spencer, Davidson, & White, 1997). 

Expression through Narratives 

Kirsh ( 1996) suggests that narratives can be an expression of spirituality. Each one of us has a story to tell. 

It is the story of our lives. We tell the story in bits and pieces to others, either through the spoken or the written 

word. It is through that narrative expression that we can learn about ourselves and that others can learn about us. 

Kirsh (1996) explains that narrative and the story it tells describes the true essence, or spirit of the person, through 

describing his/her actions. Narratives can clarify to others and to the individual what is meaningful and purposeful to 

that person (Kirsh, 1996). Narratives can be powerful ways to gain insight into a person's inner state because they 

describe a person's past, current circumstances, and plans and hopes for the future (Kirsh, 1996). 

Expression Through Actions 

According to the profession's philosophical base, human beings by nature take action (AOTA, 1979). 

Through our actions we develop and grow and evolve (AOTA, 1979). Egan and DeLaat (1997) suggest that our 

actions are outward expressions of our innermost nature. They observe that occupation allows people to connect 

with others in meaningful ways and brings meaning to a person's life (Egan & DeLaat, 1997). Through participation 

in meaningful activity with others, people are able to express their "shared belief in the inherent value of all human 

beings"(Egan & DeLaat, 1997, p.l15). 

Peloquin ( 1997) suggests that the creative aspect of occupation is a spiritual one that allows a sense of life 

making and mastery. Religion, and its practices, has been considered a dimension of spirituality for some 

people (Christiansen, 1997; Howard & Howard, 1997). Frank, Bernardo, Tropper, Noguchi, Lipman, Maulhardt, 

and Weitze ( 1997), in a phenomenological study, describe how the everyday religious practices (a form of action or 

doing) of Orthodox Jews gave meaning and purpose to their lives. 

A Proposed Definition of Spirituality for Occupational Therapy 

Based upon the above analysis, a proposed definition of spirituality for occupational therapy is: 

experiencing a meaningful connection to our core self, other humans, the world, and/or a greater power (Egan & 

DeLaat, 1997) as expressed through our reflections (Unruh, 1997), narratives (Kirsh, 1996), and actions (Egan & 

DeLaat, 1997). 

Spirituality from the Disability Perspective 
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Individuals with disability often describe their frustration over helping professionals making decisions 

about the lives of those whom they serve without ftrst consulting them (Swain, Finkelstein, French & Oliver, 1993). 

Nosek (1995) suggests that more emphasis should be placed on the spiritual in rehabilitation, and less on doing. It is 

therefore of value to analyze spirituality from the viewpoint of persons with disabilities. The following analysis will 

be structured using the above defmition of spirituality for occupational therapy. 

The Connectedness of Spirituality 

Connectedness to the Self 

Gourgey (1994) and Lane (1992) observe that there can be a feeling of shame, fear and anger about having 

a disability before self-awareness and a sense of wholeness can occur especially when the experience is one of 

marginalization. However, Eiseland (1994) suggests that having a disability causes the individual to be fully aware 

and present in his/her body. Eiseland (1994) explains that this connectedness to the body involves a sense of 

acceptance and non-self pitying survival from living through the natural dichotomy of pleasure and pain of daily 

events that typically constitute life for both those with and without disabilities alike. 

Black {1996) and Lane (1992) suggest that integration of the disability is an important aspect of relating to 

the self. Sexuality, and a valuing of the beauty and uniqueness of the body, as well as the experiences that the body 

gives is also an element of relating to the self for individuals with disability (Eiseland, 1994; Stiteler, 1993). 

Eiseland (1994) and Webb-Mitchell (1994) indicate that persons with disability do not view themselves as "other 

than," but as human beings living a life like everyone else. 

Do Rozario (1994) in a phenomenological study she performed with people with chronic illness and 

disability, found that "the power of personal control," "the power of hope" and "the journey of spiritual 

reconciliation and transformation" were three of the five key factors that they agree facilitate well-being and health 

(p.Sl ). A sense of personal control and hope can be viewed as inner resources, and therefore an aspect of connecting 

to the self. The importance of hope in the rehabilitation process was underscored when Klein (1998) spoke of her 

intense disappointment when her occupational therapist took away her hope of ever playing tennis again. The 

spiritual journey of transformation and reconciliation is a personal one that involves connecting to the self. 

Connectedness to Others 

In a phenomenological study, Do Rozario (1994) found that "positive social support" is one of the five key 
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factors of well being and health in the lives of individuals with chronic illness and disability (p.51 ). In exploring the 

aspect of spirituality that involves relating to others, Eiseland ( 1994) and Webb-Mitchell ( 1994) suggest that there is 

a need for mutual understanding between those with disabilities and those who are temporarily able-bodied. Various 

authors with disability indicate that attitudinal barriers, physical barriers, stigmatization and marginalization are 

commonplace experiences for individuals with disability (Black, 1996; Blair & Davidson, 1993; Eiesland, 1994; 

Gourgey, 1994; Govig, 1989; Whitlock; 1993). It is not unusual for people with disabilities to feel isolated from 

others and from their faith communities (Eiseland, 1994; Stiteler, 1993; Webb-Mitchell, 1994). Many have been told 

or believe that their disability is punishment for sins or bad karma and that passive acceptance is the only correct 

way to respond to it (Black, 1996; Charlton, 1993; Lane, 1993). Lane (1993) explains that "Disability is still seen as 

a basic flaw rather than a human variation" (p.11 ). 

Eiseland (1994) suggests that because of their feeling of isolation, touch is a valuable experience to 

individuals with disability. However, when those without disability touch people with disability it is often 

either as an attempt to harm or an attempt to heal (Eiseland, 1994). Lane (1993) explains that what the person 

without a disability usually wants to do in that situation is perform a physical healing. Lane (1993) suggests that 

what the individual with the disability wants is emotional and spiritual healing. When the physical healing does not 

take place, the person with the disability is often blamed for not having enough faith (Black, 1996; Eiseland, 1994; 

Lane, 1993). 

Another theme about relating to others is the concept of dependence. A woman who has polio remarks that 

her faith helped her become more accepting of being dependent on others for help (Gould, 1995). A minister whose 

leg is amputated because of cancer realizes that his dependence is a gift of mutuality in that he is still able to give to 

others and yet receive help in return (Owens, 1998). He asserts "we are all disabled in some way, and need to 

depend on one another" (Owens, 1998, p.13). Black ( 1996) maintains that a belief in interdependence is valuable. It 

honors all people, not because of what they do but who they are (Black, 1996). Just by existing, a person contributes 

to the conununity (Black, 1996; Webb-Mitchell, 1996). 

Connectedness to the World 

The Disability Movement can be viewed as individuals with disability expressing the element of spirituality 

that includes relating to the world in a transf<?rmational way. Using the civil rights movement as a model, persons 
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with disabilities are banding together to get their needs met and their rights acknowledged (Eiseland, 1994; 

Thornburgh,1994). It is through the Disability Movement that they are struggling to connect to the world and 

society. The ADA legislation and Independent Living are outcomes of that movement (Eiseland, 1994, Thornburgh, 

1994). 

Connectedness to a Greater Power 

In investigating the aspect of spirituality that entails relating to a greater power, Eiseland ( 1994) suggests 

that some people with disability have a difficult time relating to an able-bodied God. Others express frustration with 

the categories in which religious traditions have placed them, which in tum make them feel angry at and alienated 

from God (Black, 1996; Eiseland, 1994; Lane, 1995). Lane (1995) mentions that expressing anger at God is a 

beginning step to creating a dialogue with God. To assist with the process of relating to God, some create new 

symbols and new ways of envisioning God as one who has a disability (Cooper, 1993; Eiseland, 1994; Stainton, 

1994). Stiteler (1993) suggests the value oflooking at scripture from various religions in order to gain a more 

complete perspective of God and how to honor themselves in the experience of faith. 

The Expressiveness of Spirituality 

Expression Through Reflections 

Several authors with disability have expressed their reflections in writing regarding the existential questions 

of life and how they as individuals with disability fit in to the big picture (Black, 1996; Cooper, 1993; Eiseland, 

1994; Lane, 1995; Stainton, 1994; Stiteler, 1993). They reflect on the meaning of having a disability, how others 

have interpreted the reason for the existence of disability, and their own interpretation of the reason for disability 

existing in the world (Black, 1996; Cooper, 1993; Eiseland, 1_994; Lane, 1995; Stainton, 1994; Stiteler, 1993). 

Expression Through and Narratives 

The autobiographical works of persons with acquired disabilities (locked-in syndrome, polio, spinal cord 

injury, stroke, spinal tumor, traumatic amputation) are examples of narratives that describe how the spiritual quality 

of finding meaning in life is extremely important for the recovery and adaptation process (Bauby, 1997; Beisser, 

1989; Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990; Puller, 1991; Reeve, 1998; Sarton, 1988). 

These narratives bring to light the personal reflections of the authors regarding their life experiences and 

place in the world. Through reading the story of their experiences, a reader is able to catch a glimpse of the true 

essence of the authors. The authors describe how they fmd meaning through their relationships with others, through 
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their relationship to a greater power, and through engaging in meaningful occupation (Bau~y, 1997; Beisser, 1989; 

Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990;' Puller, 1991; Reeve, 1998;Sarton, 1988). 

Expression Through Actions 

In reporting on a phenomenological study she performed, Do Rozario ( 1994) states that "meaningful 

participation in activities and life" is one of the five key factors that people with chronic illness and disability agree 

facilitate well-being and health (p.51 ). The autobiographical works of persons with acquired disabilities (locked-in 

syndrome, polio, spinal cord injury, stroke, spinal tumor, traumatic amputation) are replete with examples of how 

occupation seem to add a sense of meaning, purpose, hope and mastery to the author's lives (Bauby, 1997; Beisser, 

1989; Callahan, 1990; Hockenberry, 1995; Klein, 1998; Murphy, 1990; Puller, 1991; Reeve, 1998; Sarton, 1988). 

Current Research About Spirituality and Disability 

New research is being done to investigate many aspects of spirituality as it relates to disability. Underwood, 

(in press), has created a working model of health that includes the spiritual dimension. In the center of the model is 

the heart, which is the place where integration of all the facets of the individual takes place. "The four key 

dimensions of functional, vital, sociocultural and transcendent radiate from and into that center like spokes of a 

wheel, affecting the core and providing the means by which the person expresses himself in his surroundings" 

(Underwood, in press, p.3). Current research in spirituality and disability also involves rehabilitation outcome 

studies, intervention studies, qualitative studies about life with a disability, qualitative studies about acquired 

disability, and studies that focus on rehabilitation professionals (Fetzer Institute, 1996). 

Reflections 

Synthesis and Interpretation 

The above analysis brings to light how disconnected some persons with disability may feel to others, the 

world, and/or a greater power. It suggests that the experience of spirituality for persons with disabilities to be one of 

active striving to connect to themselves, each other, non-disabled persons, the world, and/or a greater power. 

Through a recounting of their reflections, narratives, and actions, persons with disabilities have expressed their sense 

of self worth, and have asserted that mutual understanding and interdependence needs to occur between those with 

and without disabilities in order for a true sense of community to occur. They have illustrated their ability to join 

together to educate the world about wha~ is right and necessary in order for them to live life in a barrier-free 

environment. Finally, they have searched for new ways to relate to the mystery that is the divine. 
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Directions for Future Research 

Individuals with disability seem to have an unique perspective about the meaning of spirituality in their 

lives. Currently, the majority of literature about spirituality and disability is philosophical and/or autobiographical in 

nature. Empirical research is warranted. Research could explore the meaning of spirituality in the lives of 

individuals with disability. The connectedness and expressiveness aspects of spirituality in the lives of individuals 

with disability could be examined through qualitative, quantitative, and mixed design research. 

Implications for OT Practice 

The above analysis suggests that persons with disability may benefit from having allies that help them to 

bridge the gap between themselves, others, and the world and/or a greater power. Occupational therapists are in a 

position to facilitate that process. Occupational therapists tend to intervene in people's lives during times of 

transition and/or difficulty. Kyllo (1996) suggests that people may adapt to change through connecting to their 

spirituality during such times. Batterham, Dunt and Disler, (1996) observe that during that period of adaptation, 

people's values may change. Roberts (1999) states that values are indicators of an individual's true identity. Part of 

an occupational therapist's role when addressing spirituality may be to help individuals with disability gain insight 

into the changes in their values as they adapt to new circumstances. Change in values during adaptation may indicate 

a transformational process. Well being and health appears to be facilitated by a sense of hope and personal control. 

Occupational therapists can encourage a hopeful outlook and facilitate a sense of personal control in their clients. 

How OT Research Might Contribute to Knowledge About Spirituality and Disability 

Occupational therapy research questions could include exploring the scope of spirituality in the lives of 

individuals with disability and how spirituality relates to th~ theoretical and philosophical realm of occupational 

therapy. For example, how spirituality in the lives of individuals with physical disability relates to adaptation, 

occupation, the physical environment, the social environment, intrinsic motivation, dysfunction, survival, and self

actualization (AOT A, 1979) could be areas of exploration for qualitative, quantitative, and mixed design research. 

Exploratory occupational therapy research about "Spirituality and Disability" could investigate the meaning of 

spirituality from the viewpoint of individuals with disability. Research could be done in collaboration with scholars 

who are expert in disability studies and/or are also individuals with disability as part of the research team. Through 

the use of the above suggested approach to scholarship and research, the "Spirituality and Disability" body of 

knowledge could be expanded to include studies about spirituality done by occupational therapists who explore 
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spirituality using a client-centered perspective and/or in collaboration with scholars with disability for their 

spirituality research. 

Conclusion 

If by spirituality we mean "experiencing a meaningful connection to our core self, other humans, the world, 

and/or a greater power as expressed through our reflections, narratives and actions," then the macro-perspective for 

the inclusion of spirituality in occupational therapy practice involves creating "a world that honors, respects, and 

values differences, a world that enables living with different abilities" (Polataiko, 1994, p.590). The above analysis 

suggests that occupational therapists are in a position to facilitate their clients' with disability exploration of their 

spirituality and actively ally with them for their greater connection to others and their inclusion into society. 

Occupational therapy scholars can assist in that process by taking the perspective of individuals with disabilities into 

account and/or collaborating with scholars with disability when researching spirituality. Through our reflections, 

words, and actions, occupational therapists "will help change society's attitudes from 'those people are inferior' to 

'these people are fundamentally human, just like the rest ofus"'(Yerxa, 1994, p.588). 
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Dear Ms. Schulz: Ms.#99-157 

I have received your revised manuscript "Spirituality and Disability: A Qualitative Analysis of 
Select Themes" and have reviewed the manuscript carefully. The focus of the manuscript is 
much clearer and I appreciate the effort you have put into rethinking and rewriting the sections 
on disability and spirituality. After much thought, however, I am sony to inform you that the 
manuscript is rejected for publication in AJOT. I will explain my reasons below. 

1. Although the organization and focus of the paper is certainly now clear to the reader, the 
summary of literature remains rather elementary and superficial. The same citations are 
used over and over, leaving the reader with a sense of repetition and '1hinness." For 
example, in the section on connectedness (p. 4-5), the same references are used again and 
again in the subsections. If each of these authors addressed all four themes, then it seems 
counterintuitive to split them up (self, other humans, world, and higher power), rather 
like sacrificing the richness and depth of presentation by splitting the concepts into 
pieces. In another example, your section on narrative (p.7) has only one reference; it's 
not possible to build a meaningful section on just one author. Narrative is a complex 
concept that has many interpretations, Kirsh being only one. 

2. To me, the second section of the paper on spirituality and disability does not yet represent 
well-developed integration or interpretation of the material for the reader; it reads like a 
list of various authors and their statements about the subject. Or sometimes you have 
simply listed citations as exemplars of very broad concepts such as the need for mutual 
understanding, the attitudinal barriers, etc. (p. 9) or reflections on existential questions and 
the meaning ofhaving a disability (p.IO), the citations at top ofp.ll and again under 
Expression through Actions. On the other hand, some of the ideas that are briefly 
represented are fascinating, such as the difficulty people with disabilities have identifYing 
with a higher being who/that is not disabled. And the tension between mutuality and 
independence that exists in Western society and ideology. 

3. The Reflections section is not yet well developed. At the bottom of p.ll you make 
several statements that I do not necessarily feel are yet supported in what you have 
included in previous sections ("a true sense of community", "to educate the world"). 
Your section on future research is very general. 

Berty R. Hasselkus, Ph.D., OTR, FAOTA, Ediror 

llni\'cr~in· of\X'i~comin-\hdi~on. Occup;ninn.d Tfwrtpl·-1\in,.,:,,f,,~,·. 1 '()()I ·,,;,n,ir,· ·\l·(·p·::·. \f. 1di"''' \Y'I.; ~-,,,, 



I am sorry to disappoint you regarding publication of this manuscript. My comments are meant 
to be helpful, as I think you are onto an area of research that is of interest and potentially of 
much value to occupational therapy (i.e., spirituality and disability). I feel that your thinking has 
not yet reached the stage of contributing the kind of new conceptualizations and integration of 
material that we need in order to bring this topic to publication. 

Sincerely, 

~ .. ~ ~- +\~\U(..z/ 
Betty R. Hasselkus, Editor 



Friday, Aprill2, 2002 

Anne Elizabeth Dickerson, Co-Editor 
Department of Occupational Therapy 
East Carolina University 
306 Belk Building 
Greenville, NC 27858 

Dear Dr. Dickerson, 

Enclosed please find four ~pies of my manuscript entitled "SPIRITIJALITY AND 
DISABILITY: A QUALITATIVE ANALYSIS OF SELECT THE~S." This 
manuscript is not being considered for publication by any other journal. I realize that it is 
a bit lengthy and am willing to divide it up into sections; perhaps one focusing solely on 
the disability literature, and the other focusing on the occupational therapy and other 
health professions literature. I am looking forward to hearing your feedback on my work! 

s· cerel~ i(. st L$ -
Emily K. Sc 1z, PhD, ~TRtL 0 
School of Occupational Therapy 
PO Box425648 
Denton, TX 7 6204 
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Friday, April 12, 2002 

Anne Elizabeth Dickerson, Co-Editor 
Department of Occupational Therapy 
East Carolina University 
306 Belk Building 
Greenville, NC 27858 

Dear Dr. Dickerson, 

Enclosed please find four copies of my manuscript entitled "THE MEANING AND 
EVOLUTION OF SPIRITUALITY ACROSS THE LIFESPAN OF INDIVIDUALS 
WITH DISABILITIES." This manuscript is not being considered for publication by any 
other journal. I realize that it is a bit lengthy and am willing to divide it up into sections; 
perhaps between the findings related to the individuals with adult onset and childhood 
onset disabilities. I am looking forward to hearing your feedback on my work! 

Sincerely, K jt {} ~ 
~chulz, phi), rdRJL 
School of Occupational Therapy 
PO Box 425648 
Denton, TX 76204 
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APPENDIX C 

Sen1i-Structured Interview Schedule 



SAMPLE QUESTIONS 

Semi Structured lnteNiew Questions for Childhood Onset Study and Adult Onset 

Study 

First, I will ask the participants "tell me a little bit about yourself' as a way to help 

the participants fee.l comfortable. Then I will ask the following questions: 

1. Now, let's talk about spirituality. What does spirituality mean to you? 

-In your opinion, what is the difference between spirituality and religion? 

- How would you define spirituality? 

2. Tell me about the development of your spirituality across your life span. 

-What was your spirituality like as a child? 

As an adolescent? 

As you entered adulthood? 

. How has your spirituality evolved since then? 

Tell me about any experiences you have had with a spiritual teacher? 

Tell me about your spiritual practices. 

3. Please describe for me a landmark experience you have had with spirituality. 

4. How do you view your disability in relation to your spirituality? 

5. In general, how do you adapt to unexpected change in your life? 

6. Please give me an example of one unexpected change or challenge that 

occurred in your life and tell me about it. 

How did you adapt to that unexpected change or challenge? 



7. How does your own personal spirituality relate to how you adapt to unexpected 

changes or challenges in your life? 

8. Is there anything else you would like to add? 

If time permits, I will ask the participants to respond to the following questions: 

9. From what I have read, I have come up with a definition of spirituality. I define 

spirituality as "experiencing a meaningful connection to our core self, other 

humans, the world, and/or a greater power as expressed through our 

reflections, narratives, and actions." Tell me your thoughts about that 

definition. 

10. Now, let's break down the definition and discuss its parts one by one. Tell me 

about any experiences you have had with meaningful connections over the 

course of your life? 

Tell me about any experiences you have had with a meaningful 

connection to your core self over the course of your life? 

Tell me about experiences you have had with a meaningful connection to 

other human beings over the course of your life? 

Tell me about experiences you have had with a meaningful connection to 

the world over the course of your life? 

Tell me about experiences you have had with a meaningful connection to 

a higher power over the course of your life? 



11. Tell me about how you have expressed your spirituality over the course of 

your life? 

How, if at all, have you expressed your spirituality through your reflections 

over the course of your life? 

How, if at all, have you expressed your spirituality through your narratives 

over the course of your life? 

How, if at all, have you expressed your spirituality through your actions 

over the course of your life? 

12.1s there anything else you would like to add? 
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Den1ographic Data Sheet 



DEMOGRAPHIC INFORMATION SHEET 

"I UNDERSTAND THAT THE RETURN OF MY COMPLETED QUESTIONNAIRE 

CONSTITUTES MY INFORMED CONSENT TO ACT AS A SUBJECT IN THIS 

RESEARCH." 

(Please fill in as much information as you feel comfortable disclosing). 

Today's Date-----------------------

Initials Birth Order --------------------- ------------------
Date of Birth Place of Birth ________ ___;_ ______ _ 

Town and State of Your Current Residence -------------
Gender M F Ethnic/Cultural Background _________ _ 

Education Level --------------------------
EmploymentStatus _____________________ ~ 

Job Description---------------------

Interests and Hobbies ----------------------
Father Living or Date of Death?------------------

Mother Living or Date of Death?---------------------------

Marital Status ------------------------
No. of Brothers? No. of Sisters? ---------- ------------
No. of Children? _________ No. of Grandchildren? ______ __ 

Childhood Religion -----------------------~ 
Current Religion----------------------

Childhood Spiritual Practices--------------------------

Current Spiritual Practices-----------------

Comments --------------------------------



APPENDIX E 

Approval Letters Frotn Agencies Serving the Disability Cotnmunity 



~ (ft.Worthl ) 

~ OF DALlAS 

Resource Centers On Independent Living 
September 7, 2000 

Emily Schulz, MS, OTR 
c/o School of Occupational Therapy 
Texas Woman's University 
P.O. Box 425648 
Denton, TX 76204 

Dear Emily: 

I am pleased to submit this letter pledging REACH's support in recruiting people with disabilities 
to participate in your studies on spirituality and disability. I have already shared the information 
about your studies with my staff as well as told the members of each center's Consumer Advisory 
Committee and the REACH board of directors. I have also put a blurb in the current edition of the 
REACH newsletter (see Attachment, page 9) which is distributed to 3,500+ individuals, a 
majority of whom are people with disabilities. 

Ifthere is anything else REACH can do to help you with your studies, please let me know. 

Sincerely, 

/)~ti!.dlr. 
dnarlt~ A. Stewart 
Executive Director 

enclosure 



FALL EVENTS FOR CONSUMERS 

By Brion Loiacono, 
Deofblind Services Coordinator 

Howdy to everyone! Fall will soon be 

here and we are planning many activities 
at REACH of Dallas. Plan to attend our 
weekly Ceramics classes on Wednesday 

aftemoons from 1-3 P.M. The first class 
begins \Vednesday, September 20th with 
a cost of only S25 per participant. Check 

our calendar in this issue for dates and 
times. Other fun activities include the 
"Spook 'Til You Drop" Halloween party 

in October and the Thanksgiving 
luncheon in November. 

~ 
~ 

If you or someone you know is 
interested in learning sign language 
skills,attend the sign language classes 
held at REACH of Dallas on Thursday 
evenings from 6:30p.m. to 8:00p.m. 

The first class begins Thursday, 
September 14. Cost for the six week 

session is S25. To register, or for more 
information about the ceramics classes, 
Halloween party, and/or Thanks
gi\'ing luncheon, please call Brian at 
21-t/630-4796 or 214/630-5995 (TTY). 

HOPE TO COPE SEMINAR OFFERED 

On September 16, 2000, from 9:00am to 
5:00 pm, the Prince of Peace Lutheran 

Church, 4000 Midway Road, Carrollton, 

TX, is offering a seminar for families 
dealing with disability at a cost of 

S 1 0/couple or $5/individual, including lunch. 
Workshop 1. Coping \vith a Disability 

includes: denial, grieving, support and 
independence vs. co-dependency. Workshop 

2, after lunch, deals with: communication, 

conflict resolution, roles within the family, and 

balance. The closing session culminates with a 
grand prize drawing. Please call for info or 

to register by September 4- 972/447-988iX5lO 

VOLUNTEERS NEEDED ~ 
FOR SPIRITUALITY STUDY jt' 
Two males and one female with a visably 

apparent physical disability are needed to 

participate in a doctoral degree research study 
about spirituality. Both non-religious and 
religious people, and people from aq faiths are 

invited to participate. 
The three volunteers will be interviewed 

at a mutually convenient place and time. 

Interviews will be confidential, audiotaped and 
1-2 hours in length. A participant can refuse to 

answer any questions he/she feels 

. uncomfortable about and can stop the 
interview process at any time without penalty. 

-9-

If you are interested in participating, 

please contact Emily Schulz. 

IF YOU NEED ANY ACCOivfMODATION 
SUCH AS A SIGN LANGUAGE INTER

PRETER OR BRAILLED MATERIALS AT 

ANY REACH EVENT, PLEASE CALL AT 

LEAST 3 DAYS PRIOR TO THE EVENT. 



DENTON REHABlLlTATlON 
& NuRsiNG CENTER 

December 20, 2000 

Emily K. Schutz 
Box 425648 
Denton, TX 76204 

Dear Ms. Schulz, 

In reference to your request to interview adult competent residents at this 

facility, if the resident agrees to be interviewed and indicates that agreement 

there is no reason nor regulation preventing them from doing so. As long as 

the residents are willing the facility will not interfere in their participation 

and gives approval to you as requested. 

If you have any questions please contact me at (940) 387-8508. Thank you 

for your courtesy during your visit yesterday. 

Sincerely~ 

A~~~Su!t-
U~esAven 

Director of Social Services 



Gary Hendrix 
Administtator 

December 27, 2000 

Emily K. Schulz 

Sunny Hills Inc. 
200 E. Thompson-:- P. 0. Drawer 448 -:-Decatur, Tx. 76234 

School Of Occupational Therapy 
Texas Woman's University 
PO Box 425648 
Denton, Texas 76204 

Dear Ms. Schul, 

This letter gives you formal approval to continue your OT Ph.D. dissertation 

(817) 627-2165 
FAX (817) 627-5397 

research with a resident who has recently been transferred to our facility. You may also recruit new 

participants for your research studies, as p~~d,ed, ~~s long~~sjhey are competent and give consent to 
f4~~~ ~~-~ . 'w . · '' Ji ~-

participate. Please let me ~now how -~l§e \Ve can:;be~qf~ssistance:~byou. 
[ ~t\"' ):·<P''"'',.,,. , ' '"'\, .. ,_ . • 'f , 

... ~4,.., .-.,>..'.>Jt; l'i;,r.. \: 

. :~q l:Ji~"d:. p/ ,:>, ~ ,.,, .~;·<:~:::0?~~,~~ 

ltd~~ 
Debbie Reid, Director of Social Se~i;~-~ ,, "\:;~,. . ... ·;:--~_·, 

···<{!(? l>·.:.;,,_~ 



• 

Lake Forest 
G~od Samaritan 

v Village 
In Christ's l.m'e, Et·eryo~ Is Someone. 

Wednesday, December 27, 2000 

Emily K. Schulz, MS, OTR 
School of Occupational Therapy 
Texas Woman's University 
PO Box 425648 
Denton, TX 76204 

Dear Ms. Schulz, 

3901 Montecito Drive 
Denton, TX 76205·5557 

940·891·0856 phone 
940·891..()765 fax 

We are very excited to hear about the dissertation research studies that you are doing 
about spirituality and disability for your Ph.D. in occupational therapy. We would be 
pleased to permit you to recruit competent and consenting participants for your research 
at our facility. Any required consent forms may be secured from our Social Worker, 
Mary Walters. 

Best wishes on your project. 

Sincerely, 
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Kathleen Shannon-Aiojica 

Friday, December 15, 2000 

Ms. Emily K. Schulz 
School of Occupational Therapy 
Texas Woman's University 
P.O. Box 425648 
Denton, Texas 76204 

Dear Emily, 

I am writing this letter to offer you my support of your dissertation research. Please let 
me know what I can do to help you with the recruitment of participants for your studies. 

Sincerely, ;!: 1/)/hl; t( C?f ~ , , . tVJ'VYt.,-., _ o j/ I tf , 1.-;.--'-./ (i :-} 

Kathleen Shannon- ojica 



Anita Hazvley 

Monday, April 2, 2001 

~.lis. Emily K. Schulz, OTR 
PO Box 425648 
School of Occupational Therapy 
Texas Woman's University 
Denton, Texas 76204 

Dear Emily Schulz, 

This letter is to acknowledge the fact that I am willing to 
be a gatekeeper to the disability community for your dissertation 
research in occupational therapy. I am more than willing to 
accept any responsibilities and/or duties that this task may 
entail. I am happy to be of service to such a worthy cause. 
Wishing you all the best in the pursuit of your dissertation 
research! 

Sincerely, 

~~ 
Anita Hawley 
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To Whom It May Concern: 

I am a doctoral student in occupational therapy at Texas Woman's 
University on the Denton Campus. For my dissertation, I am conducting a 
research study about spirituality and disability. I want to find adult persons 
with a visually apparent adult onset disability who are interested in 
participating in a face to face audiotaped interview. The purpose of the 
study is to explore the perspectives of adults with adult onset 
disability regarding the topic of spirituality and how it relates to the 
adaptation process in their lives. Participation in the study is voluntary. 

Please circulate the enclosed flyer so that those that are interested in 
participating can contact me. I will be glad to do whatever you suggest if it 
will help with recruitment. 

Sincerely, 

Emily K. Schulz, MS, OTR 
School of Occupational Therapy 
Texas Woman's University 
PO Box 425648 
Denton, TX 76204 



You are Cordially Invited. to participate in a doctoral degree 
research study about spirituality! 

I am looking for adults with a visibly apparent adult onset 
disability to answer questions in a face to face audio-taped interview 
about spirituality. 

Interviews 
o will be confidential 

o will be audiotaped 

o will be 1-2 hours in length 

o Will take place at a mutually convenient place and time 

AND 

o You can refuse to answer any question that you feel 
uncomfortable about answering 

o You can stop the interviewing process at any time without 
penalty 

BOTH NON-RELIGIOUS AND RELIGIOUS PEOPLE ARE 
WELCOME! 

PEOPLE FROM ALL FAITHS AND WORLD RELIGIONS ARE 
INVITED! 

If Interested, please contact: 
Emily Schulz 



To Whom It May Concern: 

I am a doctoral student in occupational therapy at Texas Woman's 
University on the Denton campus. For my dissertation, I am 
conducting a research study about spirituality and disability. I want 
to find adult persons with a visually apparent childhood onset 
disability who are interested in participating in a face to face 
audiotaped interview. The purpose of the study is to explore the 
perspectives of adults with childhood onset disability regarding 
the topic of spirituality and how it relates to the adaptation 
process in their lives. Participation in the study is voluntary. 

Please circulate the enclosed flyer so that those that are interested 
in participating can contact me. I will be glad to do whatever you 
suggest if it will help with recruitment. 

Sincerely, 

Emily K. Schulz, MS, OTR 
School of Occupational Ther~py 
Texas Woman's University 
PO Box 425648 
Denton, TX 76204 



Y-ou are Cordially Invited to participate in a doctoral degree 
research study about spirituality! 

I am looking for adults with a visibly apparent childhood onset 
disability to answer questions in a face tp face audio-taped interview 
about spirituality. 

Interviews 
o will be confidential 

o will be audiotaped 

o will be 1-2 hours in length 

o Will take place at a mutually convenient place and time 

AND 

o You can refuse to answer any question that you feel 
uncomfortable about answering 

o You can stop the interviewing process at any time without 
penalty 

~ 

BOTH NON-RELIGIOUS AND RELIGIOUS PEOPLE ARE 
WELCOME! 

PEOPLE FROM ALL FAITHS AND WORLD RELIGIONS ARE 
INVITED! 

If Interested, please contact: 
Emily Schulz 



APPENDIX H 

Journal Article 3 Submission Correspondence 



Friday, Aprill2, 2002 

Anne Elizabeth Dickerson, Co-Ed.itor 
Department of Occupational Therapy 
East Carolina University 
306 Belk Building 
Greenville, NC 27858 

Dear Dr. Dickerson, 

Enclosed please find four copies of my manuscript entitled "SPIRITUALil'Y AND THE 
ADAPTATION PROCESSES OF INDIVIDUALS wiTH DISABILITIES." This 
manuscript is not being considered for publication by any other journal. I realize that it is 
a bit lengthy and am willing to divide it up into sections; perhaps between the findings 
related to the individuals with adult onset and childhood onset disabilities. I am looking 
forward to hearing your feedback on my work! 

Sincerely, 

~u~ PhD, OTR/L 
Sch~~i~"/dl:upational Thera 
PO Box 425648 
Denton, TX 76204 
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OT Qualitv of Experience-Spirituality Assessment Tool (OT -QUEST)- FIRST EDITION 

Instructions: Place a X mark on the lines below to indicate your response to each 
question. 

1. How important is an experience of inner peace to you? 

Not at all 
Important 

2. Do you usually feel good about yourself? 

Yes, always 

3. Do you regularly take the time to meet your own needs? 

No, never 

Extremely 
Important 

No, never 

Yes, always 

4. How do you usually feel about the actions you have taken or decisions you have made? 

Extremely 
Positive 

5. Do you value being busy doing something? 

No, never 

Extremely 
Negative 

Yes. always 

6. It is important to you to express yourself in a manner that is uniquely you? 

Yes, it is 
extremely 
Important 

No, it is 
not at all 
important 



7. Does the environment around you have an impact on your ability to express yourself 
to the fullest degree possible? 

No, it has 
no impact 
at all 

8. Is it in1portant to you to plan ahead what you will do with your life? 

Yes it is 
extremely 
important 

9. How easy or difficult is it for you to follow through with plans? 

Extremely 
Difficult 

10. Does spirituality have an in1portant role in how you cope with change? 

Yes, Extren1ely 
In1pmiant 

11. How valuable is spirituality to you? 

Not at all 
Valuable 

Yes, it has 
an extren1ely 
strong impact 

No, it is 
not at all 
important 

Extremely 
Easy 

No, not at all 
in1portant 

Extremely 
Valuable 

2 



3 

Instructions: Please finish the following sentences. 

1. Spirituality to me is 

2. I experience inner peace when 

3. I feeltnost positive about n1yselfwhen 

4. I am best able to pay attention to tny own needs when 

5. I feel best about what I do when 

6. I am most engaged in an acti,·ity when 



4 

7. I am most able to express tnyself when 

8. I am most able to express myself when the environn1ent 

9. When I pIan for the future I 

10. I am able to stay interested in an activity when 

11. When going through a difficult change or transition in my life, I usually cope by 

12. I would define spirituality as 
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Consent Fo1111S and IRB Approval Letters 



October 28, 1999 

Ms. Emily Schulz 

Occupational Therapy - Denton 

Dear Ms. Schulz: 

TEXAS WOMAN'S 
UNIVERSITY 

DENTON/DAllAS/HOUSTON 

HUMA:-.1 SUBJECTS 
REVIEW CO:-.t:-.HTIEE 
P.O. Box 4:!5619 
Denton, TX 76204-5619 
Phone: 9-lO I 898-3377 
Fax: 9-l0/89S-3-l16 

Re: Exploring the Relationship Between Spirituality and Adaptation in the Lives of Persons with 
Disability 

The above referenced study has been reviewed by a committee of the Human Subjects Review 
Committee and appears to meet our requirements in regard to protection of individuals' rights. 

If applicable, agency approval letters obtained should be submitted to the HSRC upon receipt prior to 
any data collection at that agency. The signed consent forms and an annuaVfinal report (attached) are 
to be filed with the Human Subjects Review Committee at the completion of the study. 

This approval is valid one year from the date of this letter. Furthermore, according to IlliS regulations, 
another review by the Committee is required if your project changes. If you have any questions, please 
feel free to call the Human Subjects Review Committee at the phone number listed above. 

Sincerely, 

J;·L~ 
Dr. Linda Rubin, Chair 

Human Subjects Review Committee - Denton 

cc. Dr. Janette Schkade, School of Occupational Therapy 

Dr. Virginia White, School of Occupational Therapy 
Graduate School 



-

October 28, 1999 

Ms. Emily Schulz 

Occupational Therapy - Denton 

Dear Ms. Schulz: 

TEXAS WOMAN'S 
UNIVERSITY 

DE~TON/DAllAS/HOUSTON 

Re: Exploring Spirituality Over the Lifetime of Persons with Disabilities 

HUMAN SUBJECTS 
REVIEW C0.\1.\tiTTEE 
P.O. Box 425619 
Denton, TX 7620-l-5619 
Phone: 9-10/898-3377 
Fax: 9-10/898-3416 

The above referenced study has been reviewed by a committee of the Human Subjects Review 
Committee and appears to meet our requirements in regard to protection of individuals' rights. 

If applicable, agency approval letters obtained should be submitted to the HSRC upon receipt prior to 
any data collection at that agency. The signed consent forms and an annual/final report (attached) are 
to be filed with the Human Subjects Review Committee at the completion of the study. 

This approval is valid one year from the date of this letter. Furthermore, according to HHS regulations, 
another review by the Committee is required if your project changes. If you have any questions, please 
feel free to call the Human Subjects Review Committee at the phone number listed above. 

Sincerely, 

~~ 
Dr. Linda Rubin, Chair 

Human Subjects Review Committee - Denton 

cc. Dr. Janette Schkade, School of Occupational Therapy 

Dr. Virginia White, School of Occupational Therapy 

Graduate School 
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TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TO PARTICIPATE IN RESEARCH 

Exploring the Relationship Between Spirituality and Adaptation in the Lives of Persons 
with Adult Onset Disability 

Advisor: 
Virginia K. White, Ph.D., OTR 
Researcher: 
Emily K. Schulz, M.S.", OTR 

I hereby consent to participate in the research project being conducted by Emily 
Schulz, who is a doctoral student at Texas Woman's University under the direction of 
Virginia White, Ph.D, OTR. entitled "Exploring the Relationship Between Spirituality 
and Adaptation in the Lives of Persons with Adult Onset Disability." I understand the 
purpose of this study is to explore the topic of spirituality as it relates to the adaptation 
process in the lives of individuals with disability. I understand that I will be interviewed 
by Ms Schutz, and that I will be asked to answer questions regarding spirituality over my 
lifetime as it relates to my adaptation process. I understand that I will be asked to fill out 
a form about myself. The interview and the filling out of the fonn will last 
approximately 2 hours altogether and will occur at a place and time that is convenient for 
both me and Ms. Schulz. I understand that the interview will be audiotaped. A transcript 
will be typed from the audiotape of the interview. Written field notes from the 
observations that Ms. Schulz makes \vhile participating in the interview will also be 
made. 

I understand that the potential risks involved in this study are: (1) that there is a 
slight chance that there may be a breach of confidentiality; (2) that I may feel some 
embarrassment from the interview process; (3) that I may lose time and/or money from 
work while participating in this study; (4) that I may experience boredom and (5) that I 
may become fatigued while participating in this study. I understand that the risks wilt be 
addressed in the following manner. (1): in order to protect my identity, initials and 
number codes will be used on all forms and audiotapes, which will be kept in a locked 
filing cabinet at TWU School of OT. The tapes and transcripts/reports will be destroyed 
by July 1, 2003. (2) I do not have to disclose any information or opinion if I choose not 
to. (3) and (4): the study will last for a total of2 hours and that I will be able to stop my 
participation in the study at any time for any reason without penalty or loss of benefits. 
(5): during the interview, a 5-minllte break will occur every 30 minutes and I will be able 
to stop my participation in the study at any time for any reason without penalty or loss of 
benefits. 

I understand that I will receive an abstract of the results of the study as a benefit 
from my participation in this study. I understand that the researchers will send a copy of 
the study's abstract to the agency from where I was recruited for the study and that I will 
be able to get a copy of it from the agency if I so choose. I understand tha: my 

Approved by the 
Texas Woman's University 
Institutional Revlew Board 

Subject's Initials ____ _ 

Approved: October 28, 1999 
Revised: May 31, 2000 
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TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TO PARTICIPATE IN RESEARCH 

participation in this study may help people learn more about spirituality and the disability 
experience. I understand that all information obtained will be held in confidence. A code 
number will be assigned to protect my· identity. Reports on the project will be written 
using initials and code numbers. My surname will not be spoken on the audiotape. 

I understand that participation in this study is completely voluntary and I may 
refuse to participate or withdraw my consent to participate at any time without penalty or 
loss of benefits. I hereby consent to the recording of my voice by Ms. Schulz under the · 
authority of Texas Woman's University. I understand that the material gathered for this 
research may be made available for educational, and/or research purposes; that the 
researchers, students and eaucators may hear the tapes; and that after the study is 
completed, all records from the study, without my name will be kept in a locked file at 
Texas Woman's University. The tapes will be erased and the transcripts and written 
reports will be shredded by July 1, 2003; and I hereby consent to such use. I hereby 
release Texas Woman's University and Ms. Schulz acting under the authority of Texas 
\Voman's University from any and all claims arising out of such taking, recording, 
reproducing, publishing, transmitting, or exhibiting as is authorized by Texas \Voman's 
University. 

The researchers will try to prevent nny problems that could happen because of this 
research. I should let the researchers know at once if there is a problem and they will help 
me. I understand, however, that TWU does not provide medical services or financial 
assistance for injuries that might happen because I am taking part in this research. 

If I have any questions about the research study, I should ask the researchers: their 
phone number is at the top of this fonn. If I have questions about my rights as a subject 
or the \vay this study has been conducted, I may call Ms. Tracy Lindsay in the office of 

· Research and Grants Administration at 940-898-33 77. An offer has been made to answer 
all of my questions and concerns and I have been given a copy of the dated and signed 
-consent form to keep. 

Signature of Participant Date 

The above consent fonn was read, discussed, and signed in my presence. In my 
opinion, the person signing said consent form did so freely and with full knowledge and 
understanding of its contents. 

Representative of Texas Woman's University 

Approved by lhe 
Texas Woman's University 
Institutional Review Board 

Date 

Approved: October 28, 199g 
Revised: May 31, 2000 
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TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TO PARTICIPATE IN RESEARCH 

Exploring the Relationship Between SpiritUality and-Adaptation in the Lives of Persons 
with Childhood Onset Disability 

Advisor: 
Virginia K. White, Ph.D., OTR; 
Researcher: 

·_-·· EmilyK. Schutz,·M.S., OTR· 

I hereby consent to participate in the research project being conducted by Emily 
Schutz, who is a doctoral stu~e~t at Texas Woman's University under the direction of 
Virginia White, Ph.D, OTR. entitled "Exploring the Relationship Between Spirituality 
and Adaptation in the Lives of Persons with Childhood Onset Disability." I understand 
the purpose of this study is to explore the topic of spirituality as it relates to the 
aqaptation process in the lives of individuals with disability. I understand that I will be 
interviewed by Ms Schulz, and that I will be asked to answer questions regarding 
spirituality over my lifetime as it relates to my adaptation process. I understand that I will 
be asked to fill out a form about myself. The interview and the filling out of the form . 
will last approximately 2 hours altogether and will occur at a place and time that is· 
convenient for both me and Ms. Schulz. I understand that the interview will be 
audiotaped .. A transcript will be typed from the audiotape of the interview. Written field 
notes from the observations that Ms. Schulz makes while participating in the interview 
will also be made. 

I understapd that the potential risks involved in this study are: (1) that there is a 
slight chance that there may be a breach of confidentiality; (2) that I may feel some 
embarrassment from the interview process; (3) that I may lose time and/or money from · 
work while participating in this study; (4) that I may experience boredom and (5) that I 
may become fatigued while participating in this study. I understand that the risks will be 
addressed in the following manner; (1): in order to protect my identity, initials and · 
number codes will be used on all forms and audiotapes, which will be kept in a locked 
filing cabinet at TWU s·chool of OT. The tapes and transcripts/reports will be destroyed 
by July 1, 2003. (2) I do not have to disclose any information or opinion if! choose not 
to. (3) and (4): the study will last for a total of2 hours and that I will be able to stop my 
participation in the study at any time for any reason without penalty or loss of benefits. 
(5): during the interview, a 5-minute break will occur every 30 minutes and I will be able 
to stop my participation in the study at any time for any reason without penalty or loss of 
benefits. 

I understand that I will receive an abstract of the results ofthe study as a benefit 
from my participation in this study. I understand that the researchers will send a copy of 
the study's abstract to the agency from where I was recruited for the study and that I will 
be able to get a copy of it from the agency if I so choose. I understand that my 

Approved by the 
Texas Woman's University 
Institutional Review Soard 

Approved: October 26, 1999 
Revised: May 31,2000 

Subject's Initials ____ _ 
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TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TOP ARTICIPATE IN RESEARCH 

participation in this study may help people learn more about spirituality and the disability 
experience. I understand that all infonnation obtained will be held in confidence. A code . 
number will be 'assigned to protect my identity. Reports on the project will be wiitten 
using initials and code numbers. My surname will not be spoken on the audiotape. 

· I understand that participation in this study is completely voluntary and I may 
refuse to participate or withdraw my consent to participate at any time without penalty or 
loss ofbenefits. I hereby consent to the recording of my voice by Ms. Schulz under the 
authority ofTexas Woman's University. I understand that the materiill gathered for this 
research may be made available for educational, and/or research purposes; that the 
researchers, students and etlu~~tors may hear the tapes; and that after the st1,1dy is 
completed, all records from the study, without my name will be kept in a locked file at 
Texas Woman's University. The tapes will be erased and the transcripts and written 
reports will be shredded by July 1, 2003; and I hereby consent to such use. I hereby 
release Texas Woman's University and Ms. Schulz acting under the authority of Texas 
Woman's University from any and all claims arising out of such taking,.recording, 
reproducing, publishing, transmitting, or exhibiting as is authorized by Texas Woman's 
University. 

The researchers will try to prevent any problems that could happen because of this . 
research. I should let the researchers know at once if there is a problem and they will help 
me. I understand, however, that TWU does not provide medical services or financial 
assistance for injuries that might happen because I am taking part in this research. 

If I have any questions about the research study, I should ask the researchers: their 
phone number is at the top of this fonn. If! have questions about my rights as a subject 
or the way this study has been conducted, I may call Ms. Tracy Lindsay in the office of 
Research and Grants Administration at 940-898-3377. An offer has been made to answer 
all of my questions and concerns and I have been given a copy of the dated and signed 
consent form to keep. 

Signature of Participant Date 

The above consent fonn was read, discussed, and signed in my presence. In my 
opinion, the person signing said ~onsent fonn did so freely and with full knowledge and 
understanding of its contents. 

Representative ofTexas \Voman's University 

Approved by the 
Texas Woman's University 
Institutional Review Board 

Approved: October 28, 1999 
Revised: May 31, 2000 

Date 



December 6, 2000 

Ms. Emily Schulz 
Occupational Therapy - Denton 

Dear Ms. Schulz: 

TEXAS WOMAN'S 
UNIVERSITY 

DENTON/DALLAS/HOCSTON 

HL'~IAN SUBJECTS 
REVIEW COM~IITTEE 
P.O. Box 425619 
Denton, TX 7620-l-5619 
Phone: 940/898-3377 
Fax: 940/898-3-116 

Re: Exploring the Relationship Between Spirituality and Adaptation in the Lives of Persons with 
Adult Onset Disability 

The request for the above referenced study to be reactivated has been reviewed by a committee of the 
Institutional Review Board (IRB) and appears to meet our requirements in regard to protection of 
individuals' rights. 

If applicable, agency approval letters obtained should be submitted to the IRB upon receipt prior to any 
data collection at that agency. The signed consent forms and an annual/final report are to be filed with the 
Institutional Review Board at the completion of the study. A copy of your newly approved consent form 

has been stamped as approved by the IRB and is attached to this letter. Please use this form which has the 
most recent approval date stamp when obtaining consent from your subjects. 

This approval is valid one year from the date of this letter. Furthermore, according to HHS regulations, 
another review by the IRB is required if your project changes. If you have any questions, please feel free· 
to call the Institutional Review Board at the phone number listed above. 

Sincerely, 

Dr. Linda Rubin, Chair 
Institutional Review Board - Denton 

en c. 

cc. Dr. Janette Schkade, School of Occupational Therapy 
Dr. Virginia White, School of Occupational Therapy 
Graduate School 



December 6, 2000 

Ms. Emily Schulz 
Occupational Therapy - Denton 

Dear Ms. Schulz: 

TEXAS WOMAN'S 
UNIVERSITY 

DE~TON/DALLASIHOCSTO~ 

HUMA:\1 SUBJECTS 
REVIEW CO:\I~UTTEE 
P.O. Box 425619 
Denton, TX 76.204-5619 
Phone: 940 I 898-3377 
Fax: 940/898-3416 

Re: Exploring the Relationship Between Spirituality and Adaptation in the Lives of Persons with 
Childhood Onset Disability 

The request for the above referenced study to be reactivated has been reviewed by a committee of the 
Institutional Review Board (IRB) and appears to meet our requirements in regard to protection of 
individuals' rights. 

If applicable, agency approval letters obtained should be submitted to the IRB upon receipt prior to any 
data collection at that agency. The signed consent forms and an annual/final report are to be filed with the 
Institutional Review Board at the completion of the study. A copy of your newly approved consent form 
has been stamped as approved by the IRB and is attached to this letter. Please use this form which has the 
most recent approval date stamp when obtaining consent from your subjects. 

This approval is valid one year from the date of this letter. Furthermore, according to HHS regulations, 
another review by the IRB is required if your project changes. If you have any questions, please feel free 
to call the Institutional Review Board at the phone number listed above. 

Sincerely, 

Dr. Linda Rubin, Chair 
Institutional Review Board - Denton 

en c. 

cc. Dr. Janette Schkade, School of Occupational Therapy 
Dr. Virginia White, School of Occupational Therapy 
Graduate School 



TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TO PARTICIPATE IN RESEARCH 

Exploring the Relationship Between Spirituality and Adaptation in the Lives ofPersons 
with Adult Onset Disability 

Advisor: 
Virginia K. White, Ph.D., OTR 
Researcher: 
Emily K. Schulz, M.S., OTR 

I hereby consent to participate in the research project being conducted by Emily 
Schulz, who is a doctoral student at Texas Woman's University under the direction of 
Virginia White, Ph.D, OTR. entitled "Exploring the Relationship Between Spirituality 
and Adaptation in the Lives of Persons with Adult Onset Disability." I understand the 
purpose ofthis study is to explore the topic of spirituality as it relates to the adaptation 
process in the lives of individuals with disability. I understand that I will be interviewed 
by Ms Schulz, and that I will be asked to answer questions regarding spirituality over my 
lifetime as it relates to my adaptation process. I understand that I will be asked to fill out 
a form about myself. The interview and the filling out of the form will last 
approximately 2 hours altogether and will occur at a place and time that is convenient for 
both me and Ms. Schulz. I understand that the interview will be audiotaped. A transcript 
will be typed from the audiotape of the interview. Written field notes from the 
observations that Ms. Schulz makes while participating in the interview will also be 
made. 

I understand that the potential risks involved in this study are: (I) that there is a 
slight chance that there may be a breach of confidentiality; (2) that l.may feel some 
embarrassment from the interview process; (3) that I may lose time and/or money from 
work while participating in this study; ( 4) that I may experience boredom and (5) that I 
may become fatigued while participating in this study. I understand that the risks will be 
addressed in the following manner. (1): in order to protect my identity, initials and 
number codes will be used on all forms and audiotapes, which will be kept in a locked 
filing cabinet at T\\'U School of OT. The tapes and transcripts/reports \Vill be destroyed 
by July 1, 2003. (2) I do not have to disclose any information or opinion ifl choose not 
to. (3) and (4): the study will last for a total of2 hours and that I will be able to stop my 
participation in the study at any time for imy reason without penalty or loss of benefits. 
(5): during the interview, a 5-minute break will occur every 30 minutes and I \vill be able 
to stop my participation in the study at any time for any reason without penalty or loss of 
benefits. 

I understand that I will receive an abstract ofthe results of the study as a benefit 
from my participation in this study. I understand that the researchers will send a copy of 
the study's abstract to the agency from where I was recruited for the study and that I will 
be able to get a copy of it from the agency if! so choose. I understand that my 

Approved by the 
Texas Woman's University 
Institutional Review Board 

December 6, 2000 

Subject's Initials _____ _ 



-

2 

TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TO PARTICIPATE IN RESEARCH 

participation in this study may help people learn more about spirituality and the disability 
experience. I understand that all information obtained will be held in confidence. A code 
number will be assigned to protect my identity. Reports on the project will be written 
using initials and code numbers. My surname will not be spoken on the audiotape. 

I understand that participation in this study is completely voluntary and I may 
refuse to participate or withdraw my consent to participate at any time without penalty or 
loss ofbenefits. I hereby consent to the recording of my voice by Ms. Schulz under the 
authority ofTexas Woman's University. I understand that the material gathered for this 
research may be made available for educational, and/or research purposes; that the 
researchers, students and educators may hear the tapes; and that after the study is 
completed, all records from the study, without my name will be kept in a locked file at 
Texas Woman's University. The tapes will be erased and the transcripts and written 
reports will be shredded by July 1, 2003; and I hereby consent to such use. I hereby 
relea.Se Texas Woman's University and Ms. Schulz acting under the authority ofTexas 
Woman's University from any and all claims arising out of such taking, recording, 
reproducing, publishing, transmitting, or exhibiting as is authorized by Texas Woman's 
University. 

The researchers will try to prevent any problems that could happen because of this 
research. I should let the researchers know at once if there is a problem and they will help 
me. I understand, however, that T\VU does not provide medical services or financial 
assistance for injuries that might happen because I am taking part in this research. 

If! have any questions about the research study, I should ask the researchers: their 
phone number is at the top ofthis form. If! have questions about my rights as a subject 
or the way this study has been conducted, I may call Ms. Tracy Lind,say in the office of 

·Research and Grants Administration at 940-898-3377. Ari offer has been made to answer 
all of my questions and concerns and I have been given a copy of the dated and signed 
consent fonn to keep. 

Signature of Participant Date 

The above consent form was read, discussed, and signed in my presence. In my 
opinion, the person signing said consent form did so freely and with full knowledge and 
understanding of its contents. 

Representative ofTexas Woman's University 

Approved by the 
Texas Woman's t,;niver;ity 
lns:itutional Review Board 

December 6. 2000 

Date 



TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSENT TO PARTICIPATE IN RESEARCH 

Exploring the Relationship Between Spiritualitv and Adaptation in the Lives of Persons 
with Childhood Onset Disability 

Advisor: 
Virginia K. White, Ph.D., OTR 
Researcher: 
Emily K. Schulz, M.S., OTR 

I hereby consent to participate in the research project being conducted by Emily 
Schulz, who is a doctoral student at Texas Woman's University under the direction of 
Virginia White, Ph.D, OTR. entitled "Exploring the Relationship Between Spirituality 
and Adaptation in the Lives of Persons with Childhood Onset Disability." I understand 
the purpose of this study is to explore the topic of spirituality as it relates to the 
adaptation process in the lives of individuals with disability. I understand that I will be 
interviewed by Ms Schulz, and that I will be asked to answer questions regarding 
spirituality over my lifetime as it relates to my adaptation process. I understand that I will 
be asked to fill out a form about myself. The interview and the filling out of the form 
will last approximately 2 hours altogether and will occur at a place and time that is 
convenient for both me and Ms. Schulz. I understand that the interview will be 
audiotaped. A transcript will be typed from the audiotape ofthe interview. Written field 
notes from the observations that Ms. Schulz makes while participating in the interview 
will also be made. 

I understand that the potential risks involved in this study are: (1) that there is a 
slight chance that there may be a breach of confidentiality; (2) that I .may feel some 
embarrassment from the interview process; (3) that I may lose time and/or money from 
work while participating in this study; (4) that I may experience boredom and (5) that I 
may become fatigued while participating in this study. I understand that the risks will be 
addressed in the following manner. (1): in order to protect my identity, initials and 
number codes wiii be used on all forms and audiotapes, which wiii be kept in a locked 
filing cabinet at TWU School of OT. The tapes and transcripts/reports wiii be destroyed 
by July 1, 2003. (2) I do not have to disclose any information or opinion ifl choose not 
to. (3) and (4): the study will last for a total of2 hours and that I will be able to stop my 
participation in the study at any time for any reason without penalty or loss of benefits. 
(5): during the interview, a 5-minute break will occur every 30 minutes and I will be able 
to stop my participation in the study at any time for any reason without penalty or loss of 
benefits. 

I understand that I will receive an abstract of the results of the studv as a benefit 
from my participation in this study. I understand that the researchers will s~nd a copy of 
the study's abstract to the agency from where I was recruited for the study and that I will 
be able to get a copy of it from the agency if I so choose. I understand that my 

Approved by the 
Texas Woman's University 
Institutional Review Board 

December 6, 2000 

Subject's Initials ____ _ 
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TEXAS WOMAN'S UNIVERSITY 

SUBJECT CONSEi'rf TO PARTICIPATE IN RESEARCH 

participation in this study may help people learn more about spirituality and the disability 
experience. I understand that all information obtained will be held in confidence. A code 
number will be assigned to protect my identity. Reports on the project will be written 
using initials and code numbers. My surname will not be spoken on the audiotape. 

I understand that participation in this study is completely voluntary and I may 
refuse to participate or withdraw my consent to participate at any time without penalty or 
loss of benefits. I hereby consent to the recording of my voice by Ms. Schulz under the 
authority ofTexas Woman's University. I understand that the material gathered for this 
research may be made available for educational, and/or research purposes; that the 
researchers, students and educators may hear the tapes; and that after the study is 
completed, all records from the study, without my name will be kept in a locked file at 
Texas \Voman's University. The tapes will be erased and the transcripts and written 
reports will be shredded by July 1, 2003; and I hereby consent to such use. I hereby 
release Texas Woman's University and Ms. Schulz acting under the authority of Texas 
Woman's University from any and all claims arising out of such taking, recording, 
reproducing, publishing, transmitting, or exhibiting as is authorized by Texas Woman's 
University. 

The researchers will try to prevent any problems that could happen because of this 
research. I should let the researchers know at once ifthere is a problem and they will help 
me. I understand, however, that TWU does not provide medical services or financial 
assistance for injuries that might happen because I am taking part in this research. 

lfl have any questions about the research study, I should ask the researchers: their 
phone number is at the top of this form. Ifl have questions about my rights as a subject 
or the way this study has been conducted, I may call Ms. Tracy Linqsay in the office of 
Research and Grants Administration at 940-898-3377. An offer has been made to answer 
all of my questions and concerns and I have been given a copy of the dated and signed 
consent form to keep. 

Signature ofParticipant Date 

The above consent form was read, discussed, and signed in my presence. In my 
opinion, the person signing said consent form did so freely and with full knowledge and 
understanding of its contents. 

Representative of Texas Woman's University 

Approved by tl'.e 
Texas Woman"s University 
Institutional Review Board 

December 6. 20CO 

Date 
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