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Quaiity of Life 

ABSTRACT 

QUALITY OF LEE: EXPLORiNG THE PERSPECTIVE OF PERSONS WiTH 
SPINAL CORD INJURY 

Master of Science 
200 1 

Janice Leanne Beitei 

Graduate Department of Nursing Science 
University of Toronto 

This descriptive-exploratory study, guided by the human becoming theory, 

explored quality of life (QOL) for six persons within twelve weeks of traurnatic 

spinal cord injury (SCI). Four themes emerged: 1) resolving to prevail 2) 

considering alternative views 3) dwelling with enriching affiliations, and 4) 

bewildering uncertainty. Participants' perspectives shifted post-injury. An 

awareness that view and approach to life shaped QOL, and the determination to 

overcome limitations was expressed. Beyond presence, thinking and talking about 

important relationships contributed to QOL. Uncertainty pewaded the 

participants' expenence. Themes are consistent with research related to the 

experiences of continuing through difficult times and life altenng illnesses. Health 

professionais may contribute to QOL by facilitating links to important others, by 

engaging in discussions to surface changing views of a situation, by wimessing 

the stmggle to overcorne limitations, and by listening to how others live with 

uncertainty. Additionai research on QOL will continue to build knowledge. 
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Chapter 1 

introduction 

The phenomenon of interest in this research study was quality of life as 

defined by persons living with spinal cord injury. Quality of life is of increasing interest 

to researchers, practitioners, and policy makers for a number of reasons, including: 

advances in life saving and sustaining treatment evoke questions about quantity of years 

versa quality of years; holistic views of health broaden the definition of health beyond 

merely physical well being; equality and human rights raise concerns regarding 

paternahm and how decisions about allocation of resources are made; and economic 

constraints in health care compel rationing of available resources (Brown, Renwick & 

Nagler, 1996; McDowell & Nevell, 1987). 

In practice, quality of life is of increased importance as it is recognized that 

health, quality of life, and professional care are intenelated (Calman, 1984; Ferrans, 

1990; Gill & Feinstein, 1994; Holmes, 1989; Parse, 1994). Indeed, as an evaluation of 

outcome, quality of life is used to assess the value of treatment, intervention, and 

rehabilitation in health care (Brown et al., 1996). Beliefs about quality of life influence 

healthcare decisions at individual and policy levels (Bach & McDaniel, 1993; Draper. 

199 1 ; Gerhart, Koziol-McLain, Lowenstein, & Whiteneck, 1994; Parmenter, 1996). 

Thus, the way quality of life is defined and evaiuated has an impact on persons who 

enter heaithcare systems (Goodinson & Singleton, 1989; Holrnes, 1989). 

Quality of life is generally viewed as a multidimensional constnict and the 

difficulty in defïning and measuring it has been well documented (Butler, 1992; Ferrans, 

1990; Gill & Feinstein, 1994; Holmes, 1989; Hughes, 1990; Loew & Rapin, 1994; 

Brown et ai., 1996; McDowell & Neveli, 1987). The definition of quality of life and 
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whether it is studied by subjective or objective methods reflects the purpose of the 

research, and the researcher's theoretical and philosophical orientation (Sutcliffe & 

Holmes, 1991). Regardless of the method, the participant is increasingly recognized as 

the most appropriate person to provide information on quality of life (Aaronson, 1991 : 

Brown et al., 1996; Calman, 1984; Parse, 1994). 

Quality of Life Research Program 

This study is part of a larger nursing research program titled: Quality of Life: 

Exploring the Client's Perspective. The focus of the program is on quality of life as 

experienced and defined by participants at a major tertiary teaching center. A nurnber of 

studies Frorn this prograrn have been published (Carson & Mitchell, 1998; Fisher & 

Mitchell, 1998; MitcheII, 1998; Mitchell & Lawston, 2000; Pilkington, 1999). 

The prograrn was guided by Parse's theory of human becoming (Parse, 198 1. 

1990, 1992, 1994, 1998, 1999). Qualitative methodologies including descnptive- 

exploratory and phenomenology are employed in the research program. The three 

objectives of this research program are: to establish a substantive knowledge base about 

the experience and meaning of quality of tife for different groups; to increase knowledge 

and enhance understanding of specific phenomena linked to quality of life; and to 

specify directions for program and practice development aimed at enhancing quality of 

life (Mitchell, Carson, Fisher, Kolodny & Vander Laan, 1994). 

Within the prograrn, researchers explored the experience of quality of life for 

persons receiving inpatient psychiairic care (Fisher & Mitchell, 1998), persons living in 

long term care (Kolodny, I996), persons tolerating persistent pain (Carson & MitcheIf, 

1998), persons living with stroke Pikington, 1999), persons living with diabetes 

(Mitchell, 1998; Mitchell & Lawston, 2000), and persons living with congestive hem 
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failure (Boumes, 1997). This current study extended the quality of life research prograrn 

by exploring the experience of quality of life for persons living with spinal cord injury in 

an acute care setting. 

Quality of Life for Persons Living with Spinal Cord Iniury 

Ln North Arnerica 32-35 people per million population suffer a permanent 

traumatic spinal cord injury (SCI) and survive every year (Canadian ParapIegia 

Association, 1993; National Spinal Cord Injury Statisticai Centre, 1994). Post-injury, 

individuals spend weeks to months in acute care and rehabilitation centres (Hickey , 

1986). increased survival and life span, combined with the fact that there is no cure for 

SCI, have stimulated interest in the quaiity of life experiences of persons living with 

quadriplegia and paraplegia (Bach & Tilton, 1994; Devivo & Richards 1992; Whiteneck 

et al., 1992; Noreau & Shephard, 1995). Traumatic SC1 has an impact on di realrns of a 

person's existence. Persons surviving can expect a life span that closely approximates 

that of the general population (Lundqvist, Siosteen, Blornstrand, Lind & Sullivan, 199 1). 

The most fiequent age at injury is 19 years, while the mean age at injury is 33.4 years. 

This means that persons will spend 40-50 years living with paraplegidquadnplegia 

(National Spinai Cord injury Statistical Center, 1994). Quaiity of Iife for persons with 

quadriplegid paraplegia is of concem to health care providers, researchers, chose who 

have significant relationships with the person, and for individuals themsehes. 

Research on quality of life (QOL) with persons living with quadriplegial 

paraplegia is sornewhat limited. Research studies have prirnarily exarnined the 

relaîionship of ernotional, psycho-sociological, physicai and functiond variables to 

quality of life and life satisfaction (Noreau & Shephard, 1995). Althougb there is some 

evidence to support the view that there are unique factors important to QOL for persons 
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living with quadnplegia and paraplegia, instruments used to measure QOL were adapted 

from other populations (Bach & McDaniel, 1993; Noreau & Shephard, 1995). It is 

proposed that prior studies with predefined categories of quaiity of life may not capture 

areas important to QOL for persons with quadriplegidparaplegia (Brown et al., 1996). 

Although the aforementioned research studies contribute to a general understanding of 

QOL for persons living with SCI, only two studies were found exploring QOL From the 

person's perspective (Bach & McDaniel, 1993; Boswell, Dawson & Heininger, 1998). 

No studies focused on the QOL as defined by persons with SC1 in the acute care 

setting. in this author's experience, the predominant belief arnong healthcare providers is 

that persons with SC1 are grieving and adapting during this time, therefore QOL during 

the acute care phase cannot be captured, or is in such an upheaval that any measure 

would be unreliable. This viewpoint is echoed in literature depicting stages of adaptation 

after a spinal cord injury and research proposing QOL as an indicator of adjustment post 

SC1 (Hammell, 1992; Stensrnan 1994). 

If, however, QOL is viewed as a process of shifting d u e s  and priorities, then 

people are continuously expenencing QOL in meaningful ways (Holmes, 1989; Parse, 

1994). It is within the weeks and months after the spinal cord injury that individuals with 

quadriplegialparaplegia have the most sustained contact with healthcare professionals. 

There is potential to enhance QOL during these early weeks and rnonths, yet M e  is 

known about the QOL of individuais during this tirne period. If healthcare providers 

hope to enhance QOL as an outcome or goal, information about the QOL experiences of 

persons with quadriplegialparaplegia in the acute care setting is required. 
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CHAPTER II 

Literature Review 

This chapter presents a review of the literature related to quaiity oflife (QOL) fcr 

persons with spinal cord injwy (SCI). The first section of the review provides an 

overview of the research and identifies several limitations regarding the instruments used 

to measure QOL. The second section surnrnarizes the findings and provides evidence of 

unique factors contributing to QOL for persons living with SCI. The third section 

highlights the gaps and limitations of the literature, supporthg the need for the current 

study. Lastly, a problem staternent is offered. 

Overview of Research on Qualitv of Life for Persons with SC1 

A cornprehensive search and review of the Iiterature was conducted on 

MEDLiNE and CINAHL from 1980 to the present. Relevant references frorn seiected 

studies were also reviewed. QOL was used interchangeably with Iife satisfaction in a 

nurnber of studies and actually was defined as satisfaction with life in one study 

(Boswell et al., 1998; Kreuter, Sullivan, Dahllof, & Siosteen, 1998; Krause, 1997; 

Krause & Kjorsvig, 1992; Lundqvist, Siosteen, Blornstrand, Lind & Sullivan, 1997; 

Post, van Dijk, van Asbeck & Schrijvers, 1998; Prince, Manley & Whiteneck, 1995). As 

a result, life satisfaction was included with QOL in the review of the literature. 

The majority of studies on QOL for persons with SC1 were published in the latter 

part of the last decade, with two thirds of al1 studies situated in the United States. Almost 

all employed descriptive or correlational methodologies and report variabIes present 

with participants reporting high or low QOWsatisfaction. Two qualitative studies 

focused on the definition of QOL for the participants andfor the contributing or 
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influencing factors for QOL (Bach & McDaniel, 1993; Boswell et al., 1998). The 

characteristics and major findings of the studies are summarized in chronological order 

in Appendix A. Studies exploring QOWlife satisfaction for persons living with SC1 were 

quite diverse making cornparison difficult. For exarnple, the arnount of time elapsed 

since injury varied fiom 14 weeks to over 20 years. Only four studies, one includin; a 

rehabilitation subgroup, involved participants injured less than one year at the time of 

the study. Not one study took place in the acute care setting. Focus and purpose of 

studies varied, as did the QOLAife satisfaction measures employed. instruments used to 

measure QOLAife satisfaction and the resulting limitations are elaborated on below. 

Measuring Quality of Life for Persons with SC1 

Concerns related to reliability and validity of the instruments were identified in a 

majority of the reviewed studies on QOL. Issues included: 1) eleven of the studies did 

not define quality of life, making it impossible to assess whether the instrument 

measured quality of life as defined by the researcher; 2) ten studies used an investigator 

instrument with no report of reliability or validity; 3) five studies modified existing 

instruments, for example, dropping 6 items from an oncology Quality of Life Index 

(Nieves, Charter & Aspinall, 199 1; Padilla & Grant, 1985); and, 4) some studies using 

existing instruments stated reliability and validity of instruments established with other 

populations, however no studies reported reliability and validity with persons with SCI. 

Instruments originally designed for other populations may be strengthened by 

providing an opportunity for participants to identify important aspects of QOL or life 

satisfaction, andtor to supplement items offered by the investigator (Gill & Feinstein, 

1994). However, oniy two of the studies did so. Eleven investigators provided an 
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opporhmity to provide an uverall rating of QOL or life satisfaction, useful with cornplex 

concepts like QOL as individuats may be dissatisfied with an aspect of their Iife. but i t  

may not greatly impact overall satisfaction or QOL (Gill & Feinstein, 1994). 

None of the QOLflife satisfaction instruments were developed specifically for 

use with persons with SCI. The aforementioned fact is a concern given mounting 

evidence that what constitutes QOL for persons with SC1 is different than non-spinal 

cord injwed persons (Bach & McDanieI, 1993; Bach & Tilton, 1994; Gerhart, Koziol- 

McLain et al, 1994; Kannisto & Sintonen, 1997; Lundqvist et al, 1997; Stensrnan, 1994; 

Whiteneck, et al, 1992). Research specifying the unique constituents of QOL for persons 

living with SC1 were derived fiom descriptive methodoIogies, or studies that provided 

an opportwiity for the participants to supplement or rate items. The present study 

enhances understanding of the experience of QOL as descnbed by research participanrs 

and the findings add to the knowledge base about QOWlife satisfaction for persons 

living with SCI. The existing knowiedge base about QOLllife satisfaction for persons 

with SC1 is surnmarized in the section below. 

Major Findinns Related to Quaiity of Life for Persons Living with SC1 

Despite the diversity of studies, hdings consisteritly support links among 

variables regarding relationships, health, life management, and QOLlMe satisfaction. 

Inconclusive fùidings exist between QOL/life satisfaction and variables invoIving 

occupation status, age, and time eiasped since injury. Unique factors found to contribute 

to QOLllife satisfaction for persons with SC1 are included in this section and discussed 

1 s t .  
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The link between QOLIlife satisfaction and relationships is well established 

(Bach & McDaniel, 1993; Bach & Tilton, 1994; Clayton & Chubon, 1994; Crewe & 

Krause, 1988; Fuhrer, Rintala, Hart, Clearman & Young, 1992; Kreuter et al, 1998; Post. 

de Witte, Floris, van Asbeck, van Dijk, & Schrivers, 1998; Post, van Dijk et al., 1998; 

Siosteen et al., 1990; Warren, Wrigley, Yoels & Fine, 1996; White, Rintala, Hart & 

Fuhrer, 1993; White, Rintala, Hart, Young & Fuhrer 1993). Closeness to family, 

mariage, social support, activity, and integration conelated positively with higher 

QOMife satisfaction (Bach & Tilton, 1994; Clayton & Chubon, 1994; Kreuter et al., 

1998; Post, de Witte et al., 1998; Siosteen et al., 1990; Fuhrer et al., 1992). Several 

studies support the importance of relationships to QOLJlife satisfaction as rated by 

perçons with SC1 (White, Rintala, Hart & Fuhrer, 1993; White, Rintala, Hart, Young & 

Fuher, 1993). Areas of greatest satisfaction included contacts with fnends and 

acquaintances, as well as partnership and family relationships (Post, de Witte et al., 

1998; Post, van Dijk et al., 1998). Although the above findings clearly establish links 

among family, relationships and QOL, no further insight is shed on how or what 

relationships contribute to overall QOL. 

The lack of consistent definition of variables and how each contributes to QOL 

was evident throughout the studies reviewed. Health, for example, was not defined 

although it was rated as the most important life area, and identified as influencing 

QOWlife satisfaction in qualitative and quantitative studies for persons with SCI. ( m e ,  

Stenehjem, & Stanghell, 1995; Bach & MacDaniel, 1993, Fuhrer et al., 1993; Kreuter et 

al., 1998; Lundqvist et al., 1991; Post, de Witte et al., 1998; White, Rintala, Hart, & 

Fuhrer, 1993; White, Rintala, Hart, Young, & Fuhrer, 1993). in more recent years, health 

related quality of life measurements have been investigated in relation to aging and 



Quality of Life 9 

timing of injury. Unfortunately, the instruments do not provide the opportuniq for the 

participants to describe how heaith contributes to overall QOL (Kannisto & Sintonen, 

1997; Kannisto, Merianto, Alaranta, Hokkanen & Sintonen, 1998). Related to health, life 

satisfaction has been linked with mortality. Over an 1 1 year span participants expressing 

more satisfaction in their lives were significantly more likely to have survived (Krause, 

Sternberg, Lottes & Maides, 1997). 

Although it is known that life management variables such as perceived control, 

self-care management, and incorne positively correlated with QOL/life satisfaction, it is 

not known how the aforementioned variables enhance QOLAife satisfaction for persons 

living with SC1 (Boswell, et al., 1998; Carlson, 1979; Clayton & Chubon, 1994; 

Crushrnan & Hassett, 1992; Fuhrer et al., 1992; Lundqvist, et al., 199 1; Prince et al.. 

1995). Finances were rated fourth in importance by both men and women with SC1 and 

were a prevalent therne in a qualitative study with persons with quadriplegia (Bach & 

McDaniel, 1993; White, Rintala, H m  & Fuhrer, 1993; White, Rintala, Hart, Young & 

Fuhrer, 1993). 

Understanding how different variables contribute to overall QOL becomes 

valuabIe in light of contradictory findings. For exarnple, contradictory evidence exists as 

to whether there is a significant correlation between QOUlife satisfaction and 

employment status, occupation or job for persons with SC1 (Crushrnan & Hassett, 1992; 

Clayton & Chubon, 1994; Lundqvist et ai., 1991, Westgren & Levi, 1998). Although 

productivity/activity and opportunities to contribute and create have been identified as 

important, the opportunity to contribute and create in rneaningfiil ways may or may not 

be related to employment (Bach & McDaniel, 1993; Boswell et ai., 1998). Further 

exploration on this matter is required. 
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Other variables requiring further research to understand the relationship with 

QOLAife satisfaction include t h e  elapsed since injury and age. In several studies, years 

since injury was positively correlated with higher reported QOLIlife satisfaction (Y' leves 

et al., 1991; Pentland, McCoII & Rosenthal, 1995). in contrast, findings in three separate 

studies concluded; 1) elasped t h e  since injury was not significantly correlated with 

global QOL (Kreuter, et a1.,1998), 2) QOL/life satisfaction decreased over a 10 year 

period in a sample of perçons with SCI (Krause, 1997); and 3) QOLIlife satisfaction 

correlated negatively with persons older than 35 at time of injury (Stensman, 1994). Two 

possible rationales for the contradictory findings were found in the literature. Firstly, 

persons injured in childhood (~20) rated health related quality of life higher than those 

injured in adulthood (Kannisto et al., 1998). Secondly, as persons with SC1 age and 

require more assistance, overall QOL decreases (Gerhart, Berstrom et al., 1993; 

Whiteneck et al., 1992). 

Although contradictory findings identiQ the need for M e r  research and 

clarification, it is increasingly clear that there are unique contributing factors to QOL for 

persons living with SCI. Indeed, the lack of significant correlation between QOWlife 

satisfaction and variables including: levei of injury, completeness of injwy, physicaI 

hc t ion ,  disability and ventilator dependency, supports the notion that QOLJlife 

satisfaction may be comprised of different elernents for persons with SC1 (Bach & 

Tilton, 1994; Crushrnan & Hasselt, 1992; Dunnum, 1990; Kreuter et al., 1998; 

Lundqvist, et al., 1997; Nieves et al., 1991; Post, van Dijk et aI., 1998; Siosteen. et al., 

1990; Westgren & Levi, 1998; Whiteneck et ai., 1992). 

in a qualitative study with persons with quadriplegia, two out of the seven 

categories of responses in the hdings had not previously been described as important to 
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QOLIlife satisfaction in the general population (Bach & McDaniel, 1993). The first new 

category in the hdings was assertiveness. This category included speaking up for one's 

self and asking for assistance when needed. The second new category, not previously 

identified as important to QOL was the paradox of dependencehdependence. This 

category of responses included relying on the assistance of others, while continuing to 

do as rnuch as possible independently. The paradox of dependence/independence was 

substantiated by  Kreuter, et al. (1998) who found perceived loss of independence was 

significantly correlated with lower QOL scores. 

Persons with SC1 ranked needs and assigned different weights to the importance 

of life areas as compared to the general popdation (Kannisto & Sintonen, 1997; 

Whiteneck, et al 1992). In two studies, healthcare providers consistently rated QOL for 

persons with SC1 lower than the persons themselves rated their QOL (Bach & Tilton. 

1994; Gerhart, Koziol-McLain et al, 1994). When persons with SC1 were asked to rate 

their QOL relative to their sarne age peers without injury, participants rated it as good as 

peers or better (Crushan  & Hassett, 1992). 

Findings h m  a qualitative study conducted by Boswell, et al. (1998) identified 

for the first tirne in the Iiterature that the spinal injury itself was described by 

participants as a catalyst that changed their perspective of QOL. Participants of this 

study also identified perception of QOL as fluid, changing throughout life. Further to the 

importance of the study is the identification of attitude toward lfe as the most 

significant (as defmed by the participants) life dornain influencing QOL. 

Surnmary of Literature on QuaIity of Life for Persons with Spinal Cord iniury 

Despite the collection of data supporting correlation among a variety of variables 

and QOL/iife satisfaction, ùiformation about what enhances QOL for persons with SC1 



remains sornewhat elusive. The direction of the correlation between specific variables 

and QOL cannot be identified (Bosweli et al., 1998, Dijkers 1996, 1997). Further, it is 

unclear how the correlated variables contribute IO, or influence QOL for persons with 

SCI. lnsight into what contributes tu, anci influences QOL may also help to c h i @  and 

explain inconclusive and conindictory findings regarding the correlation with 

occupation status, age, and t h e  elapsed since injury. 

Given that there is evidence that what constitutes QOL varies in importance and 

content among different populations, there is limited information regarding what unique 

features constitute QOL for persons with SCI. Living with a SC1 shapes one's 

perspective of QOL beyond the obvious limitations the injury imposes on daily life. 

Instruments originally developed for use with other populatians, or that measure other 

constructs are insufficient to identify what is important to QOL for persons with 

quadnpIegidparapIegia. 

QOL for persons with SC1 prior to fourteen weeks post injury has not: been 

researched. The majority of the participants in the studies reviewed were one year or 

more post injury. Only one study took place in Canada, and only one study utiIized a 

nursing firamework. 

Problem Statement 

Currently, the QOL for persons with SC1 in the acute care setting is unknown. 

Understanding what constitutes and contributes to QOL for persons with SC1 is essential 

as nurses and other health professionals play a major role in persons' !ives for weeks and 

months following SCT. There is little known about what constitutes QOL for persons 

living with SC1 in the t h e  foliowing the injury. More lmowledge of what enhances 



Quality of Life 13 

QOL will enable nurses and other health professionals to contribute to QOL in a 

meaninghl way for persons living with SCI. 
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CHAPTER m 

Methodo l o g  

QuaIity of life as defined by persons living with spinal cord injury (SCI) was the 

phenornenon of interest in this research project. A descriptive-exploratory design, guided 

by Parse's (1 98 l,l!NO,l992, 1994, 1998, 1999) human becoming theory (HBT) was 

used to gather data that led to the development of themes about QOL for persons with 

SCI. An overview of the purpose, theoretical fiarnework, research question, and 

objectives which guided this study are provided in this chapter. Measures to protect 

participants, design, sampie, data collection techniques, and mesures to ensure 

credibiiity and auditability are also presented. Lastly, the Limitations of the cunent study 

are discussed, 

Purposes 

The primary purpose of this qualitative investigation was to describe persons' 

perspectives of QOL when living with SC1 in the acute care setting. Secondary purposes 

included a) to enhance understanding of QOL issues for additional study, b) to specib 

practice approaches aimed at enhancing QOL for persons with SCI, and c) to expand the 

guiding theoretical fhnework, the HBT. 

Theoretical Framework 

The aim of qualitative research is to enhance understanding about the 

experiences of persons, from their perspectives, as they Iive life situations (Elliot, 

Fischer & Rennie, 1999). To achieve this a h ,  qualitative researchers employ a variety 

of approaches and work within differing explicit and implicit philosophies (Denzin & 

Lincoln, 1994; Elliot, Fischer & Rennie, 1999; Leininger, 1985; Parse, Coyne & Smith, 
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1985). Although qualitative researchers acknowledge that research is value-laden 

(Mitchell, 1994; Denzin & Lincoln, 1994, Janesick, 1994; Haldenrnann, 1993), the 

extent to which the researcher's paradigm influences research is debated (Elliot, Fischer 

& Rennie, 1999; Morse, 1992, Morse, 1994). 

Various scholars have argued that aII research is inherently theory dnven 

(Crothers & Dolecki, 1989; DeGroot,l988; Denzin & Lincoln, 1994; Giorgi, 1985; 

Haldemann, 1993; Mitchell, 1992, 1994; Parse, Coyne & Smith, 1985). According to 

these authors, explicitly presenting the theoretical orientation and anticipations of the 

researcher enables others to logically and criticalIy evaluate research findings. In 

addition, making the guiding theory explkit helps the reader to interpret and understand 

the researcher's findings (Elliot, Fischer & Remie, 1999). 

The theoretical framework guidig this research project was Parse's HBT (Parse, 

198 1,1990,1992, 1994, 1998, 1999). The underlying assumptions of the HBT also 

underpin the research design. The HBT is rooted in the hurnan sciences and focuses on 

the hurnan being's participative expenence with the world (Parse, 198 1,1992). A basic 

premise of the HBT is that persons freely choose the meaning of life situations as they 

intentionally participate in the creation of life expenences and evolve in mutual process 

with the universe (Parse, 1990,1992,1998). The human is viewed as an indivisible 

unity, different than 'holistic' views that include the spirituai, mental, and the physicai 

divisions of a person. Humans are recognized ttirough their unique patterns of relating to 

the universe (Parse, 1992). 

Based on the underlying assumptions, research guided by the HBT is necessarily 

qualitative and focuses on participants' descriptions of lived experience as the primary 



data (Boumes, 1997). This perspective assumes that persons are able to accurately 

represent their personal experiences and research is an intersubjective process in which 

the researcher seeks better understanding of persons' realities as lived (Pikington, 

1997). The assurnptions of the HBT are discussed in more deeail below. A glossary of 

tenns is provided in Appendix B for firther clarity. 

The assumptions underlying the HBT inform three principles (Parse, 198 1, 19%). 

The three principles of the HBT and the theme associated with each principle are as 

follows: 

1. Structuring meaning rnultidimensionaIIy is cocreating reality through the languaging 

of valuing and imaging. 

Principle one relates to the way hurnan beings continuously structure meaning of 

rnultidimensional experiences occumng all-at-once (Parse, 198 f ). The theme of 

principle one is meaning. 

2. Cocreating rhythmical patterns of relating is Iiving the paradoxical unity of 

revealing-conceaiing and enabling-limiting while connecting-separating. 

Principle two is about the way al1 human experience is inherently paradoxical and 

rhythmçal in nature. The theme associated with principle two is rhytlimicity. 

3, Cotranscending with the possibles is powering unique ways of originating in the 

process of transfoming. 

Principle three is related to the ways humans change in life as they reach beyond the 

was and is with what is not-yet (Parse, 198 1). The theme of principle three is 

rranscendence. 
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Within each principle of the HBT there are three concepts. The concepts within 

the theory are written as participles and deliberately end in 'ing' to reflect the process 

orientation of the human becoming theory (Parse, 1992). 

Meaning, the theme of the first principle is the personal significance assigned by 

individuals to life experiences. Three concepts from the human becoming theory are 

related to the theme meaning: irnaging, valuing and languaging. imaging is the 

structuring of reality as participants experience the situation in light of the pst .  present, 

and future. (Parse, 1998; Pilkington & Jonas-Simpson, 1996). VaIuing, the second 

concept related to the theme meaning, is making choices about what beliefs are, and are 

not, important. Important beliefs are revealed in the day to day decisions and sening of 

priorities. Persons are continually choosing and acting on sorne belie fs while choosing 

not to act on others (Parse, 1998; Pilkington & Jonas-Simpson, 1996). Languaging is the 

third concept related to the theme meaning. Languaging is the rneaning expressed. This 

occurs in the ways people tell and do not tell about thernselves, their chosen beliefs, and 

their reality in verbal and non-verbal messages to others. 

Rhythmicity is the theme related to the second principle. Rhythmicity reflects the 

view of seerningly disparate human experiences - paradoxes- as part of the same 

comp1ex rhythm. For example, hope only exists with no-hope (Parse, 1999). There is no 

meaning of one without the other and when hope is in the "fore", no-hope is in the 

"ground" (Mitchell, 1993). The three paradoxical concepts associated with the therne 

rhythmicity (principle two) are; revealing-concealing, enabling-limiting and comecting- 

separating. 
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The paradoxical rhythm revealing-concealing is related to the choices people 

make about what to share of themselves, with different people, at different times. The 

second concept associated with the human becoming theme rhythmicity is enabling- 

limiting. in making choices, sorne opportunities are lost and new ones become avaiiable. 

This occurs in every decision a person makes. Connecting-separating is the third concept 

of the human becoming theme rhythrnicity. Hurnans engage and disengage i?om others, 

ideas and ventures, rnoving in one direction and away fiom others. (Parse, 1998; 

Pilkington & Jonas-Simpson, 1996). 

Transcendence, the theme associated with the third pnnciple, is moving beyond 

the present moment. Perspectives shifi as what is possible is chosen by a person and 

actualized. Persons rnove beyond the now with intended hopes and drearns, to create 

new ways of viewing the circurnstances and situations (Parse, 198 1,1992, 1998). The 

three concepts related to the HBT third pnnciple and therne transcendence are: 

powenng, originating and transforming. Powering is the pushirig-resisting rhythm, the 

energking force in the human-universe process. The pushing-resisting force creates 

tension and opportunities to clarih views. Originating is about choosing individual 

ways of living that rnanifest in unique relationships and connections with places, things 

and projects (Parse, 1992). Transforming is the third concept related to the human 

becoming theme of transcendence. Transforming is the shifi in perspective as the 

everyday ernerges in a new light. As the situation unfolds, participants corne to, or 

discover a new and evolving understanding of life's experiences (Parse, 1998). 

The HBT prepares the researcher to look for the rneanings, rhythmicaI patterns, 

and ways of moving beyond, that people describe in light of their lived experiences. The 
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person's perspective of life shapes health. In the HBT health is viewed as a process of 

becoming, a way of living that links values, beliefs, and meanings. It is not adaptation or 

coping with the environment but rather the way persons live day to day in light of what 

is important (Parse, 1990). The HBT emphasizes heaith as a lived experience 

(Pilkington, 1999). 

Quality of life is the goai of nursing in the HBT. QOL is the person's view of living 

moment to moment in relation to ever changing situatiocs (Parse, 1990). It is not static. 

but ever evolving in the human-universe process. Quality of life is about relationships, 

plans, hopes, dreams, and fears. QOL is the "whatness.. . or the essence of life" (Parse. 

1994, p.17). Only the person living the life cm describe what constitutes QOL and it is 

what the person says it is (Parse, 1994). The HBT guides nurses to focus on the rneaning 

of QOL kom the person's perspective. 

The view of QOL tiom the HBT is in contrast to other theories that propose QOL 

cm be determined through measurement of emotional, psycho-social, physical and /or 

functional variables (Parse, 1994). A comrnon view, this author has noted in practice is 

the belief that persons with SC1 in the acute care setting could not possibly know what 

their QOL is because of the upheaval they are experiencing. Other theories depicting 

stages of adaptation after a spinal cord injury or proposing QOL as an indicator of 

adjusunent post SC1 would attempt to quantify and measure QOL (Hamrnell, 1992; 

Stensman 1994). 

From the hurnan becoming perspective, QOL occurs in the moment to moment 

living of priorities that aise fiom individuals' values and beliefs. This view of QOL 

provides the opportunity to explore experiences for persons with quadriplegidparaplegia 

in the acute care setting. The theory recognizes, acknowledges, and values the person's 
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experience of QOL at al1 times. As persons with quadripiegiaiparapiegia speak about 

meanings, relationships, plans, hopes, dreams and fears, they identim what is important 

to QOL. The HBT was chosen to guide this research because of its concern with the 

meaning of phenornena as experienced by the person (Parse, 198 1, 1992). In addition. 

QOL i?om the person's perspective is the goal of nursing in the HBT and is consistent 

with the purpose of this research. 

As a researcher, this author focused on the meanings individuals assigned to 

QOL; the patterns of relating that influenced quality of life; and the day to day living of 

hopes, dreams, concerns, and plans. Research findings are organized into themes in the 

language of nursing science. The themes relate to participants' descriptions of QOL. 

Consistent with the secondary purpose to expand the guiding theoretical frarnework, the 

findings are discussed in light of the principles of the HBT in Chapter 5. 

Protection of Participants 

This study was approved by the Research Ethics Board of the institution (see 

Appendix C). Potential participants were informed by a nurse in the Spinal Cord Injury 

Program that n u e s  at the hospital were conducting research to l e m  about experiences 

of QOL. The researcher met with al1 participants who indicated interest in participating 

for the purpose of reviewing the consent form and discussing the study (see Appendix 

D). The elements of confidentiality and the cight to end participation at any time during 

the study were emphasized. Following a review of the consent fonn, participants signed 

the forrn indicating their informed consent. A verbal consent with a signature by a 

witness was accepted if ciients were unable to sign due to paralysis. A copy of the 

consent fodinfomation sheet was given to each participant. 
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Research Question 

What is the QOL for persons with SC1 in the acute care setting? 

Study Design 

The method for this study of QOL for penons living with SC1 in the acute care 

setting was descriptive-exploratory. Descriptive-exploratory studies are designed to gain 

more information about characteristics of the phenomenon of interest. This method was 

appropriate an appropriate choice as research on QOL with persons living with 

quadriplegia/paraplegia was limited (Burns & Grove, 1993). Further, the method 

provides the opportunity to uncover the meaning of phenomena and study the unitary 

human's participative experience with a situation (Parse, 1998). Specific objectives and 

questions for data gathenng are based on the primary purpose of this research project (to 

specify the meaning of QOL for persons living with SC1 in the acute care setting) and 

the three themes centrai to the researcher's theoretical perspective, the HBT (Pane. 

Coyne, & Smith, 1985). Data for this descriptive exploratory study were analyzed 

according to the processes outlined by Parse, Coyne, & Smith (1 985) and wiIl be 

expanded upon in the Data Analysis section. 

Research Objectives and interview Questions 

The research objectives originate fkom the three principles and their associated 

themes of the HBT: meaning, rhythmicity, and transcendence. The three objectives of 

the study and the related questions guiding the interview were: 

1. To speciQ the meaning of QOL for persons living with SC1 in the acute care setting. 

a) What is most important in your life? 

b) What does QOL mean for you? 

c) What enhances quality in your life? 
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d) What diminishes quality in your life? 

2. To identiQ patterns of relating important to QOL for persons with SCI. 

a). Who brings comfort to you? 

b). How do your relationships influence QOL? 

c). What is your daily routine like now? 

3. To describe concems, plans, hopes, and clreams related to QOL for persons with SCI. 

a. What do you see for yourself in the future? 

b. What would you like to do to change the quality of your Me? 

c. What are your hopes and drearns? 

d. What are your concems about QOL? 

Sample 

Morse (1994) States that purposeful selection sampling requires the inclusion 

selection of participants who exempli@ the experience being researched, to enable an 

information rich sample. Participants within four to twelve weeks after a traumatic SC1 

were recruited fiom an acute care setting. A review of the literature revealed a lack of 

significant coilelation between QOUlife satisfaction and variables including: IeveI of 

injury, completeness of injury, physical function, disability and ventilator dependency 

(Bach & Tilton, 1994; Crushrnan & Hassett, 1992; Dunnurn, 1990; Kreuter et al., 1998; 

Lundqvist et al., 1997; Nieves et al., 1991; Post, van Dijk et al., 1998; Siosteen et al., 

1990; Westgren & Levi, 1998; Whiteneck et ai., 1992). As a result, persons with either 

traumatic paraplegia or quadriplegia were included. 

The only other criteria for participation in the study, consistent with the HBT, 

were that persons wanted to participate and could verbally express their thoughts about 

the phenornenon of concern in English. The data gathering process was designed to yield 
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rich and detailed descriptions. Morse (1994) identifies an estimated sample size of six 

for studies that focus on the meaning of phenornenon. A sample of six participants was 

proposed for this study and it was felt the quality of the data from six participants would 

provide enough depth to allow meaningful analysis. 

Sandelowski (1995a) suggests that a sample is large enough if researchers feel 

they have achieved either informational redundancy or theoretical saturation, and 

cautions that collecting too much data may irnpede detailed analysis. Funher, the HBT 

assumes that there are universal experiences that transcend details or particular 

situations. Denzin & Lincoln (1994) concw and argue no individual is just an individual 

or case. To study the particular is to study the general and it can be assumed that readers 

will be able to generalize to reflect on their own expenences with the phenornena being 

studied. 

Although the proposed sample size for this research project was six, upon audit 

of four initial transcripts, an experienced researcher (thesis supervisor) auditing the 

research process, identified the researcher's initial intervitws to be inconsistent with the 

research method. That is, the conversation was directed by the researcher as opposed to 

engaging in open questions related to subject of quality of life. 

Inappropriate data-gathe.ing and insuficient training of data collectors have been 

identified by Burns (1989) as a threat to procedural rigor, one of four dimensions of 

methodologicai congruence (see measures to ensure credibility and auditability, pg. 26). 

The initial four transcripts were therefore excluded fiom the initiai data analysis. One 

additional interview was unusable as a result of poor quality of tape recording. Six 

additional participants were recruited for the study in order to obtain the intended sample 

size. 
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Participants included in the hai anaiysis included 2 women and 4 men. All had 

sustained a traumatic SC1 within three months of participation in the study. All six 

participants had been transferred to the tertiary hedth sciences center from cornmunity 

hospitals to be cared for in the .4cute Spinal Cord injury Program. Three participants had 

a medical diagnosis of paraplegia and three had a diagnosis of quadriplegia. Four 

participants had spent time in the Critical Care Unit on ventilators before their medical 

condition stabilized and they were transferred to the Neurosurgical Intensive Care Unit 

(NICU) step down unit. From the NICU they were transferred to the neurosurgical ward. 

One participant was adrnitted to the NICU before trruisfer to the ward, and the other was 

transferred fiom a stepdown unit at a peripheral hospitai and admitted to the ward. 

Participants' ages ranged between 19-67. Two of the younger participants had 

not yet established careers, the oldest participant was retired, one was a house wife, one 

was involved in construction and anoîher, trucking. All interviews took place on the 

neurosurgical acute care ward, as care routines, tests and participant energy levels 

prevented interviews pnor to transfer to the ward. Rehabilitation applications had been 

submined for al1 participants, and transfer to rehabilitation facilities occurred within two 

weeks of the interview with the researcher. 

interviews were held in the patient's rooms on the ward. Three of the participants 

were in private rooms and three were in semi-private rooms. Every effort was made to 

protect the privacy of the participants. Signs were pIaced on private rooms requesting 

not to be disturbed during the interview. For participants in rooms with other patients, 

strategies to protect privacy included; scheduling interviews while room mates were out 

of the room and pulling the curtain around the bed and speaking in low voices. 
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The interviews were tape recorded and transcribed verbatim. interviews were 

between 25 and 45 minutes in length. Although an opportunity to continue the intewiew 

at another time was offered for each participant, none of the participants chose the option 

to continue at another tirne. 

Data Collection 

Data were gathered through an interview pmcess that was guided by the open 

ended questions listed under the research objectives previously discussed on page 21-22. 

The interviews continued for as Iong as the individuah wished to speak about QOL. As 

each interview began, the researcher invited participants to talk about what their life was 

like for thern. The researcher followed the person's Iead as he/she talked about QOL 

while seeking as much depth and clarity as possible. For example when one participant 

offered the following when asked to speak about what is important, 

What's important in my life? Number one is family. Number two is probably to 

succeed in anything 1 do. Number three is probably just enjoying it ... It's going 

to be different [now] to enjoy life than the way I did, because a lot of my 

enjoyment was 1 played many sports. 1 won't be able to do that now, but 1'11 still 

enjoy life. 

In response to this description, the researcher asked, "cm you say more about still 

enjoying life?". The researcher continued to invite participants to expand on the ending 

statement of each response. M e n  participants could not expand further, the researcher 

asked another question. 

Data Anaiysis 

Data for this descriptive exploratory study were anaiyzed according to the 

following processes (Pane, Coyne, & Smith, 1985): 
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Reading text of interviews while listening to tape. 

Ident iwg and separating major themes contained in text about phenornenon of 

concem. 

Relating themes to objectives. 

Identifying relationships among themes and fomiing a unified description that 

captures the QOL expenence for al1 participants. 

5.  Themes fiom the language of the subjects are abstracted to the language of the 

researcher's guiding theoretical perspective. 

6. Interpreting and discussing findings in relation to nursing science and in relation to 

knowledge fiom other disciplines. 

The researcher listened to interview tapes whiIe reading and reviewing the typed 

transcripts. Mile  reflecting on the participants' experiences, the researcher identified 

core ideas that could potentially be themes and noted these in the margins of the 

transcripts. For example, when asked what was important in his life a participant replied 

"Farnily support, first and foremost. i've had a tremendous arnount of it. It's most 

gratimng." The core idea of "family support grati@ing" was noted in the margin. 

Another participant stated, "I don't like to fail at anything. 1 don? think I've every tniiy 

failed at anything, because I'm very persistent. But 1 mean, I've had to overcome a lot of 

hurdles in business, work, sports." in this instance the core idea "persistence in 

overcoming hurdles" was written in the margin. 

M e r  analyzing al1 the transcripts in this manner, core ideas cornmon to al1 the 

participants' üanscripts were grouped togeîher to form a theme. For example, core ideas 

about relationships, with how and what relationships conûibuted to QOL were grouped 
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together and linked with a research objective. Examples of core ideas from participants 

contributing to each theme are in Appendices E-H. 

After the data analysis of the last six transcripts, the initial four transcnpts were 

examined to determine if the hdings were present. Analysis revealed the explicit 

differences in the richness and depth of the first four transcripts compared with the six 

andyzed for the themes presented here. For instance, in one of the first four transcnpts, 

although the last statement a participant made was about viewing the physical abilities 

he had maintained as positive, the researcher ignored this and asked about a thought 

expressed in the first exchange of the dialogue, e.g. "you mentioned earlier about the 

importance of having one special person. Can you tell me more about that?" To be 

consistent with the guiding theoretical îï-amework the HBT, this researcher should have 

invited the participant to tell more about viewing the physical abilities he had maintained 

as positive, the last statement he made, rather that picking out a statement he had made 

earlier and asking him to comment on it. 

Data Analysis-Synthesis 

Analysis-synthesis is a process of separating the themes according to the major 

elements in the objectives, exarnining these elements, and constnicting a unified 

description of the phenomenon as lived by the subject (Parse, Coyne & Smith, 1985). 

Anaiysis-synthesis: Naming Themes in the Language of the Researcher 

Consistent wiîh the scientific process of the descriptive-exploratory rnethod 

explained by Parse, Coyne & Smith (1985) the four themes were synthesized and narned 

in the researcher's language. Words used in researcher's language serve to capture the 

experience of al1 participants. For that reason, words the participants chose, such as 
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relationship, gra t iwg,  support and hope, are not used in the theme narne. This shift of 

language to a higher level of abstraction moves the description of the meaning of the 

researched phenomenon from the language of the participant to the language of science 

through the conceptual fiamework and beIief system of the researcher (Ayres & Poirer, 

1996; Giorgi, 1985; Haldenmann, 1993). ExampIes of core ideas from each participants 

contributing to each theme are included in Appendices E-H. This process was repeated 

with other core ideas common to al1 participants and resulted in a total of four themes. 

Analysis-synthesis: Creating a Unitary Description of QOL 

Human science research methodologies are used to study the unitary human's 

participative experience (Parse, 1998). Burns (1 989) identified descriptive vividness as 

an indicator of the credibility of qualitative research. This includes providing readers an 

opportunity to understand the phenomenon under study as a whole experience. From the 

HBT experiences are lived ait-at-once. Pilkington & Jonas-Simpson state: 

Each person is continuously stnicturing meaning, while living the was, is and 

will be. The realrns of meming are one's persona1 reality cocreated with one's 

predecessors, contempo~es ,  and successors through connections with persons, 

works of art, music, the media, and in many other ways (1996, p. 19). 

Consistent with this view, a unified description that captures the QOL experience for ail 

participants was synthesized from the themes in the îïndings. 

During data-anaiysis, the researcher identified relationships between the 

emerging themes. For example, the theme of "how and what" relationships contributed 

to QOL penneated through ail of the data, including the data contributing to other 

themes. The knowledge of relationships between the themes was used to constnict a 
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unified description of the experience of QOL for persons living with SC1 in the acute 

care setting in the language of the researcher. 

The descriptive-exploratory method, as followed in this study, developed only 

those core ideas shared by al1 participants. For example, three of the six participants 

spoke about loss or grieving, however, since loss and grieving was not described by al1 

the participants, it was not included as a major finding. 

Credibility and Auditability 

Methods to ensure credibility, and subsequently auditability are of importance in 

qualitative research to assure the reader the research, and therefore the findings, are valid 

(Ayres & Poirer, 1996). The credibility of qualitative research findings relate to the 

reader's ability to follow lines of reasoning and to evaluate whether findings are 

consistent with the guiding h e w o r k  and the phenornenon under study. The reader of 

qualitative research should be able to discem how researchers moved up the ladder of 

discourse fiom participants' descriptions to the language of science (Elliot, Fischer & 

Rennie, 1999; Morse, 1994). Burns (1989) developed specific indicators for evaluating 

qualitative research findings. These indicators guided the researcher in the work and 

presentation of data. The indicators are as foIlows: 

1. Descriptive Vividness - The researcher must present enough detail of the participants, 

their situation or the context of theu living, and their experience as captured in the raw 

data, to provide readers opportunity to understand the phenornenon as a whole 

experience. 

2. Methodobgical Congruence - The researcher must present the guiding theoreticai 

approach and the chosen method, dong with adequate references so that readers c m  seek 

more information if desired. The methodological rigor is M e r  identified in four 
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different dimensions: rigor in documentation, proceduml rigor, ethical rigor, and 

auditability. 

3. Analytic Preciseness - This standard is about how researcher move the data fiom raw 

description to scientific language. The researcher presents findings so that the reader can 

follow how decisions were made throughout the analysis. 

4. Theoretical Connectedness - "Theoretical connectedness requires that the theoretical 

schema developed fiom the study be clearly expressed, logically consistent, reflective of 

the data, and compatible with the knowledge of nursing" (Bums, 1989, p. 50). 

5. Heuristic Relevance - This indicatoi is about how well the researcher integrates 

findings into the preexisting knowledge base of nursing. Each nurse who reads the 

findings should be able to relate to the phenomenon under study and to the findings, at 

both a personai and professional realrn. Further, findings should have some influence in 

practice, even if only to raise questions. 

Auditability, the fourth dimension of methodological congruence (point #2) has 

eight threats as identified by Bums (1989). 

1. Description of data-gathering process is inadequate. 

2. Records of raw data were not sufficient to make judgment. 

3. Rationale for development of categories or themes is not provided. 

4. Researcher failed to develop and/or identify decision rules for arriving at ratings or 

judgements. 

5. Other researchers are unablc to arrive at sirnilar conclusions after applying decision 

rules to data. 

6. Researcher failed to record the nature of decisions, data upon which they were based, 

and reasoning that entered into decisions. 
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7. Evidence for conclusions is not presented. 

8 Theoretical statements are not linked to data. 

The indicators outlined by Burns (1 989) were observed during the research 

process. Steps were taken by the researcher to ensure credibility. As previously stated, 

an experienced researcher (thesis supervisor) audited transcripts to enswe the interview 

process was consistent with the guiding theoretical h e w o r k  and research 

methodology. Further, the researcher maintained al1 data including original transcripts 

with rnargin notes indicating core ideas in the participant's language. A paper bail 

detaiiing each of the participant responses contnbuting to each identified theme was 

provided for review by the experienced researcher (Morse, 1994). 

Limitations 

The primary purpose of this qualitative investigation was to describe persons' 

perspectives of QOL when living with SC1 in the acute care setting. Six participant's 

descriptions lead to the development of four themes that together link to form a unifieci 

description of QOL for the participants of this study. The perspective of the researcher 

assumes that persons are able to accurately represent their personal experiences. The 

research reported here captures the six participants' perspectives as a single fiame in the 

motion picture of life. Consistent with the HBT, the researcher acknowledges 

participants' perspectives are continuously changing as meaning is stnictured and reality 

is co-created. Marshall & Rossman (1989) state that qualitative research does not 

pretend to be replicable, nor c m  it be, because the real world changes. 

The six participants in the study were recruited through convenience sarnpling. 

Despite this, diversity of participants, including age, occupation, education lever was 
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present. Consistent with the KBT, there is no attempt to generalize the findings of this 

study to ail persons with SC1 or prescribe nursing interventions based on the findings. 

The intent of this research was to increase understanding and the awareness of the 

experience of QûL for persons with SCI. This process occurs when the research 

resonates with the reader, that is, the reader judges the material to have accurately 

represented the phenornenon or to have clarified or expanded their appreciation and 

understanding of it (ElIiutt, Fischer & Rennie, 1999). Implications for theory, practice, 

and future research are discussed in the final chapter. 



CHAPTER IV 

Presentation of Findings 

Quality of life (QOL) as d e h e d  by persons living with spinal cord injury (SCI) 

was the phenomenon of interest in this research project. The objectives of this study, 

informed by the human becoming theory WT), were to: speciQ the meaning of QOL; 

identify patterns of relathg connected to QOL; and to describe how persons' concems, 

plan, hopes, and dreams related to QOL, for persons living with SC1 in the acute care 

setting. A descriptive-exploratory design was used to gather data about QOL for persons 

with SCI. 

Four clusters of core ideas (core ideas common to al1 participants) emerged from 

participants' descriptions of QOL. Each cluster waç linked with one of the research 

objectives of the study stated above. The researcher then named the cluster a theme 

narne in the researcher's language to capture the descriptions of al1 participants. Naming 

the themes in the researcher's language moves the description of the meaning of the 

researched phenomenon fiom the language of the participants to the language of science 

through the conceptual h e w o r k  and belief system of the researcher (Giorgi, 1985; 

Omery, 1983, Parse, Coyne & Smith, 1985, Ray, 1985). This process occurs through the 

creative abstractions of the researcher (Sandelowski, 1995b). Although the researcher's 

interpretations are inter-subjective, given the researcher's hune of reference, another 

person can corne to a similar interpretation (Parse, Coyne & Smith, 1985; Sandelowski, 

1998). Examples of core ideas fiom participants contributing to each theme are in 

Appendix E-H. 
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The fmdings are presented in this chapter according to research objective and the 

themes named in the language of the researcher. Mer the initial presentation of research 

objective and the thernejs) Iuiked to it, each theme is discussed separately. Excerpts from 

the participants' banscripts illustrate conversion fTom the participants' descriptions to 

the theme written in the researcher's language. The logic the researcher used is further 

detailed in the Appendices E-H. The tables provide excerpts from each participant with 

the extracted core ideas that contributed to each theme respectiveiy. 

This chapter concludes with a unified description of the meaning of QOL for 

persons living with SC1 in acute care. This is the last step of the analysis-synthesis 

process of data analysis as outlined by Parse, Coyne & Smith (1985) and identifies the 

relationships of the themes to one another, providing the reader with a comprehensive 

description of the phenornenon as lived by the participants. The unified description 

answers the research question for the six participants of the study: What is the QOL for 

persons with SC1 living in acute care? 

Themes Linked to Research Objectives 

The descriptive-exploratory method as outlined by Parse, Coyne & Smith ( i 985) 

requires the researcher to develop objectives that link with the guiding theoretical 

fnmework. The research objectives of the current study originated fiom the three central 

themes arising fiom the three principles the HBT: meaning, rhythmicity, and 

transcendence. The three objectives of the study were to: 1) speciQ the meaning of 

QOL for persons living with SCI;  2) identiG patterns of relating important to QOL for 

persons with SCI; and, 3) desmie concems, pians, hopes, and dreams related to QOL 
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for persons with SC1 in the acute care setting. The themes are presented below according 

to the research objective they link with. 

Objective One: To Specifv the Meaning of QOL for Persons Living with Spinal Cord 

hiwy In The Acute Care Settinq 

Themes one and two, resolving to prevail and considering alremutive views Link 

with the first objective, the meaning of QOL for persons living with spinal cord injury in 

the acute care setting. These themes illustrate how participants in the study composed 

the rneaning of QOL through their approach and view of living. 

Theme One: Resolving to Prevail 

The first theme, resolving to prevail, is about how participants' attitude and 

approach to life influenced the QOL they experienced. Participants made statements 

such as "1 make things possible as 1 am a positive thinker", and "1 am persistent and 

overcome hurdles." As participants spoke about their outlook and approach to life a 

heightened determination and wiil to triumph emerged. One participant stated: 

Quality of Iife, I guess, is mainly what you c m  put into it, and whatever you c m  

get out of it. 1 don't thhic you should expect an awful lot out of it, if you don? 

put anything into it. I've always given everythmg I've got and 1 intend to keep on 

doing that. Quaiity of life is tiving every day as though it's the 1 s t  one, and keep 

Iooking forward to the next one. No great point in looking back; the past is 

finished, the present counts, and the future is whatever you want to get out of it. 

Participants expressed a firm intent to commit al1 their efforts toward life and 

Living despite limitations. Ano ther participant said, 
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Quality of life? Quality of life. Hmmm. 1 guess, for me it's what I put into it, and 

how 1 accept things, deal with things, and how people around me adjust, and 

what 1 can do to make Life better for myself, and what other people c m  do to help 

me. If 1 c m  do everthing in my power, and always put in 110% to what I'm 

doing, 1 guess I could improve my quality of Me, because even though I'rn 

lirnited, 1 stiIl can do a lot of the stuff 1 could do before. 

A third participant shared how she intentionally chose to view quality of life as a 

challenge. 

As 1 get better, it [quality of life] will probably change ... t'm looking forward to 

a challenge. 1 guess 1 see it as that. have to look at it  as that. If l don't, I'rn 

sunk, you how,  so maybe it's a challenge too. And it's a blessing, because 1 get 

to do one of the things 1 like to do still - I get to look after my family. So where [ 

take it wiIl depend on me. 

For participants, seeing themselves as definers of their experience and being able 

to do what they enjoyed were ways of prevailing. Another participant stared confidentiy, 

What's important in my life? Nurnber one is farnily. Nurnber two is probably to 

succeed in anything 1 do, Number three is probably just enjoying it ... It's going 

to be different [now] to enjoy life than the way I did, because a Iot of rny 

enjoyment was 1 played many sports. 1 won't be able to do that now, but ['II still 

enjoy life. 

Participants spoke of mastering new abifities and maximizing their potential. 

Participants stated they wanted to "set h e d  to the best possibIel', '%se the independence 

we have" and "impruve physical abilities the best 1 cm." One participant stated, 
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I'm working at rehabilitating myseIf. I'vt heard al1 these stories about it's going 

to be tough. Weil, you know what? Life is tough. and [rehab] is just anuther 

hurdle, just a bit of a bigger jump, that's all. I'm going to do well over there. 

Another participant spoke about being as independent as possible as his goal. 

Redeveloping as much movement as 1 can is another thing that's realIy important 

to me. And it's working so far, it's getting better that it was. h y  movement that 

1 have is what I. get. But I'd like to optimiie what 1 have, so to do as much as I 

can for myseIf 

When participants spoke of "doing the best 1 cm", it was not only about physical 

abiIities. Talkhg about growing as a person, a participant stated, 

Well i can't go backwards, and I've got some bets on me, and I've told you how 

important my family is, and 1 just can't give up. So 1 have to go forward. So if 1 

c m  do that [grow as a person], and then try and reach, you know, as much as 1 

c m  be then, 1'11 be happy. 

in summary, the theme resolving ro prevail describes detemination and 

participants' intent to over their limitations, deiiberately moving on and continuing with 

what was important in life. Participants spoke of actively pursuing important aims. 

Resolving to prevail reveals the resilience and perseverance expressed by participants in 

light of hurdles, limitations and challenges, while struggling to maximize their personal 

potential. Resolving ro prwuil links with the first researc h objective, illustrating how 

participants' attitude toward life contributes to the meaning of QOL. 
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Theme Two: Considering Alternative Views 

Correspondhg to the first theme, the theme considering alternative viavs is 

connected to the shift in outIook after injury, and how it contributed to the meaning of 

participants' QOL. Considering alternative views Iinks with the first research objective; 

to speciQ the meaning of quality of life for persons living with spinal cord injury in the 

acute care setting. Participants spoke of thinking about things differently and of valuing 

different things &er their injuries. This new perspective influenced participants as they 

pictured and discussed ways they could choose to be with the differences the SC1 would 

bnng to their lives. 

Participants made statements such as "1 look at it [QOL] in a totally different 

aspect", and "1 think differently about a lot of things." One participant said "1 used to 

take life for granted, and now 1 cherish life. Now that's its happened, it's over and done 

with, 1 find that 1 chensh life more." Another participant shared the alternative views of 

life that surfaced since her injury, 

The littlest things that 1 totally took for granted before, now its [a] totally 

different outlook on the world to have now. Before the accident I've got into Iike 

little spiffs with friends, and you hoid that grudge for a long time. And then afier 

the accident, who cares about those stupid little things you know? Why would 

you concern yomelf about that, rather than other things? 

For the participants, Iooking at things and seeing things differently, included 

what they now pictured for tbemselves, what life might be like. For example, one 

participant spoke about being in a wheelchair, 
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1 remember thinking that because I'm so active, thinking it must be awful to lose 

your legs. You know, 1 don't know what I'd do if 1 couldn't walk. But 1 have rny 

arms, I can wheelchair. Knowing me I'll be out there racing, probably. 

When thinking about their own lives, participants took into account the 

expenences of others, shifting how they thought and felt about themselves. One 

participant stated, "you see the suffenng that's going on around you. You Say, weII, it's 

no great shakes, but it could have been worse. So on the whole, 1 count myself as fairly 

fortunate" 

Another participant said "1 have so many other riches. 1 have things that lots of 

other people don? and those things you can't buy for whatever." Still another participant 

shared "...I came out with the impression that I'm not that bad, cornpared to some people 

and that's kind of uplifiing in a way". Thinking about the situations of others aItered the 

participants' feelings about their own circurnstances. 

Another participant in speaking of alternative views and how he saw himself 

being with the changes said, "There will have to be a lot of changes, [It's] going to be 

really rough. Theres a lot of things I'm going to have to adapt to. The courage within 

myself to deal with my problems will be the 'adaption'." Participants thought about 

ways they could be with life and made statements like "It's not that 1 am happy, why 

should 1 lay in bed? You can't do that, it's how you feei" and " 1 can lay here and sulk 

and cry al1 1 want, or 1 c m  Say, 1 still got some living to do." Participants expressed an 

awareness that they could look at the situation in different ways. 

in surnmary, the theme, considering alternative views, reflects the shifhg 

viewpoint of the participants in light of their experience with spinal cord injury. This 
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changing outlook influenced the meaning of QOL for the participants, linking the theme 

with the first research objective; to speciQ the meaning of QOL for persons with spinal 

cord injury. The process of coming to look at and approaching life differently included 

participants' changing priorities. The participants' descriptions revealed an awareness 

that the outlook they brought to life influenced the QOL they would experience. 

Obiective Two: To IdentiS. Patterns of Relating important to 001, for Persons with 

Spinal Cord iniury 

The third theme dwelling with enriching affiliations links to the second research 

objective, the patterns of relating important to QOL. The theme illustrates how 

relationships contribute to participants' QOL. 

Theme Three: Dwellinp, with en ri ch in^ Affiliations 

The thetne, dwelling with enriching afdiations describes a pattern of relating 

important to QOL for persons living with spinal cord injury. Participants spoke about 

how important others were to QOL. Others included spouses, girlfnends, parents, 

children, f a d y  members, fiiends, hospitai room-mates, and hospital staff. Through 

relationships with others participants experienced support, gratification, comfon, and 

encouragement. These feelings occmed with and without the immediate presence of the 

other. As participants dwelled upon the significance of others in their life they 

experienced cornfort, support and gratification. Dwelling with enriching aftliations was 

the most prevalent theme in the participants' transcripts. 

Participants spoke about what different relationships meant to them and they 

descnbed how people affected their quaiity of life. Below a participant explains, 
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Well, without.. it would have been much harder for me to recover, and it would 

be much harder for me to live, if the only person I had was rnyself, and there's 

nobody there for me. That's what 1 think. A lot of people Iive on their own, and 

have fiiends, and stuff like that, but 1 don't know, 1 think the more people you 

have around you to support you, the better your quality of life gets. The more 

you know you're being cared about, then the higher hopes you get. You know 

that there are people out there who Iike you or admire you or love p u ,  and it 

makes you feel better. It improves your quality. 

Relationships provided comfort, support and encouragement, expressed in 

statements like 'Wiey [my parents] bring me back upW,"they [the staff] gave me hope", 

and "my kick are my Iife." The degree to which relationships enhanced the particpants' 

quality of life was evident when participants expressed sentiments Iike , "1 wouldn't 

wmt to be without it [my farniIyr, "1 wouldn't have done so well if she [my girlfiend] 

hadn't been there" and "trying to do this on your own would be physically and mentalIy 

impossible." One participant shared "1 haven't had a lot of quality of life for 2 months, 

except I had a lot of care and a lot of Love h m  my family. And that's what got me 

through it." 

Another participant shared a way of dwelling with relationships, beyond presence 

as she reflected on the expressions of support by ftiends and the comfort those 

expressions provided. 

WelI there's different kinds of comfort. Like when my parents come, that's great. 

Or even if 1 get a card frorn somebody, you know. It could be the Eunniest card in 

the world and 1'11 cry. It's 'cause it's so nice. 
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Beyond how being with important others enhanced participants' QOL, speaking 

of and thinking about the person and the relationship also evoked feelings which 

contributed to QOL. Several participants became overwhelmed when speaking of what 

persons meant to them. One participant speaking about what it was like to find out her 

relationship with her husband was so strong said "it took my breath away, and it made 

me very, very happy and warm." Another participant spoke about his childrens' 

acceptance of him, "now that I've seen how they've responded, 1 feel a bit more at ease." 

A third participant spoke about friends, "T've had a lot of friends expressing their 

feelings, and letting me know that they're pulling for me which is very gratifj4ng." One 

participant told of how the support fiom the community since the accident made her feel 

that she had been successfiil. "We're well respected in our little community. There's lots 

of love and suport for us. Lots has gone out to rny daughter and my husband. So, in 

some ways, this accident has made me feel successful [in life]." 

In surnmary, the theme dwding  with enriching affiliations describes a pattern of 

relating comected to QOL. kiking with the second research objective. The theme 

captures what various relationships contributed to participants' experience of QOL 

including support, gratification, comfort, and encouragement. The relationships the 

participants engaged in were with staff and hospital room-mates in addition to Friends 

and family. Beyond the presence of those with whom the participants had the 

relationships, reflection on both the existence of the relationship and the quality of the 

relationship enhanced participants' QOL. The prevalence of the theme throughout 

participants' transcriptions reveals the importance of relationships to QOL. 
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Obiective Three: To Descnbe Concerns, Plans, Hopes, and Dreams Related to QOL for 

Persons with Spinal Cord Iniury 

The third objective, to specib the concerns, plans, hopes, and dreams related to 

QOL for persons with spinal cord injury links with the theme bewildering uncertainties. 

The theme links the uncertainty participants experienced while considering the Future ro 

QOL. 

Theme Four: Bewildering Uncertainties 

The theme, bewildering uncertainties links to the third research objective; to 

describe concems, plans, hopes, and drearns related to quality of life for persons with 

spinal cord injury in the acute care setting. As participants spoke about their lives, they 

taiked about unpredictibility and the related feelings. The theme bewildering 

uncertainries describes the participants' feelings in light of the unfamiliar and unknown. 

Participants talked about "being in a forest", things being "a blur", and the Future 

being "a big grey area." In speaking about looking forward to a new Iife, one participant 

said, "1 have no idea of the amount of involvement 1 can look forward to." For some of 

the participants the hospitai environment contributed to the feeling of uncertainty. One 

participant expancied on everyhng being a blur in the hospital "[Tell you more] about 

the blur? Well, you watch the clock al1 day and you don? know where you're going." 

T a b g  about his daily routine another participant said "[It's] unscheduled, off balance 

and basically screwed up." Another participant shared, "There's not enough consistency 

for me. Some people, they don? need it in their lives. 1 do, and there's not enough of it 

in the hospital to make me feel secure and happy." 



Quality of Life 44 

When speaking of plans for the future, participants expressed that they did not 

know what it would be like. One participant said 

That's a big question mark, because 1 don? know what's ahead of me. 1 don't 

know what my abilities are going to be in the chair. I've never been in a wheel 

chair before. Quality of life is ..., it's something 1 don? ..., it's kind of shadowy 

for me right now. 

Others said that the future was difficult to talk about because of al1 the unknowns. One 

particpant stated "..the question you ask me is hard to Say, because 1 don? know, I'm not 

out there yet. I'm still here in [the hospital]. 1 haven't actually got a taste of the outside 

world. I've been in hibernation for almost 6 weeks." 

Another participant descnbed her questions and fears in the following 

staternents, 

[What do 1 see for myself in the future?], that's a hard question. Basically, I'm 

just focusing on getting myself up, just getting one thing at a time fixed, you 

know what 1 mean? Like I'm totally scared to go to rehab, like totaily fnghtened. 

But then, I'm totally excited at the same time. 

Participants focusing on one thing at a t h e ,  or "taking things day by day" and 

saying "it's day to day" is W e r  reflection of the uncertanity the participants 

experienced. A participant talked about what he saw for himself in the future and said, 

Maybe 1 could do home sales or get a job outside. 1 don? know exactly what t 

could do yet. i'll probably be able to decide better after 1 go to rehab, 'cause 

they'll give me more options than 1 have already, so I'11 decide then, 
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When asked what he would like to change about the quality of his life, one 

participant stated, 

I'm not sure right now, because I've never been in this position before ... and 1 

don? know what 1 have to do to change the quality of my life, but al1 1 know is 

we're going to work at it, and what we have is what we have. 

in surnrnary, the theme, bewildering uncertainties reflects the perplexity the 

participants experienced amidst the uncharted and unfarniliar reality of paralysis. The 

lack of predictibility in participants' lives gave rise to feelings of bewilderment and 

uncertainty about the future. The participants were continuing on with their lives without 

the confidence of an established image of what life might be. The unknown wouid oniy 

be revealed in life's unfolding for each participant. 

Unified Description of Quality of Life 

The research question in this study was: What is the experience of QOL for 

persons living with spinal cord injury? The findings consist of four thernes. together 

forming the unified description of the QOL as part of the analysis-synthesis process of 

data analysis in the descriptive-exploratory method outlined by Parse, Coyne & Smith 

(1985). The notion of integration and synthesis of findings into a descriptive structure of 

the meaning of the experience has been identified by various authors as part of the data 

analysis process (Giorgi, 1985; Omery, 1983; Parse, Coyne & Smith, 1985, Ray, 1985). 

The unified description reflects the all-at-once nature of the human experience, 

recognizing the inherent cornplexity, overlap, and paradox of lived experience, thereby 

contributhg to the understanding of the phenomenon under study as a whole experience 

(Parse, 1998). 
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During data-analysis, the researcher identified reIationships between the 

emerging themes. The howledge of relationships between the themes is used to 

construct a unified description of the experience of QOL for persons living with SC1 in 

the acute care setting in the language of the researcher. 

The most prevalent theme was dwelling with enriching afiliutions. Participants' 

responses contributing to this theme were woven through responses contributing to the 

other themes. Participants' responses composing the themes resolving ro prevail and 

considering alternative views were frequently laced together in the participants' 

statements. The Iast theme bewildering uncertainries tinted participants' experience of 

QOL. The theme was a subtle undertone or nuance as participants lived day-to-day. 

The unified description of QOL for persons living with spinal cord injury is: 

Dwelling with enriching affiliations and resolving to prevail while considering 

alternative views amid bewildering uncertainties. 
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CHAPTER V 

Discussion of Findings 

The phenomenon of interest in this study was quality of life (QOL) as lived and 

experienced by persons with spinal cord injury (SCI) in the acute care setting. Parse's 

( I  98 I,1990,1992,1994,l998,l999) human becoming theory (HBT) guided the 

research. The primary purpose of this qualitative investigation was to describe persons' 

perspectives of QOL when living with SC1 in the acute care setting. Secondary purposes 

included a) to enhance understanding of QOL issues for additional study, b) to specify 

practice approaches aimed at enhancing QOL for persons with SCT, and c) to expand the 

guiding theoreticai h e w o r k ,  the HBT. 

The research question was: What is the expenence of QOL for persons living 

with SCI? It was answered by synthesizing the four major themes that ernerged fiom the 

participants' experiences into a unified description of QOL. The unified description was: 

Quaiity of life is dwelling with enriching ~ l i a t i o n s  and resolving to prevail while 

considering alternative views amid bewildering uncertainties. 

The interpretive phase of research includes the connection of the findings to the 

guiding theory and other related literature (Parse, 1998; Sandelowski, 2000). The 

discussion of the findings in this chapter are in relation to previously reviewed Iiterature 

on SCI and QOL (Chapter Two), and in light of other research tindings that relate wiîh 

the thernes discovered in the study. The discussion of findings in light of literature 

identified after the developrnent of themes expands the researcher's comprehension of 

the research hdings. In addition, the discussion fosters the development of 
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recomrnendations for practice and M e r  research, consistent with two of the secondary 

purposes of the study. 

The third of the secondary purposes for the study was to expand the guiding 

theoretical fiamework. To that end, the third section of this chapter discusses the 

individual themes in light of the principies and concepts of Parse's HBT 

(1981,1990,1992, 1994, 1998, 1999). 

Themes in Relation to Literature on SC1 and QOL and Research with Similar Findings 

Theme One and Related Literature 

Theme one, resolving to prevail describes the participants' approach and outlook 

on life and how it shaped the meaning of the QOL experienced. Participants' responses 

when asked what QOL meant to hem included, " [QOL] is mainly what you can put into 

it", "for me [QOL] what 1 put into it" and Where I take [QOL] will depend on me". 

Resolving to prevail reflects the participants' detemination and will to continue 

deliberately participating in the creation of their own QOL. Participants spoke of 

continuing to do what they enjoyed and mastering new abilities to overcome limitations 

and challenges with statement like "1 still will enjoy iife", "we're going to work at it 

[life]" and "I'd like to optimize what 1 have." Exploration of findings beyond QOL or 

SC1 research with themes sirnilar to the theme resolving to prevail in the curent study 

expands understanding of the theme. 

The statements of the participants comprising theme one are consistent with the 

responses of participants in the qualitative study by Bach & McDaniel(1993) previousiy 

discussed in Chapter Two. The researchers named this categorized lnner 

Strength~survival and described this category as responses about the subjects' control 
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over life, the abilitity to make the best of life, and the will to live. The majority of 

statements made by participants in the Bach & McDaniel(1993) study were related to 

the Inner Strength/Survival category. The predominance of responses connected to this 

category underscores the association between outlook on life and participants' QOL. 

The theme resolving to prevail M e r  expands findings fiom the qualitative 

study conducted by Boswell et al. (1998)' also discussed in Chapter Two who identified 

attitude toward life as the most significant (as defined by the participants with SCI) 

influence on QOL. In the cwrent study the participant's attitude toward life was woven 

into their descriptions of what QOL meant to them. The participants in the study by 

Boswell et al. (1998) described attitude as "the factor in life that allows an individual to 

move forward despite obstacles" (Boswell et al., 1998, p. 28). The theme resolving ro 

prevail in the current study reflects the participants' determination to continue on with, 

or to achieve, what they personally identified as important, while living with SCI. The 

findings in the current study support the idea that approach and attitude toward life 

influence the experience of QOL for each individual. 

No other research or literature was f o n d  about resolving to prevail in a context 

similar to the current study. However, the related tems persisting, persevering, and 

perseverance, were included in findings of several qualitative studies. Exploration of 

fmdings beyond QOL or SCI research similar to the theme resolving to prevail in the 

current study expands understanding of the theme, facilitating development of 

recommendations for practice and fuaher research. 

Three studies with hdings  using the tems persisting, persevering, and 

perseverance were reported in research expbtiog the lived experience of hope. 
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Pikington & Millar (1999) studied the lived experience of hope. The second core 

concept emerged as persevering amid adversity. Participants saw hope as helping them 

to keep going in difficuIt and disheartening circumstances. The theme persevering amid 

adversity involved participants' efforts to resist or overcome challenges presented by 

disconcerting circurnstances in life. 

Similarly researchers in two other studies on hope identified core concepts that 

portray how persons find ways to push on while striving for what is most valued. Cody 

& Filler (1999) described persisting amid the ardttous to depict how women in a shelter 

intentionally decided to look for a brighter day in order to survive difficult 

circurnstances. Allchin-Petardi (1999) narned a concept resolute perseverance to 

describe how women living with their children worked toward hoped-for goals. 

The descriptions of the core concepts of the three aforementioned studies related 

to the lived experience of hope resemble participants' descriptions of their approach to 

life in the current study. Statements about hope fiom participants which reflect this 

included "1 hope to have the strength to keep going, and be the best persoc 1 can be" and 

"...right now 1 just hope that 1 can get back to a routine, and normal enough life to look 

d e r  my wife, and still work and enjoy it the best 1 cm." The studies on hope shed light 

on how hope sustains persons' approaches and attitudes toward life in difficult and 

disheartening circumstances. 

Deliberate, focused effort and determination were described by participants 

living with serious illness in other studies akin to the resolve expressed by participants in 

the current study as they participated in creating theu own QOL. Deliberatingpersisting 

emerged as a core concept describing the concerted effort participants made to continue 
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on through a difficult t h e  living with ovarian cancer (Ailchin-Pertardi, 1998). Self- 

determination emerged as one of the themes in research interviews that supported the 

positive expenences associated with living with HIV (Dunbar, Mueller, Medina & Wolf, 

1998). Determination was also linked with the ability to transform circurnstances in 

long-tenn illness and perceive the situation as a challenge versus a threat (Finfgeld, 

1995). Several of the participants in the current study spoke directly about seeing their 

situations as a challenge or a hurdIe that could be overcorne. 

In the current study, participants expressed the awareness that they participated 

in the QOL they experienced through their approach and view of life. The link between 

approach to life and life outlook is echoed in the three concepts of hardiness posited by 

Kobasa (1979% 1979b) including: the belief that individuais can influence life events; a 

sense of purpose, meaning and involvement in life activities; and, a view of change as 

normal and an opportunity for f i e r  individual developrnent (Kobasa, 1979, 1979b; 

Kobasa, Madi & Courington, 1981). Three individuais spoke of individual growth 

experiences related directly to SCI, and three spoke of personal growth they hoped to 

attain. 

No studies linking hardimess with SC1 were found and only one qualitative study 

has been published, therefore, personal descriptions of hardiness were not available to 

relate to current findings. Other tesearchers have proposed hardiness is comprised of 

different concepts or attributes that do not relate to the current study findings (Jennings 

& Staggers, 1994: Lambert & Lambert, 1999). 

Kobasa's (1979% 1979b) concept of hardiness and Finfgeld's (1995) study of 

courage illuminate the notion of persons deliberately making choices about how to 
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approach Iife. Participants in the current study described a belief of personal influence 

on their own experience of QOL through their attitude and approach to life. The first 

therne, resclving to prevail, further expands understanding on how persons chose ways 

to be with difficuIt situations and how they participate in the creation of their experience 

of QOL. Participants expressed determination and deliberate intent to maximize personal 

potential, to rneet and overcome challenges, and to sûive toward identified hopes and 

dreams. 

Theme Two and Related Literature 

Theme two, considering alternative views is about the shift in perspective that 

participants expeienced and how it influenced their views of Iife. Participants made 

staternent like "[I have a] totally different outlook on the world now" and "now that's its 

happened, it's over and done with, 1 find that 1 cherish life more." The therne 

considering alternarive views reflects how the meaning ofparticipants' QOL was shaped 

by a shift in perspective after injury and the re-evaluation of priorities. Part of this 

process for participants, included comparing k i r  own situations to others that the 

participants saw as less fortunate. In addition participants described seeing different 

ways they could choose to look at life. 

The current study findings are congruent with the idea that priorities and 

perspectives shifi after SCI, with different ernptiasis and vahes shaping persons' 

perceptions of QOL (Boswell et al, 1998; Whiteneck et al 1992). In addition to tanking 

needs and rating the importance of life areas differently than the general population 

(Kannisto & Sintonen, 1997; Whiteneck, et al 1992), persons with SC1 also evduated 

theu own QOL differently than health care providers and the same or better than same 
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aged peers (Bach & Tilton, 1994; Crushrnan & Hassett, 1992; Gerhart, Kozial-McLain 

et al, 1994). 

BosweIl et al. (1998) suggested SC1 is a catalyst that alters the perspective of 

QOL. In the aforementioned study, the experience of living with SC1 emerged as a 

significant (as defined by participants) influence on QOL. Participants' statements 

composing theme two are consistent with views expressed in the study by Boswell et ai. 

(1998) These participants said Iiving with SC1 had positively influenced their QOL 

(Bosweil et al., 1998). Positive influence is consistent with changes evident in several 

participants' nsponses in the curent study. A participant shared, "And it's [being a 

paraplegic] a blessing, because 1 get to do al1 the things 1 like to do." In respanse to the 

question, 'is there anyihing that you would change about your quality of life right now', 

a participate responded, "1 have already - to respect other people for what they are. 

Whereas 1 never did that before." 

Participants, after the SCI, thought about things differently, altering their values 

and priorities and finding a new appreciatim of life. The responses contibuting to the 

second theme, considering alternative views, reveals how priorities and perspectives 

changed. For some participants change in view was experienced when thinking about the 

important things they could still do and for others it was througfi comparing themselves 

to others who where worse off. Aiternatively, for several participants priorites and 

values shifted as they thought about different ways they could be with the situation. One 

participant said, "1 can lay here, s d k  and cry al1 1 want, ... or 1 c m  Say, hey, you've stiIl 

got some Living to do, you know." h o t h e t  participant said, "1 have to keep high spirits 

and high hopes that something's new over the horizon, medical technology or.. in my 
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life, or 1 won? enjoy it as rnuch." Pnor to the current study, no literature related to QOL 

and SC1 discussed the process of shifüng priorities or that persons think about different 

ways to be with the situation and chose how to view it. The current study contributes to 

knowledge on QOL for persons with SC1 by illuminating how living with SC1 shifls the 

perspective and outlook on Me. 

The term considering alternative viavs was not found in any other literature. 

However, several studies beyond the literature discussed in Chapter Two were found 

where participants spoke of Iooking at Iife differently, re-evaluating Me, and shifling 

priorities. Although the following studies are not with persons with SCI, they do 

involve life altering illnesses. The participants in the majority of these studies were 

patients with cancer. Exploring these studies expands understanding related to the 

findings in the current study. 

Redefinition ernerged as a theme in one study describing how participants felt 

that the cancer expenence had changed hem and that they had redefined their goals and 

roles (Halldorsdottir & Hamrin, 1996). A new outlook on life and re-evaluated tife 

priorities were identified in two separate studies with wornen with breast cancer and une 

study with women with ovarian cancer (Allchin-Pertardi, 1998; Loveys & Klaich, 199 1 ; 

Pelusi, 1997). Steeves (1991) described a shft in perspective for patients with bone 

marrow transplantation which included cornparing thernselves to others who were worse 

off. Several participants in the current study described viewing their own situation in 

light of others, acknowledging their situation could be worse and feeling fortunate in 

comparison. 
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Changes in life view were found in other studies following life altering iIlness 

events, includmg heart transplantation and stroke (Mishel & MurDaugh 1987; 

Pilkington, 1999). The findings of these studies highligkt how persons re-evaluate 

priorities, change their outlook on life and experience a shift in their attitudes when 

experiencing a serious illness. 

The ability to see situations in more than one way was found in a study 

previously discussed. Allchin-Petardi (1999) described formidable ambiguiv as the core 

concept reflecting the participants' ability to view their difficult situations in more than 

one way in a study of the lived experience of hope for women with children. The author 

States "situations were identified as personally insurmountable and all-at-once 

surmountable as each participant knew there was more than one way to move beyond 

(Allchin-Petardi, 1999 p. 284). 

The second therne, considering alternative views, includes participants' 

descriptions of seeing different ways they could be with andlor approach their changing 

situations. As previously identified the themes resolving to prevail and considering 

alfernative viavs were connected in the participants' descriptions and this connection is 

supported by other literatwe. Self-determination, a theme identified in a study with 

patients with HIV included participant statements such as "you can either cry about it 

and wallow in it, or you can try to pick yourself up and enjoy life for what it is" (Dunbar 

et al., 1998, p. 149). 

The idea of choosing to see life in a specific way is consistent with findings 

emerging fiom research on courage by Finfgeld (1995). Participants transformai 

view of circumstances to be challenging rather than threatening. One aspect of this 
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ùicluded a h cornmitment to cognitively convert a stmggle into a challenge, implying 

participants recognized the situation could be viewed in more than one way. 

Participants in the current study aiso described believing that the QOL they 

experienced was infiuenced by how they viewed life and what effort they put into it. 

Each participant spoke of the ability to impact their QOL through their approach to life 

and how they chose to view the situation. Consistent with this notion, two of the three 

concepts of hardiness identified by Kobasa (1979a, 1979b) are linked to outlook on life. 

Control is the belief that individuais can influence life events. Challenge, according to 

Kobasa, is a view of change as an exciting incentive for further individual deveiopment. 

in the current study several of the participants spoke of maximizing their potentiaI and 

two spoke of gaining satisfaction through working in the future with SC1 groups to 

provide support and encouragement. 

The theme, considering alternative views, reveals that perçons think about 

different ways they can be with a situation, view a situation, and influence the QOL they 

experience through their choices. The research and literature reviewed, describing how 

persons actively make choices about how to view life situations, sheds some Iight on the 

process by which participants experience a change in outlook and a reevahation of 

priorities during the experience of serious illness. 

Theme Three and Related Literature 

Theme three, dwelling with enriching afiliations, is about what relationships 

meant to participants and how the relationships enhanced QOL. Speaking of, and 

thinking about the personhelationship aiso evoked feelings which contributed to QOL 

for the participants. Relationships with others were descnbed as providing 
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encouragement, humour, hope, gratification, and support to participants' lives. 

Participants spoke about spouses, girlfiiends, parents, children, family members, fiiends, 

hospital room-mates, and hospital staff. 

The reports of participants in this study in relation to theme three are consistent 

with nurnerous studies that established a link between relationships, support, social 

activity, and QOL for persons with SC1 (Bach & McDaniel, 1993 Bach & Tilton, 1994; 

Clayton & Chubon, 1994; Fuhrer et a1.,1992; Siosteen et ai., 1990; Warren et al., 1996). 

Participants in the current study consistently identified relationships as important with 

statements such as "Mat  makes my life special? Probably my family", "Mat's 

important to my life? Number one is my family" and "[What enhances quality in my 

life?] Family support." This is congruent with the findings where family relationships 

were rated high in importance by persons with SC1 (White, Rintala, Hart & Fuhrer, 

1993; White, Rintala, Hart, Young & Fuhrer, 1993). 

In the current study, relationships provided comfort, support, and 

encouragement. Participants specified how relationships were enriching in statements 

like "[my parents] bring me back up", "[the staffJ gave me hope", and "my kids are my 

life." The importance and satisfaction participants attributed to relationships, is 

consistent with findings by Post, de Witte et al. (1998) and Post, van Dijk et al. (1998) 

where contacts with &ends and acquaintances, family life, and partnership relationships 

where among the areas rated as highest level of satisfaction for persons with SCI. 

Although the link between relationships and QOL - including the importance 

attributed and satisfaction meived - has been previously established, the current study 

expands the understanding of how relationships enhance QOL uniquely for each person 
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with SCI. Relationships brought feelings of gratification, success, humour, inspiration 

and solace. For each participant, the details about who relationships were with, and how 

relationships contributed to QOL were uniqueiy constructed. The feelings and thoughts 

that relationships evoked happened over distances and through written word. 

Participants also provided insight into how life might be if they did not have the 

relationships. For exarnple, one participant said "it would have been much harder for me 

to recover, and it would be much harder for me to live, if the only person 1 had was 

mysetf, and there was nobody there for me." 

The third theme of the current study, dwelling with enriching affiliations, further 

expands understanding about QOL through introducing the idea that thinking about and 

speaking of relationships evokes feelings which influence QOL. The idea has not 

previously been explicitly identified in the literature related to QOL for persons with 

SC1 and contributes depth to knowledge related to relationships and how they contnbute 

to QOL. 

Findings of several other published studies with other populations also expand 

understanding about ways relationships and important others contribute uniqueIy to 

persons' QOL. Connecting current fmdings with other related literature is an aspect of 

the interpretative phase of research and contributes to the development of 

recornmendations for practice and firther research (Parse, 1998). 

Qualitative studies with persons experiencing serious illness identified that 

relationships with others enabled participants to persevere through difficult times with 

courage (Allchin-Pertardi, 1998; Finfgeld, 1995). Further, a theme emerging fiom a 

study exploring QOL for persons afler a stroke, consoling relationships uplift the self, 
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descnbed the difference family, fiends and hospital staff made to participants' 

experience of quality of life (Pikington, 1999). 

In the current study, two participants described staff and family as providing 

hope, consistent with findings Erom several studies exploring the lived expenence of 

hope. Participants descnbed relationships with others as providing not only hope, but 

joy, warmth, happiness, cornfort, encouragement, revival, appreciation, gratitude and 

support (Pikington & Millar, 1999; Toikkanen & Muurinen, 1999; Wang, 1999; 

Willman, 1999). The connechon between the findings related to the research on hope 

and the themes of resolving to prevaif and dwelling with enriching affiliations in the 

current study leads to questions related to the link between hope and the expenence of 

QOL. 

The theme dwefling W h  enriching afiliarions deepens the understanding of how 

relationships enhance QOL. Specifically, the findings of the current study illuminates 

how relationships contribute to QOL, beyond the presence of individuals, through 

feelings arising when reflecting on or speaking of the personkelationship with others. 

Theme Four and Retated Literature 

The theme bavildering uncertainries is about the unpredictibility in participant's 

lives and the reiated feelings that emerged as participants spoke about "being in a 

forest", seeing the future as "a big grey area" or "a big question mark." Several 

participants said that the future was difficult to talk about because of al1 the unknowns. 

The current study contributes to the knowledge of what constitutes QOL for 

pesons with SC1 by identi&ng uncertainty as a factor shaping QOL. Further, the 

responses of the participants provide insight into strategies participants employ to live 
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with bewildering uncertainties, For example participants spoke about "just focusing on 

healing", ' W n g  things day by day" and "just take it one day at a the." The findings 

of this study will serve to increase awareness of the uifluence of uncertainty on QOL for 

persons with SCI. 

Although uncertainty has not been lmked to the phenornenon of QOL for persons 

with SCI, two research studies explored the concept of uncertainty with persons with SCI. 

Uncertainty has become an increasingly popular reasearch concept in the past decade. 

Mishel's (1988, 1990) uncertainty in illness theory and other qualitative research findings 

beyond literature on SC1 will be discussed in reIation to the current study theme 

bewildering uncertainies. 

Yoshida (1997) used a grounded theory approach to describe the various foms 

of uncertainty experienced by people living in the community up to 22 years post- 

traumatic SCI. The accounts were organized using Conrad's (as cited in Yoshida 1997) 

general categories of uncertainty and the descriptions in the category of rrajecloy 

unceriainy bear only the slightest resemblance to what participants in the current study 

expressed. This may be a reflection of the difference in the tirne elapsed since injury for 

participants in Yoshida's research (1-22 years) and the cunent shidy (61 2 weeks). 

The second study exploring uncertainty and the use of coping behaviors with 

persans with SC1 used Mishel's (1990) definition of uncertainty, the inabiiity to 

determine the meaning of illness related events (Wineman, Durand & Steiner, 1994). 

The orginal Mishel Uncerîainty in Iliness scale for acute illness was used, despite the 

m a n  time since injury of the participants being 1 I years. The study provides IittIe 

information about the uncertainty persons with SC1 experienced. The authors conclude 



that participants perceived high levels of illness uncertainty and they used strategies to 

regulate distresshg feelings. 

Mishel(1990) reconceptualized the uncertainty in illness theory to ailow for the 

conceptualization of growth and change following the experience of uncertainty and 

extend the applicability to include chronic illness where many persons live with 

enduring uncertainty. Four fiequent areas of uncertainty are identified with illness: 

severity of the illness; success of treatment; impact of the illness on one's life; and the 

ability to pursue lifes' dreams and ambitions (Mishel, 1990). In the current study, 

participants talked about how the SC1 might impact on their lives and what they saw for 

themsekves in the future. Participants were unable to predict what abilities they might 

have after rehabilitation or what work they rnight do, contributing to their uncertainty. 

Mishel(1990) States that uncertainty results in a new ability to see multiplc 

alternatives and possibilities, and to reevaluate what is important in life. The new view 

of life develops in interaction with, and exchange between, the penon and the 

environment. Uncertainty may bring about a transition fiom one perspective. As 

discussed in theme two, considering alternative views, participants in the current study 

described the shift in thinking in light of their situation and by comparing themselves to 

others. 

Findings of severai qualitative studies on the lived experience of persons living 

with chronic illnesses include uncertainty. Stroke patients expressed uncertainty about 

how long they would be in hospital, their prognosis, and the possibIe trajectory of the 

illness (Close & Proctor, 1999). For patients with ulcerative coIitis and rheurnatoid 

arthritis, uncertainty was related to the day-to-day changes in symptoms, making long- 
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tenu planning impossible (Dudley-Brown, 1996; Nyman & Lutzen, 2 999). Two of the 

participants in the current study spoke of the unpredictability and inconsistency of their 

day-to-day routine in the hospital. However, symptomatic unpredictability did not 

emerge. This may have been a reflection of the time since injury as others have 

identified issues such as consistency of bowel routine to be important to persons with 

SC1 (McKenna, 1994; Yoshida, 1997). 

Reflective of the amount of research in the area, uncertainty has been linked to 

the experience of living with cancer. Uncertainty about the future and re-occurrence, 

emerged in three qualitative studies with participants with cancer (Halldorsdottir & 

Hamrin, 1996: Loveys & Klaic h, 199 1 ; Pelusi; 1997). Uncertainty is included in some 

versions of the City of Hope QOL instrument in research on QOL for persons with 

breast cancer @ow, Ferrell, Leigh, Ly & Gulasekarani, 1996; FerrelI, Grant, Funk, 

Garcia, Otis-Green & Schafier, 1996). interestingly, even when it was not included as 

part of a tool used, uncertainty emerged as a theme in the quaIitative data coltected with 

long term survivors of autologous bone rnarrow transplantation (Whedon, Stearns & 

Mills, 1995). 

Research by Bertero & Eriksson (1997) not only iIluminates the link between 

QOL and uncerîainty, but also establishes evidence that the uncertainty penons 

experience when acutely il1 is different that the uncertainty chronically il1 persons 

experience. The researchers found that dthough the participants with chronic Leukernia 

face uncertainty, there is no imrnediate life-threatening feeling. For the persons Living 

with acute leukemia, the only certainty is that they are living now. Nothing c m  be taken 

for granted. Persons with chronic Ieukemia described QOL as life satisfaction, whereas 
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adults with acute leukemia descnied QOL as apositive attitude to life. The researchers 

proposed that "a feeling of uncertainty" was the phenomenon that made the difference to 

the experience of QOL. 

Description of QOL as positive attitude toward life by persons with acute 

leukernia, (Bertero & Eriksson, 1997) echoes ideas h m  the current study in the theme, 

resolving to prevail, that is, attitude shapes QOL. Further, it is consistent with Boswell 

et al. (1998) who identified attitude toward life as the most significant (as defined by the 

participants with SCI) influence on QOL. 

In the current study, the fourth therne bewildering uncertainties establishes that 

uncertainty is experienced by persons living with SCI. The expenence of uncertainty and 

its influence on QOL appears to be different in the acute care setting than the uncertainty 

experienced several years post injury. Uncertainty in the acute care setting afler SC1 is 

unlike the uncertainty experienced with chronic illnesses that have an unpredictable 

course, periods of symptom exacerbation, or a deteriorating trajectory. No literature was 

found exploring uncertainty with the general population. The prevalence of uncertainty 

and the descriptions provided in the research reviewed leads this author to agree with 

Parse (1999) who proposes uncertrtinty is inherent in al1 hurnan experiences. Uncertainty 

means different things to different people and how it changes life patterns and hopes are 

important to explore and understand (Pane, 1999). 

Findings in Relation to the Principles and Concepts of the Human Becoming Theory 

Parse's (198 1,1990,1992, 1994, 1998, 1999) HBT guided the research described 

here. The objectives of this study were to: specifl the meaning of QOL; identi f i  patterns 

of relating comected to QOL; and, describe how persons' concems, plans, hopes, and 
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dreams related to QOL for persons living with SC:. The objectives flow from the three 

theoreticai principles of the HBT and the central themes, meaning, rhythmicity, and 

transcendence. The ultimate purpose of the study was to describe persons' perspectives 

of QOL when living with SC1 in the acute care setting. The unified description of the 

perspective of QOL for the participants in this study was: Dwelling with enriching 

affiliations and resolving to prevail while considering alternative views arnid 

bewildering uncertainties. 

Although the themes associated with the principles of the HBT; meaning, 

rythmicity, and transcendence, are lived dl-at-once as reflected in the participants' 

unified description, individual themes representing the major findings may reflect one 

principle of the HBT more explicitiy then another. The HBT directs researchers to seek 

the meanings, the patterns of relating, and ways of transcending within the participants' 

descriptions. Below, themes fiom the study are discussed in light of the corresponding 

principle and concepts of the HBT. 

Theme One and Two: Resolving to Prevail and Considering Alternaiive Views 

The first and second theme of the study were resolving to prevail and 

considering alternative views. These themes link most directly with the HBT theme 

meaning and principle one; "stmcturing meaning multidimensionally is cocreating 

reality through the languaging of valuing and irnaging" (Parse, 198 1, p. 42). Meaning is 

the constructing of personal reality through assigning significance to individual 

experiences (Parse, 1998; Pikington & Jonas-Simpson, 1996). Participants' attitude and 

approach to iife shaped the meaning of the QûL experienced. 
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Three concepts fiom the M3T link with the theme meaning: imaging, vduing 

and languaging. imaging is the shaping of reality as participants experience the situation 

in light of what was, is, and wilI be. Amid this CO-created process of persona1 knowing 

and coming to know, ideas or events becorne reaI to the participants. Personal 

knowledge is both utterable, within reflective awareness, and unutterable, being beyond 

reflective awareness (Parse, 1998; Pikington & Jonas-Simpson, 1996). 

The participants' experiences of QOL were CO-constmcted and emerged in 

mutuai process with the personal knowledge of what was, is, and will be. One 

participant shared, 

The quality of life, 1 guess, is main1y what you can put into it, and whatever you 

can get out of it. 1 don't thnk you should expect an awful lot out of it, if you 

don't put anything into it. I don't. I've always given everything al1 I've got, and 1 

intend to keep on doing that. QuaIity of life is living every day as though it's the 

last one, and keep looking forward to the next one. No great point in looking 

back; the past is finished, the present counts, and the future is whatever you want 

to get out of it. 

Valuing, the second concept related to the theme rneaning, is making choices 

about which beliefs are, and are not, treasured. Treasured beliefs are lived in the day to 

day decisions of priority sening. Participants decide what is important in their lives 

based on personal values, and in tum make choices that reflect their treasured beliefs. 

Persons are continually choosing and acting on some beliefs while not choosing and 

acting on others (Parse, 1998; Pilkington & Jonas-Simpson, 1996). Vaiiies influenced 
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participants' approach to life as illustrated in the above excerpt. Priorities shaped 

participants' attitude. One participant spoke of the importance of her family, 

They mean the most. That makes my life worth getting over and getting back to 

the races. That's why 1 want to get stronger. 1 know some people, they think, 

well who'd want to be paralyzed, and live? But I have my m s ,  I can 

wheelchair. And we'll still hike. We do a lot of outdoor things. 1 can still do al1 

those things. 1 can take her to gymnastics; 1 c m  watch her grow; I c m  be there 

for her next graduation when she goes to grade 8, or brings home a boyinend. 

The values the participant held, for example the importance of farnily, shaped decisions 

about how to view and approach life. 

Languaging, is the third concept related to the theme meaning. Languaging is 

about expressing meaning through the messages given and not given about one's chosen 

beliefs and reality. Participants' descriptions contributing to the themes resolving ro 

prevail and considering alternative views are in themseIves messages that participants' 

chose to reveal about their persona1 beliefs and reality. The persona1 beliefs participants 

expressed about attitude and approach to life shaped the meaning of QOL experienced. 

Further, participants expressed awareness or belief that attitude and approach to life 

influenced QOL. "Meaning arises as the iruit of what one chooses to attend to in relation 

to persons, ideas, objects, or situations. The attended to is the meaning, which is 

cocreated constructed reality" (Parse, 1994 p. 18). Tbough theù be liefs, attitudes and 

approaches, individuals of this study participated in the creation of their reality and 

QOL. 
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Theme Three: Dwelling with Enrichinp, Amliations 

The theme dwelling with enriching affiliations is linked to the human becoming 

theme rhythmcity and the principle, "cocreating rhythmical patterns of relating is living 

the paradoxical unity of revealing-concealing and enabIing-limiting while connecting- 

separating" (Parse, 1981, p. 50). Rhythmicity reveals the complexity of human beings as 

seemingly opposite, patterns of reiating are lived al1 at once. Each relationship, and the 

mariner in which it contributed to participants' QOL, was unique. Within these 

relationships, parodoxical patterns related to the desire to be with others and what 

participants shared with others emerged. Participants expressed seemingly contradictory 

statements as they discussed possibilities emerging with relationships in light of current 

events. These paradoxes are evident throughout the participants' transcripts. The 

paradoxical concepts associated with the theme rhythrnicity are; reveaIing-concealing, 

enabring-limiting and connecting-separating. 

The paradoxical rhythm revealing-concealing is related to what humans share 

and do not share with others. Human beings are unfolding mysteries, that cannot be FuIly 

known by others (Parse, 1998). How persons are, and how they seem to be is what is 

disclosed and not disclosed. Participants chose at reflective and pre-reflective realms 

what they would tell this researcher, staff, ffamily, and friends. Below, a participant 

talked about the relationship with her best &end, and what she chose and did not choose 

to tell her &end. 

Weil, I'm pretty confused, actually, about the whole thing, 'cause my fiiend was 

driving. From what 1 hear, she could be at fault. So 1 had to corne to terms with 

that. And 1 talked to her, and she says to me, you know, "Oh, it's so temble; 1 
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have to actually get my parents to walk me to the bathroom door." You know, 

and 1 just feel like saying, 'At least you c m  go.' But 1 know because of that 

injury [mild traumatic brain injury], she doesn't have al1 the feeling there." 

The second concept associated with the human becoming therne rhythmicity is 

enabling-Iimiting. This paradox means that in the process of making choices, some 

options are lost and some new ones are gained. As participants talked about the 

possibilities that lay ahead, present alternatives were both curbed and spawned by 

previous choices. One participant expressed "...the one regret 1 don? have, the one regret 

1 do have is that we didn't have children. But now 1 wouldn't want any. 1 don't think 

it'd be fair to my wife to have to look after me and look afier a child." If an earlier 

decision was made and children present, this would no longer be a choice to make. 

A further illustration of this paradoxical rhythm of opportunities and restrictions 

is present as one participant talked about the drawbacks and benefits of living in a ruraI 

communi ty . 

For one thing, living rurally like we do, T'd have more available to me [resourses] 

if i lived in Toronto ... 1 still think living rurally, on the other hand, will give me 

a peace, that maybe some paraplegics don? have; that 1 have a comrnunity. And 

it's very beautiful. 

Comecting-separating is the third concept of the human becoming theme, 

rhythmicity. Humans engage and disengage fiom others, ideas and ventures, moving in 

one direction and away fiom others ail-at-once. Illustrations of comecting and 

separating with others are present in participants' descriptions. Another participant 

shared, "[there were] a few days where 1 was just in a terrible mood. And even the fact 
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of [rehab] scared me. So a lot of the time 1 was alone, and I'd just push people away, and 

1 didn't want to be near them, 1 didn't want to talk to anyone. 1 needed time to think, 

basicalIy." In co~ecting-separating from others and projects, participants 

simultaneously revealed-concealed of themselves and were enabled-limited by their 

choices. 

Therne Four: Bewildering Uncertainties 

The fourth theme of the curent study, bewildenng uncertainties, relates most 

directly to the human becoming theme of transcendence and the human becoming 

principle - cotranscending with the possibles is powering unique ways of originating in 

the process of transforming (Parse, 198 1, p. 69). The human becoming theme 

transcendence is about moving on with a pushing-resisting force that propels one toward 

the possibles. While moving and changing unique options surface with new views of 

life and situations (Pane, 1998; Pilkington & Jonas-Simpson, 1996). Uncertainty was 

present in the participants view of life. Three concepts are related to the HBT principle 

and theme of transcendence: powering, originating and transforming. 

Powering is the energizing force in the human-universe process. Amid the 

pushing-resisting rhythm of this force, tensions and conflicts arise with daily struggies 

that threaten what was, is and will be. When asked about the future, one participant 

replied 'That's a hard question. 1 don? know. Basically, I'm just focusing on getting 

myself up, just getting one thing at a tirne fixed. I'rn totally scared to go to rehab, like 

totally fiightened. But then, I'm totally excited at the sarne tirne." The tension and 

conflict surface opportunities for choosing new ways of being with and looking at 
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situations while moving beyond. In the excerpt above, the participant spoke about "just 

focusing" as a way to be with the uncertainty of the situation. 

Originating is thc second concept associated with the hurnan becoming theme 

transcendence. Originating is about choosing individual and unique ways to be with 

others, and situations, while moving onward arnidst the uncertainty of the not-yet- 

known. The rhythm of choosing to be like and unlike others forges a personal path that 

creates sureness and unsureness. Participants expressed exclusive viewpoints with 

determination about how life wouId unfold, yet amongst the certainty that determination 

implies, uncertainty was clearIy present. One participant stated, 

1 stilI see famiiy outings, ody  I'll be in a wheeichair. And 1 see that and accept 

that, so fa .  But maybe I'm being blind. There's that fear too, because I've never 

experienced it. Maybe 1 won't be able to handle it. 1 don't know. I know there are 

things in place for me - supports. If I need them, they're there, 

Even in the midst of the unknown, the participant is sure of the support available to in 

her fiiture. As she continues, a unique way of being with her injury and others emerges. 

"1 know quite a few paraplegics, young ones. And 1 thought, maybe we could have a 

group that meets once a month, just for support, maybe 1 could initiate that." 

Transfomiing is the third concept related to the human becoming theme of 

transcendence. Transforming is the shifi in perspective as the everyday emerges in a 

new light, This shift occurs in the rhythical struggle between the familiar and 

unfamiliar mongst the continuou change of CO-creation. As the situation unfolds, 

participants corne to, or discover a new and evoIving understanding of life's experiences. 

One participant stated "1 just discovered a couple of days ago this is the fkst day of my 



life, really. Life as 1 knew it, a good part of it is gone. So it's important for me to get on 

with it and do the best 1 can with it." For participants, the unfamiliar was ever present as 

they considered their situation. 

Passe's (198 1,1990,1992, 1994, 1998, 1999) theory of human becoming provides 

a unitary way of viewing persons' experience of QOL. Discussion of the themes of the 

curent study in light of the predominant themes and concepts of the HBT expands both 

the understanding of the participants' experiences and the human becoming theory. The 

theory provides insight into how persons shape the QOL they expenence through the 

. unique meaning they ascribe to situations, relationships with others, and the way in 

which they choose to participate in their life as it unfolds. 
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CHAPTER VI 

Conclusions, implications, and Reflections 

This research study explored the experience of qudity of life (QOL) for persons 

with spinal cord injury (SCI) in the acute care setting. The purposes of this qualitative 

investigation were: (a) to describe patients' perspectives of QOL when living with SC1 

in the acute care setting; and b) to enhance understanding of QOL issues for additional 

study; c) to specifi practice approaches airned at enhancing QOL for persons with SCI; 

and d) to expand the guiding k e w o r k ,  the human becoming theory (HBT). Guided by 

Parse's (1 98 2, 1990, 1992, 1994, 1998, 1999) HBT, this descriptive-exptoratory study 

explicated the perspective of quality of life for six participants between the age of 19 and 

67 within 4-12 weeks after SCT. 

Findings consisted of four îhemes that captured common essences in the 

participants' descriptions. Consistent with the descriptive rnetfiod outlined t?y Parse et al. 

(198S), the themes were named in the researcher's language and form a unified 

description answering the research question: What is the QOL for persons with SC1 

living in acute care. A unified description provides the reader with a comprehensive 

description of the phenornenon as lived by the participants. The unified description is; 

Dweiling wiîh enriching afliiiations and resolving to prevail while considering 

alternative views amid bewildering uncertainties. 

Findings were discussed in relation to participants' descriptions, related research 

literature, and Parse's theoretical principles and concepts. Findings broaden nursing's 

scientific knowiedge base and m e r  the insight and understanding of the experience of 

QOL for persons with SC1 in the acute care s e t h g  in relation to meanings, relationships, 
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priorities, and hopes and dreams. in this chapter, conclusions emerging from this study, 

and implications for practice and further research are offered. 

Conclusions 

The findings fiom this study contribute unique knowledge about the experience 

of QOL for persons living with SC1 in the acute care setting. Themes one and two, 

resolving to prevail and considering alternative itiews illustrate how participants' 

attitudes and approach toward life contribute to the unique meaning of QOL. Continuing 

on through difficult circumstances has been described by other researchers in connection 

with hope (Allchin-Petardi, 1999; Cody & FiIler,1999; Pikington & Millar,1999) and 

serious illness (Allchin-Pertrdi, 1998; Dunbar, Mueller, Medina & Wolf, 1998). 

Participants* perspectives shifled as they considered their situation in light of 

what was important to them and the situations of others. The shift in participants' 

perspectives described in theme two may explain the lack of significant correlation in 

other studies arnong QOLAife satisfaction and variabIes including: level of injury, 

completeness of injury, physicai function, disability, and ventilator dependency. (Bach 

& Tilton, 1994; Crushman & Hassett, 1992; Dunnum, 1990; Kreuter et al., 1998; 

Lundqvist et al., 1997; Nieves et al., 1991; Post, van Dijk et al,,1998; Siosteen et al., 

1990; Whiteneck et al., 1992; Westgren & Levi, 1998). Priorities are re-evaluated in 

iight of the person's own circumstances and others around them. The importance of 

physical abilities, for example, may change. Other researchers have described a similar 

phenomenon with other serious ihesses (Allchin-Pertardi, 1998; Halldorsdottir & 

Hamrin, 1996; Loveys & Klaich, 1991; Mishel & MurDaugh, 1987; Pelusi, 1997; 

Pikington, 1999; Steeves, 1992) 



The findings illuminate how participants contributed to the creation of their QOL 

by choosing to view and approach life in a particular way. Participants spoke with intent 

about overcoming the situation and fulfilling persona1 potential in light of clarified 

values and priorities. The themes depict how participants continued onward in the face 

of the life aitering experience of SC1 and how persons shape the QOL they experience 

through the choices they make to view their situation in certain ways. "Attitude toward 

life is the most significant deteminant of QOL" (Boswell et al, 1998). 

The third theme, dwelling with enriching afiliations describes what relationships 

contribute to participants' experience of quality of life including comfort, gratification, 

support and encouragement. The descriptions conûibuting to the theme indicate that 

relationships contribute to QOL even in the absence of the person with whom the 

participant has the relationship with. Reflection or dwelling on, plus speaking of both the 

existence of the relationship and the quality of the relationship enhanced participants' 

QOL. The findings of the cwrent study broaden understanding of how relationships 

contribute to QOL for persons living with SCI. 

Finaily, theme four, bewildering uncertainties reflects the perplexity the 

participants experienced as they continue on with their lives without the confidence of an 

established image of what their life might be like. Participants were unable to provide a 

description about what life might be Like because they did not know. Although 

uncertainty had been linked to QOL for persons living with cancer (Bertero & 

Eriksson,l997; Dow, Ferrell, Leigh, Ly & Gulasekaram, 1996; Ferrell, Grant, Funk, 

Garcia, Otis-Green & Schaffner, 1996; Halldorsdottir & Harnrin, 1996 Loveys & 

Kiaich, 1991; Pelusi,1997), it had not been linked to QOL for persons with SC1 and 
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these findings provide a deeper understanding into the experience of persons with SC1 in 

the acute care setting in addition to adding new knowledge to nursing science. 

implications of Findings 

The curent study has contributed to advancing nursing science through 

expanding understanding about the perspective of QOL for persons with SCI. This 

enriched understanding provides oppominities to suggest practice approaches for health 

professionals who work with patients with SC1 and to examine the findings for questions 

to generate further research. In the following section, expansion of the theoretical 

tiamework, implications for professional practice, and recommendations for future 

research are discussed. 

Expansion of the Theoreticai Framework 

The underlying principles of the HBT (Parse, 198 l,l99O,l992, 1994, 1998. 

1999) guided this research project. The HBT assumes individuah structure rneaning and 

CO-create reality, CO-participate in patterns of relating with others, and expenence new 

ways of looking at the familiar in ligiit of concems, plans, hopes, and dreams. The 

theory provides a structure of basic assumptions related to human beings, health and 

QOL. Parse States that QOL is the "whatness.. . or the essence of life" (Parse, 1994, 

p.17). The findings of this research study illustrate the "whatness", that is, the QOL for 

the participants of this study. The unitary perspective captures QOL in process (Parse, 

1994). Ongoing research guided by the theory expands the theory by filling in depth and 

details of the "whatness" of lived experiences, similar to an artist filling in a picture with 

color and texture (Mitchell, 1992). 
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The themes, resolving to prevail and consiifering alternative views provide 

descriptions linked with the HBT theme meaning. Meaning is the constructing of 

personal reality through assigning significance to individud experiences (Parse, 1998; 

Pilkington & Jonas-Simpson, 1996). The themes, resolving to prevail and considering 

alternative views shed light on how meaning of QOL is constructed through participants' 

approach and view of life. 

The theme dwelling with enriching amiutions is linked to the HBT theme 

rhythmicity and reveals the complexity of the human experiences as seemingly opposite, 

patterns of relating are lived al1 at once. These paradoxes are evident throughout the 

participants' descriptions of being with, and away From others. Relationships continued 

to unfold amid the opportunities and restrictions of the situation. 

The fourth therne, bavildering uncertainries, enhances understanding of the HBT 

theme CO-mnscendence depicting moving on with a pushing-resisting force that propels 

one toward the possibles. While moving and changing unique options surface with new 

views of life and situations (Parse, 1998; Pilkington & Jonas-Simpson, 1996). 

Uncertainty was weaved throughout the participants' view of life and in the midst of 

uncertainty lies the potential for new directions. 

The participants' descriptions of the "whatness" provide detail and texture to the 

basic assumptions of the HBT. The themes of the current study surface new 

understanding of the tived experience the theoretical principles encompass. This new 

understanding contributes to the knowledge base of the theory. 
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Implications for Professional Practice 

For health care providers, what is not present in the findings of the current study 

may be as interesting as the findings themsehes. Upon viewing the findings readers rnay 

ask: Weren't the participants angry? Weren't the participants grieving? Participants may 

have experienced these feelings, however, these descriptions did not consistently emerge 

in the descriptions of QOL. Readers rnay feel the participants (or the researcher) 

presented optimistic descriptions, however, the participants' descriptions included the 

limitations and challenges participants saw in their life. Persons with SC1 continue 

onward in the midst of life altering events and the experience of QOL is shaped by 

values, priorities, relationships with others, and uncertainty. 

-4 nurse whose practice is guided by Parse's theory does not attempt to predict or 

control persons' responses to illness ( 198 1,l99O,l992, 1994, 1998, 1999). The findings 

of this study are not to be generalized to aII persons with SCI, nor are they rneant to 

prescribe interventions to enhance QOL. The intent of this research was to increase 

understanding and the awareness of the experience of QOL for persons with SCI. 

Enhancing understanding of persons' experiences can change nurses' perceptions of 

what it is like to live with SCI, it can change how nurses feel about caring for patients 

with SCI, and it can change how nurses are in relationships with patients. 

Understanding that perceptions, values and priorities shift after SC1 can help staff 

invite patients to taik about what is important to them, and to listen intently as patients 

taik about seeing things and valuing things differently. In the process of talking about 

what is valued, perspectives shifi and patients have the opportunity to see things in a 

different way. The shift in attitude and outlwk contribute to the experience of QOL for 
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the person. Nurses have oppominities to honour and support the fortitude of persons as 

they taik about moving onward. Nurses can be there to hear the satisfaction of the person 

who realizes one can continue with what is important and find enjoyment in life. 

Participants in the current study spoke of seeing themselves as better off than 

others in cornparision. Mitchet! (1998) suggests that by providing opportunities for 

patients to make cornparisons among people, places, and times, a metaperspective of self 

in light of others may surface strengths not evident to the person before. One participant 

stated, 

1 came out with the impression that I'm not that bad, compared to some people. 

And that's kind of uplifiing in a way. 1 mean, when you know that, you know, 

you're going to be in a wheetchair for life, but there's still people worse, it's not 

that bad of a feeling, you know. 

Nurse-person discussions can provide patients with an opportunity to explore different 

ways of approaching life and what that might be like. Nurses c m  ask questions to 

initiate discussion with the patient such as "How do you see yourself being with the 

changes in your life?" 

Relationships with various people, including hospital staff contributed to the 

participants QOL. Nurses have an opportunity to contribute to person's QOL by forming 

genuine relationships which respect the person's uniqueness and that honors the person's 

experience. Relationships between nurses and persons, although not solely dependent on 

the tirne spent together, have more potential in environments where continuity of care is 

promoted. Evidence of how relationçhips with M c a n  enhance patient's QOL is 

evident in the foiiowing statement " I remember several times I'd be laying here at night, 



and one of the nurses would corne in and just sit with me. They'd sit and talk with you, 

sometimes just b m h  your hair back, or wtiatever. That just felt like family." 

it goes without saying that opportunities for patients to be with people who are 

important to them should be promoted. Open or expanded visiting hours, and ovemight 

arrangements are becoming more common in acute care settings. Technology provides 

oppominities for nurses to facilitate the connection between patients and persons 

important to them in other ways as weII. One participant spoke of how meaningul it was 

for the staff to arrange for a VCR so she could watch her the videotape of her daughter's 

graduation, which she had missed. Telephones with head sets provide a way for 

quadriplegic patients to communicate by phone without requiring anyone to hold the 

phone for them. As technology advances many other ways of being with important 

people may emerge. 

The findings of the current study suggest that even in the absence of important 

others, the invitation to speak about relationships by the nurse, c m  evoke feelings that 

enhance the person's QOL. Open questions such as "Who is important in your life?'or 

"What does your farnily mean to you?'pprovides an invitation to the person. 

Professional care-givers reading the current study findings may be more open to 

hearing the experience, concems and priorities of patient's with spinal cord injury. One 

participant shared her need to talk. 

1 wish you could talk to, weil, the nurses, they're aIways busy. The unit nurses 

were a lot better about sharing. Sometimes you could have a cry, or like voice a 

doubt or a fear. There's no place for that here. And then, because 1 don't have my 

husband, there's no-one reaiiy to interact with. 1 h d  that hard. 
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The findings of this study also have implications beyond direct caregivers. Al1 of 

the participants of this study had been tmsferred fiom their cornmunities to provide 

speciaiized care throught the Acute Care Spinal Cord injury in a metropolitian tertiary 

hospital. This action may separate patients from the people who contribute most to their 

QOL. Accomodations for out of town families, special support allowances, and tax 

benefits for families supporting patients away from home, are three ideas to enable to 

support having important people near. 

Although the findings of this study suggest that uncertainty is present for persons 

Iiving with SCI, what that uncertainty means for each participant will be unique. If 

individuals talk about not knowing what the future holds, exploring with phrases such as 

'Tell me more about not knowing" or asking "What is it like not to know?" helps to 

Iearn what unique meaning uncertainty holds for that individual and how it impacts Me. 

If the uncertainty or meaning is disturbing for the person, asking " M a t  helps with the 

not knowing?" provides the person with an opportunity to discuss personal strategies and 

to perhaps see the unknown in a new light. 

Finally, health professionals who have the opportunity to reflect on the findings 

of the study will know that the way in which professionals are with persons with SC1 

influences their experience of QOL. Everyday moments when care providers are with 

persons with SC1 provides opportunities to enhance QOL, despite seerningly devasting 

life events. The chailenge to professionals is to have the courage to engage with persons 

with SC1 in ways that make a difference. Professionals also need to continue to do 

research that builds understanding of the experiences of persons living with SCI. 
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Recomrnendations For Future Research 

In the process of explicating howkdge  about QOL for persons living with SCI, 

M e r  research questions have been generated. This fulfills a secondary purpose of this 

study. The research questions link to the themes and the following universal lived 

experiences: 

What is the experience of taking Me day by day? 

What is the experience of suddenly seeing something in a different way? 

What is the experience of viewing a situation as a challenge? 

What is the experience of feeling uncertain? 

This research project focused on QOL for persons with SC1 within the acute care 

setting. In order to understand changes in QOL over time for persons with SCI, it would 

be helpful to follow participants longer. in addition, there is an opportunity to explore 

the paradox of certainty-uncertainty for persons with acute SC1 and with those after 

several years of injury to understand both the complexities and variations arnong 

patterns and groups. 

Reflections 

As a novice nurse working on a neuroscience floor with persons living with SCI, 

1 ended up talking about the weather to patients who had sustained life altering injuries 

as 1 did not know how to be helpful. Personai motivation for the current study included 

providing an opportunity for myself and others to leam more about the experience of 

QOL for persons with SC1 in the hopes that others reading the study would be aware of 

how genuine nurse-person discussions can enhance QOL. 1 also wanted to deepen my 

knowledge and understanding O € the HBT. 
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1 have grown in my understanding of the HBT during the project. In addition, 

through cornplethg this study 1 have become more conifortable being with persons 

living through difficult situations. 1 have had the opportunity to share the findings of the 

current study with Parse scholars, colleagues, and students. A student stopped me in the 

hall a week later to tell me about an interaction she had with a patient with SC1 she was 

caring for, and how the study had changed how she was with the person. A colleague 

who had completed her Ph.D. dissertation with the HBT has stated the theme dwelling 

with enriching affliaations resonated with her and thinks about it in practice and teaching 

situations. The current study has been deeply rewarding on both a personal and 

professional level. 

The current study has provided insight into how persons continue to find QOL 

after life altering events. It is my sincere hope that afier reading the findings of this study 

that other nurses will resolve to risk the uncertainty of not knowinç what will emerge, 

and invite persons with SC1 to talk about what life is like for them, wko is important to 

hem, and what they hope the future will hold. 
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general population; expressing 
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overall satisfaction 
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satisfaction or  to 
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number of  
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regarding the 
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and 
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concerns & 
interests of  
women with 
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the 
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descript ive 
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sample 
selection 

descriptive 

random 
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selection 

N=79 

mean 8.8 
years 
since 
injury 

N=40 

mean 1 1.2 
years 
since 
injury 

4 point 0 

satisfaction 
scale 
(investigators) 

4point 
satisfaction 
scale 
(investigators) 

somewhat less imporîant than 
general population 
QOJ, improved with lime since 
injury in younger group only. 
demonstrating the largest 
improvemerit in QOI, with 
individuals with lcast aging 
effect 
under 50 reported bctter life 
satisfaction 

health, family relationships, no global rating of 
welI being & money rated as  overall satisfaction 
most important i, no opportunity to 

supplement items 
offered by 
investigators 
important to life 
satisfaction 
focus on sexuality 

general health, tasks of daily 0 no global rating of  
living & family relationships overall satisfaction 
rated as  most important 0 no opportunity to 

supplement items 
offered by 
investigators 
important to l i fe 
satisfaction 
focus on sexuality 
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Stensman 
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Chubon 
( 1994) 
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the extent to 
which aging- 
rclated 
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occur in 
persons with 
SC1 & the 
impact on 
their QOL 
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the 
adjustment of  
persons wi th 
complete, 
irreversible 
traumatic 
SC1 during a 
period of 5 
years after 
the injury and 
their self- 
reported 
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To identify 
issues 
associated 
with QOL 

nonrandorn 
sarnple 
seleclion 

longitudinal 
prospective 

nonrandom 
sample 
selec tion 

descriptive 
correlational 

nonrandom 
sample 

N=279 + onaloguc sçalc the group not requiring morc 
(0-4) assistance rated QOL higher 

> 20 years (investigators) than group that rcported 
since increased nced for assistance 
i nj ury with age 

the group requiring more 
assistance at the time of  study 
retrospectively rated the QOL 
they experienced 20 years ago 
as higher compared to the group 
who needed no extra assistance 
at the time of  the study 

N= 17 QOL + four patterns of  adjustment 
analogue scale utilizing QOL & coping were 

> .5 years (1-10) identi fied 
since (investigator) 0 the importance of  good 
injury relationships with relatives and 

friends was frequently 
mentioned in semi-structured 
interviews 

0 factors identified as improving 
QOL were individualized al 
three years pst-injury 

N= 1 00 0 Life Situation mean quadriplegic score 
Survey significantly lower (86 vs. 96) 

> 2 years Chubon (as than paraplegics 
since cited in - social support items correlated 
injury Clayton & significantly (+) with QOL 

phenomenon (QOL) 
not defined 
statement associated 
with scale not 
reported 
no opportunity to 
identify what was 
important to QOL or 
10 supplement items 
offered by 
investigators - focus on aging 

focus of study on 
adjustment and 
coping 

phenomenon (QOL) 
not defined - no opporîunity to 
identify what was 
important to QOL or 
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Bach & To evaluate 
Tilton li fe 
( 1 994) satisfaction 

& well-being 
in individuals 
with 
traumatic 
tetraplegia at 
least 2 years 
post injury & 
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association 
between a 
number of 
variables 

Anke To study the 
Stenehjew & prevalence & 
Stanghell classification 
( 1995) of pain with 

SCI. the 
influence of  
pain on QOL. 
plus 
predictors for 
the 
development 

sclection 

descriptive 
correlational 

nonrandom 
sample 
selection 

Descriptive 
correlational 

random 
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selection 

N=360 

> 2 years 
since 
injury 

N=46 

median 32 
weeks 
since 
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Scale of  Life 
Domain 
Satisfaction 
Campbell, 
Converse & 
Rodgcrs (as 
cited in Bach 
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1994) 

r General 
Ilealth 
Questionnaire 
Malt. 1989 (as 
cited in 
Stenehjcw & 
Stanghell, 
1995) 

inconie had a significant but 
litnited relationship to QOL 
participants indicating student 
status had significantly higher 
QOL than those indicatiny 
employed/unemployed status 

life satisfaction rating not 
significantly different between 
ventilator dependent & non- 
ventilator dependent 
participants 
social life the strongest 
correlation with overall life 
satisfaction. followed by family 
life 
health workers in the control 
group significantly 
iinderestimated satisfaction 
no association between age and 
life satisfaction 

significant correlation (-) 
between participant with pain 
and QOL 

supplernent items 
offered by 
investigators. 
no global rating of 
overall QOI, 

no opportunity to 
identify what was 
important to life 
satisfaction or to 
supplement items 
offered by 
investigators 

O no global rating o f  
overall satisfaction 
focus on ventilation 
status 

9 no definition of  
QOL, QOL inferred 
from results of  
questionnaire, 
no opportunity to 
identify what was 
important to QOL or 
to supplement items 
offered by 
invest igators 



i/i 

2 Anke 
Stenehjew & 

% Stanghell 
J Cont 'd 
Cu 
O Pentland. 

. - McColl & 
Roscnthal 

0' (1995) 

o f  pain 

T o  discover correlational 
the 
independcnt nonrandom 
& combined sample 
effects of  age selection 
& duration o f  
SC1 on 
selected long 
tcrm hcalth 
outcornes in 
men with 
SC1 

N=83 12 item 
satisfaction 

> 5 years iool Michalos 
since (as ciicd in 
injury Pentland, 

McCoII & 
Rosenthal, 
1995) 

Prince, 
Manley & 
Whi teneck 
( 1995) 

To determine Quasi- N=36 LSI-A 
whether a experimental Neugnrten as 
population > l year citcd in 
with physical non-random since Prince, 
disability, sample injury Manley & 
had a better selection Whitehead, 
perceived 1995) 
QOL, health 
status, & 
lower cost 
depending on 
whether they 
used agencies 
vs. hired, 
trained, & 

no global rating of 
overall QOI, 
focus on pain 

age significantly correlated (+) 
with life satisfaction 

- sclf-rnanagcd group had O 

significantly better health 
outcomes. fewcr 
hospitalizations, diminished 
prcventable complications and 0 

greater satisfaction 
- no difference in LSI score 
between groups 

tool has not been 
validated with SC1 
population 
no opportiinity to 
identify what was 
important to life 
satisfaction or  to 
supplement items 
offered by 
investigators 
no global rating o f  
ovcrall satisfaction 
male participants 
focus on aging & 
time since injury 
QOL is not defined, 
but in fcrred from 
results on 
satisfaction 
tool developed for 
elderly 
no global rating of  
overall satisfaction 
no opportunity to 
identify what was 
important to life 
satisfaction or to 
supplement items 
offered by 



Prince, 
Manley & 
Whiteneck 
Con! 'd 

Warren, 
Wrigley, 
Yoels & 
Fine ( 1996) 

Dijkers 
( 1 997) 

trained, & 
reimbursed 
their 
caregivers. 
independent- 
IY  

To examine 
the 
relationship 
between 
rehabilitation 
and life 
satisfaction 
in SC1 and 
traumatic 
brain injured 
population 

T o  descri be 
quantitatively 
the 
relationship 
of subjective 
QOL with 
three aspects 
of disable- 
ment, 
impairment, 
disability & 
handicap 

longitudinal N = 38 

nonrandoni > l year 
sample since 
selection injury 

meta- 29 publi- 
Analysis cations 

19 
samples 

Life 
Satisfaction 
Index-A 
Ncugarten, 
1961 (as cited 
in Warren. et 
al., 1996) 

r three variables significantly 
correlated with higher life 
satisfaction for SC1 1) closeness 
10 family. 2) level of  family 
activilies, and 3) blaming self 
for injury (participants 
accepting blame for injury 
reported highcr satisfaction thnn 
those who did not) 

r Authors çonclude Me 
satisfaction should be a 
subjectivc. not objective 
rneasurement 

Conclusions: 
degree o f  impairment by itself 
has a very minor effect on QOL - seven studies reported 
association between disability & 
Q O L  with the average 
correlation signi ftcant 

r the average person with SC1 
experiences a lower QOL than 
the average person without such 
an injury 

investiyators 

r no global rating of  
overall satisfaction 
no opportunity to 
identify what was 
important to life 
satisfnction or to 
supplenient items 
offered by 
investigators 

focuç on disability 
r, di ffrcult to comparc 

studies with the 
diversity of  tools 
used 



r- 
2 Kannisto & 

Sintonen 
$! (1997) 
cl 
Cu 
O 

1'0 
investigate 
the outcome 
in terms of 
Health 
Related VOL 
of children 
who had 
sustained an 
SC1 and were 
adults at the 
time of 
examination 

Kraiise To ggeerate 
( 1997) longitudinal 

data on the 
stability of 
life 
adjustment 
over a 9-year 
period among 
a sample of 
SC1 persons 

Boswell, To examine 
Dawson, the meaning 
Heininger of life as 
( 1998) defined by 

descriptive N =3(i 151) a 

(invcstiyators) 
nonrandom mean 20 
sample years a 
selection since 

injury 

descriptive N = 235 r Lire Situation 
Questionnaire 

nonrandom 12 years (investigator) 
sample since 
selection injury 

tlic average IiRQL score of the 
SC1 group was significantly 
lower than the control group 
average importance weight 
assigned by SC1 participants 
di ffered signi ficantly from 
general population in 8 O 

dimensions 
SC1 rated a significantly higher a 
importance in the domains of 
mental functioning, 
communicating, social 
participation & seeing and a 
significantly lower importance 
for moving, working, sleeping 
and eating. 

general satisfaction significnntly 
decreased in 10 years 

qualitative N = 12 Not applicable 

nonrandom > l year 
sample since 

responses to meaning question: 
1 ) responses that characterizcd the 

nature of the term; subjective & 
changing through life span 

no opportunity to 
supplemenl items 
offered hy 
investigators. 
no global rating of 
overall QOL 
focus on health 
related quality of life 
no understanding of 
how HRQI, 
contributes to global 
QOL 

no global rating of 
overal l satisfaction 
no opportunity to 
identify wliat was 
important to life 
satisfaction or to 
supplement items 
offered by 
investigators 
focus on life 
adjustment 

small sample size 



W 

2 adults wiih selcction injury 
Boswell, paraplegia or 
Dawson, quadriplegia 
Heininger 

tr 
O Cont 'd 
O . H d 

(d 

01 

Krause, 
Sternberg, 
Lottes & 
Maides 
( 1 997) 

Lundqvist, 
Siosteen, 
Sullivan, 
Blomstrand, 
Lind & 

'ï'o identi fy prospective 
the risk of 
mortality of nonmndom 
an 1 1 -year sample 
pet-iod as a selection 
function of 
psychosocial, 
vocational. & 
rnedical 
adjustment 
after SC1 

T o  determine correlational 
which factors 
from the nonrandorn 
comprehensi sample 
ve general selection 
battery of 

N = 345 

1 1 years 

N = 98 

rnedian 
2.3 years 
since 
injury 

a Life Situation 
Questionnaire 
(investigator) 

- VAS (6 cm) 
Scliipper, 
Clinch, 
McMuny & 
Levit (as cited 
in Lundqvist 

2)  rcsponses that provided a 
dcfinition 
QOL domuins identified: 

1) attitude toward life; attitude 
changes resulting frorn experience 
of disability emerged as a 
significant influence 
2) opportunity to work; to 
contribute & create through work 
or related opportunities 
3) level of resources: wide range 

from basic needs. attendant 
care to transportation & 
financial income 

r participants expressing more rn 

satisfaction with their lives in 
1985 were significantly more r 
like ty to have survived 

r lower self-rated adjustment 
scores in 1985 were 
significontly associated with 
mortality in 1996 

60% of overall QOL rating was 0 

explained by items rcgarding 
depressive feelings, functional O 

liniitations in mobility, body- 
care & movement. social 
interaction & perception of  a 

no global rating o f  
overall satisfaction 
no opportunity to 
identify what was 
important to life 
satisfaction or to 
supplement items 
offered by 
investigators 
focus on morînliîy & 
adjustrnent 

phenornenon (QOL) 
not defined 
did not identify 
statement associated 
with scale 
no opportunity to 



E ~u l l ivan  well- 
(1  997) establislied 

4 question- 
c) 
6i 

naires 
O combined 

with the SCI- 
specific 
question- 
naire 
consti tute 
QOL for SC1 
patients 

Kannisto, To compare 
Merikanto, the Healtli 
Alaranta, Relaled QOL 
Hokkanen & in three 
Sintonen subgroups o f  
(1998) SC1 to study 

i f t here are 
di fferences 
between 
subgroups in 
relative 
importance 
assigned by 
them to the 
dimensions 
of  HRQL 

descriptive N=36 
mean 20 

nonrandorn years 
sample since 
selection injury 

N=3 1 
rehab 
not 
reported 

N=34 
mean 4.8 
years 
since 
injury 

ct al.. 1997) problerns specific to SC1 identify what was 
pat icnts important to QOI, or 
variance of overall QOI, ratings to supplement items 
wcre similar amony the O ffered by 
subgroups of tetrrrplegic, invcstigators 
paraplegic, complete & 
incomplete injuries 

- 15D - al1 groups differed significantly in 
(investigators) 15 Scores 

- highest score were in the s o u p  
injured in childhood 
- significant differencc between 
group with complete and incomplete 
injuries and between tetraplegics 
and paraplegics but not betwcen any 
other groups 
- no gender diiferences noted 
- change scores from before rehab to 
d e r  significant 

no opportunity to 
supplement items 
offered by 
investigators. 
no global rating of 
overall QOL - focus on health 
related quality of  life 
no understanding of  
how HRQL 
contributes to global 
QOL 



Kreuter. To assess & 
Sulltvan, compare SC1 
Dahllof & & traumatic 
Siosteen brain injuried 
( 1998) peers & 

people from 
general 
population 
concerning 
partner 
relationships, 
functioning, 
mood & 
global QOL 

correlational N = 67 r VAS (0-100. rn 

very high, 
nonrandorn median 5 very low) O 

sample years Carlson (as 
seleclion siiice cited in 

injury Kreuter et al., 
1998) O 

Post, To  analyze correlational N = 3 18 
deWitte, relationships 
Floris, van between nonrandorn mean 3.6 
Asbeck, van injury-related sample years 
Dijk & variables, selection since 
Schrijvers demographic injury 
( 1998) variables, 

functional 
health status 
& life 
satisfaction 
with people 
with SC1 

r Life 
Satisfaction 
Questionnaire 
Fugl-Meyer, 
Bmnholm & 
Fugl-Meyer, 
as  cited in 
Post, de Witte 
et al., 1998) 

singles had significantly lower 
QOL 
no correlation between QOL, 
and level or completeness of 
injury, or tinie elapsed since 
injury 
no gender di fferences 
participants with pain severe 
enough to interfere with daily 
functioning had lower QOL 
scores 
mood, physical & social 
function, were sipificantly 
correlated (+) to global QOL 
perceived loss o f  independence 
significantly correlated (-) to 
global QOL 

tool adapted frorn a 
pain VAS 
rio opportuni ty to 
supplement items 
offered by 
investigators or to 
rate importance of 
each item 

O highesi satisfaction was in the no opporlunity to 
areas of  contacts with friends & identify what was 
acquaintances, ramily life, and important to life 
partnership relationships satisfaction or to 

O lowest satisfaction was with supplement items 
sexual life & vocational status offered by 

respiratory problems, pain, investigators 
pressure sores were significantly 
related CO poor life satisfaction 
moderate, but significant 
correlation between being 
married & better life satisfaction 



CI 

w 
+ Post. von 1'0 compare 

Dijk. van life 
% Asbcck, satisfaction 

Schrijvcrs ofSCl  
6, 
0 (1998) persons 
L. . d C1 

living in the 
rrl community 
3 to tire 

satisfaction 
of a 
population 
groul' 

Westgren & To detemine 
Levi (1 998) associations 

between 
major 
outcome 
variables 
a fier 
traumat ic 
SC1 & QOL 

comelational 

nonrandom 
sample 
sclcclion 

correlational 

nonrandom 
sampIe 
selection 

N = 318 

years 
since 
injury not 
reportcd 

N = 320 

years 
since 
injury not 
rcported 

Lifè 
Satisfaction 
Questionnaire 
Fugl-Mcycr. 
Branholm & a 
Fugl-Meyer 
(as citcd in 
Post, van Dijk 
et al, 1998) 

S F - 3 6  O 

Swedish 
Health Survcy 
Sullivan & 
Karlsson, 
1994 (as cited 
in Westgrcn & 
Levi, 1998) 

htyhest satisfaction was in the 
arcas of contacts with fricnds & 
acquaintances, family life, and 
partnership relationships 
lowcst satisfaction was with 
sexunl life & vocational slatus 
satisfaction in only I of 8 
domains -- self-care ability- 
was significsntly lower in 
persons with tetraplegia 
SC[ person had a significantly 
hiyher score on family life than 
population 
No significunt correlation with 
li fe satisfaction and gender, 
cducation, or  time since injury 
had any 

no significatit difference in 
QOL related to lcvel or 
completeness of  injury 

no opportunity to 
idcntify what waç 
important to hfe 
satisfaction or to 
supplement items 
offcred by 
investigators 

no definition of  
QOL, QOI, inferred 
from results o f  
questionnaire 
no opporlunity to 
identify what was 
important to QOL or 
10 supplement items 
offered by 
investigators 
no global rating of  
overall QOL 
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Table B 1 : Human Becorning Theory Terms and Definitions 

Term Definition 
All-at-once personal reality is cocreated with one's predecessors, 

contemporaries, and successors as person's continually structure 
meaning (Pilkington & Jonas Simpson, 1996) 

Connecting-Separating paradoxical human rhythm of moving in one direction with 
persons, projects and situation, while simultaneously moving 
away from others (Pane, 1998; Pilkington & Jonas Simpson, 
1996) 

Cotranscending 

Enabling-limiting 

Imaging 

Languaging 

Not-yet 

Onginating 

Paradox 

Pattern 

Patterns of relating 

Possibles 

moving beyond the now with the emerging possibles cocreated 
with others and the miverse (Pilkington & Jonas Simpson. 
1996) 

each choice made in life means endless possibilities as well as 
limitations (Pilkuigton & Jonas Simpson, 1996) 

the shaping of personal reality through the picturing or making 
real of ideas or events (Pilkington & Jonas Simpson, 1996) 

expressing meaning through the giving and receiving of 
messages at many realms (Pilkington & Jonas Simpson, 1996) 

multidimensional possibilities not known explicitly (Parse, 
1998) 

creating personal and unique ways of moving beyond in 
connections with persons and projects (Pilkington & Jonas 
Simpson, 1996) 

unity of apparent opposites; two dimensions of one rhythm 
which surface 
(Parse, 1998) 

expressions of becoming that are recognizable; continuity 
within the ever changing human univene process (Pane, 1998) 

rhythical ways of becoming and comecting with persons, 
projects, ideas, situations and objects (Pilkington & Jonas 
Simpson, 1996) 

the imaginables (Parse, 1998) 



Powering the pushing-resisting rhythm that propels one onward 
(Pilkington & Jonas Simpson, 1996) 

Pnnciple a professed nile of action (Parse, 1998) 

Projec t a human creation (Parse, 1998) 

Revealing-concealing an intentional disclosing of some aspects of self, while hiding 
othen; varies in situation to situation (Pilkington & Jonas 
Simpson, 1996) 

Tram forming 

Uni Cary 

Valuing 

shiftmg the view of the familiar-unfamiliar; the changing of 
change in coconstituing anew in a deliberate way (Parse, 1998) 

different From the sum of parts (Parse, 1998) 

the process of choosing and living cherished beliefs (Pilkington 
& Jonas Simpson, 1996) 
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APPENDIX C 

Reseorch EIhi~s Board 

Room 5- 133. ÇWing 
nie Reseaich Wding 
Tel.: (dl& 460- 4276 
Fax: (dl61 480-5814 

M E M O R A N D U M  

To: Us Janice Beitel-Wardrop 
Critical Care 1 Emegency 
Room iM3 1 13 

From: Philip Hébert MD 

Date: September 10, 1997 

Subject: Quality of L ie  for Individuais Living with Spinal Cord 
hjury in the Acute Care Setting 

Project Identification No: 203-1997 
Approval Date: Septernber 1 O, 1997 

The Research Ethics Board of Sunnybrook Health Science Centre has reviewed 
the research protocol referenced above on the above captioned date and 
approved the involvement of human subjects as specified in the pmtocol. A 
copy of the approved information SheetKonsent Fonn is anached. 

The quorum for approval did not include any member associated with this 
project. 

Should your study continue for more than one year, you musc request a renewal 
on or before one year frorn the approval date. Please advise the Board of the 
progress of your research annually and/or any adverse reactions or deviations 
which may occur in the fume. 

The above Roject Identification Number has been assigned to your project. 
Please use this number on ail future correspondence. 

2075 Bayview Awnue 
North Yo;k. Ontario 
Ccnada MdN3M5 
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SCIENCE 
CENTRE 

2075 Boycriew Avenue 
North York. Ontcria 
Canada MAN JM5 

U n i v e r s i t y  
o f  T o r o n t o  

APPENDIX D 

Informed Consent & Information Sheet 

QuaIiiy of Life: The Client's Perspective 

Some reyistered ourses at this hospital are conductiny research that 
looks ai the way different groups of people descnie quality o f  life. 
Patients who panicipate in the rresearch wiII be given a verbal 
explanation o f  the study and a copy of this consent form. 

The purpose of the research is to heip nurses and other health care 
professionals leam about and understand the patient's perspective 
and improve quality o f  case by meeting and exceeding patient 
expectations. The knowledye generated by the research rnay help 
health professionals to be more aware o f  patients' experiences and 
needs. 

Re~earch with individuals living with spinal cord injury is being 
conductcd by Janice Beitel. RN; BSN. a yraduate mdent at the 
University o f  Toronto. Department of Nursing Science. The 
research is beiny conducted under the direction of Gai1 Mitchell, 
RN; PIiD., ChieFNursiny Oficer at Sunnybrook Health Science 
Centre. 

Questions about the project will be amwered to yaur satisfaction. 

Participation requires talkiny with Janice Beitel-Wardrop on tape 
about the experience o f  quality oflife for approximately one hour. 
The researcher rnay return to ask a clarifiing question($) at a Iattr 
date. 

You may decide not to participate or withdraw fiom the study at 
any time without any effect on your health case at Sunnybrook 
Health Science Centre. 

A tape recorder wiIL be used dunny the interview. During the 
raearch project, the tape will be kept in Iocked drawer in the 
raearcher's ofice. Afler the project is completed the tape will be 
destroyed. 

No names wiII appear on the written transcriptions, reports, or 
publislied papers. The transcriptions o f  the tapes will be kept in a 
locked drawer in the researcher's o6ce and be viewed oniy the 
researcher and her thesis supervisor. 
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Informed Consent and Explanntion Sheet, page 2 

There are no specific risks related to participating in the study. îhe  
deyree of risk is about the same as haviny a discussion with a nurse 
about wliat you are thinkiny andor feeliny. Indirect benefit is 
anticipated for other patients who receive care that is more sensitive 
to their needs and wants. 

You are free not to answer for any reason with no affect on your 
health care. Should fatigue or discomfon develop in the interview. 
you may stop and either ask for a new appointment of c a s e  
participatiny. 

Janice Beitel can be reached at 3348 at any tirne if questions or 
concerns corne up. Gail Mitchell can be reached at extension 2778 
at any time. 

Having read the above information about the proposed research 1 
agree to participate and offer my signature as consent. 

Signature Date 

Haviny reador listened to above information about the proposed 
resenrch. I agee  to participate and offer my verbal consent. 

Participant Name 

Date 
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Data to Support Theme One - Resolving to Prevail 

Table El: Core Ideas and Concepts of Resolving to Prevail 

Participant Examples of Descriptions Given by Participants Core Idea(s) Abstracted 
Concept 

1 So it's important for me to get on with it and do get on, do 
the best 1 can with it. best 1 can 

This is the first day of your life. Let's get on with get on & 
it, and let's make the best out of it, first and make the 
foremost in the mind. best of it 

So you need al1 these support groups and resources need help, 
to kind of point you in the right direction. But in but in end it 
the end it's got to come from you. cornes from 

YOU 
1 have no idea of the amount of involvement 1 can 
look forward to, but 1'11 tell you, 1'11 give it al1 1 give it al1 1 
can, 'cause life is pretty sweet. And 1 think there's can and give 
a lot more enjoyrnent ahead of me, if 1 let it come i t  a hand 
my way and give it a hand. So that's my short-term 
aim. 

Tne quality of life, 1 guess, is mainly what you c m  
put into it, and whatever you can get out of it. 1 
don't think you should expect an awful lot out of 
it, if you don't put anything into it. 1 don't. I've 
aiways given everything al1 I've got, and 1 intend 
to keep on doing that. Quality of life is living 
every day as though it's the last one, and keep 
looking forward to the next one. No great point in 
looking back; the past is finished, the present 
counts, and the future is whatever you want to get 
out of it. 

2 Well, 1 can't go backwards, and I've got some bets 
on me, and I've told you how important my family 
is, and 1 just can't give up. So 1 have to go 
forward. 

I'm looking forward to a challenge. 1 guess 1 see it 
as that. 1 have to look at it as that. If 1 don't, I'm 
sunk, you know, so... Maybe it's a challenge too. 
So where 1 take it will depend on me. 

QOL is 
what you 
put it to it, 
the future is 
whatever 
you want to 
get out of it 

Resolving to 
prevail 

can't give 
up, got to go 
fonvard 

have to look 
as if a 
challenge, 
where 1 take 
it depends 
on me 
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There's no reason that 1 can't.. 1 don't think, that 1 
can't live a corn.. a happy life, just because 1 don't 
have my legs. And 1 have to maybe prove that to 
myself. 

3 Al1 1 know is with God above, and my persidence, 
1'11 be walking within a year. And that's just my 
will power. I've always been a positive thinker. 

Well, as far as what's in yourself, you just got to 
keep hoping, dreaming and working at it. 

Well, instead of thinking on the sad, negative side, 
1'11 change it around and make it a happy, 
positive ... 

1 see a lot of hard work in regards to muscle 
toning, working out and getting this body back to 
the way it was. 1 know it's impossible, 
everybody's telling me it's impossible, but I'm a 
positive thinker, and I make impossible things 
possible. And if anyone knows that, it's my wife. 

4 I'm working at rehabiIitating myself. And 1 will. 
There's nothing that wil1 stop me from doing that. 
You how,  f'm going to [rehab], and 1 heard al1 
these stories about it's going to be tough and ... 
Well, you know what? Life is tough. And 
Lindhurst is just another hurdle, just a bit of a 
bigger jump, that's al[. And I've got a lot of people 
behind me, and I'm going to do welI over there. 

What enhances quality in my life? I think success, 
more than anytlung. 1 don't like to fail at anything. 
1 don't think I've ever ûu1y failed at anything, 
because I'm very persistent. But i mean, I've had 
to overcome a lot of hurdles in business, work, 
sports 

And 1 can lay here, sulk and cry al1 I want, or 1 can 
take their advice and Say, hey, you've still got 
some living to do, you h o w .  

5 1 believe it's mostty in the mind, 1 do. 1 mean, your 
mind is what controls your whole body, you know, 
and yeah, 1 just think as positive as possibIe. 

have to 
prove it to 
self 

mY 
persistence, Resolving to 
my will prevail 
power 

you just got 
to keep on 

1'11 change 
it to positive 

1 make 
impossible 
things 
possible 

1 working at 
it, nothing 
will stop me 
Rehab is 
just a bigger 
jump & I'm 
going to do 
well 

I'm very 
persistent, 
I've had to 
overcome 
hurdles 

1 can lay 
here or Say 
I've got 
some living 
to do 

believe it is Resolving to 
in the mind, prevaiI 
Ithink 
positively 



It's not that I'rn happy, it's just that, you know, 
why should 1 lay in bed and just be like, omigod, 1 
have to do this, and I'm going to be here for 6 
months, or I'rn going to be here for 2 years, or 
whatever. Like you can't do that, 'cause 1 don't 
know, it's like how you Fiel. 1 feel like 1 am 
getting better every day, you know, and what if 1 
don? get the feeling in one of my feet 

Going forward, basically, is just what 1 have to do 
every single day, you know. 

6 Quality of life? Quality of life. Hmrnm. 1 guess, 
for me, it's what 1 put into it, and how 1 accept 
things, deal with things, and how people around 
me adjust, and what I can do to make life better for 
myself, and what other people can do to help me. 1 
guess that's what 1 think of quality of Me, 

Let me think. Well, 1 had to make certain 
adjustments. 1 mean, I'rn not exactly going to go 
exactly the way back to the way 1 used to be, but if 
1 can do everythng in my power, and always put in 
110% to what I'rn doing, 1 guess f could improve 
my quality of life, because even though I'rn 
limited, 1 still can do a lot of the stuff 1 could do 
before. 

And 1 guess to boost my quality of Me, 1 have to 
keep high spirits and high hopes that something's 
new over the horizon, medical technology or.. in 
my life, or 1 won't enjoy it as much. 

why lay in 
bed? it's 
how you 
feel and 1 
feel like I'm 
getting 
better 

going 
forward is 
what 1 have 
to do every 
day 

Quality of Resoiving to 
life is what 1 prevail 
put into it 

If 1 can do 
everything 
in my 
power, 1 can 
improvr my 
quality of 
life 

1 have to 
keep my 
hopes high 
or 1 won't 
enjoy it as 
much 
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Data to Support Theme Two - Considering Alternative Views 

Table F1 : Core Ideas and Concepts of Considering Alternative Views 

Participant Examples of Descriptions Given by Participants Core Idea(s) Absrracted 
Concept 

1 Well, it's something to come to grips with. It's not isomething 
frightening. It's a fact of life, 1 think, is about the to come to 
best 1 can say. gnps with 

But also, you know, you see the suffering that's it could 
going on around you. You Say, well, it's no great have been 
shakes, but it could have been worse. I count worse, count 
myself fairly fortunate, strange as it may seem. But self as fairly 
1 do feel blessed, at least for my past life. fortunate 

1 wish 1 could explain this a little bit better, but 1 often take 
think it's something you probably have to family for 
experience. We often take family for granted granted 
[when not in crisis]. 
we've already talked about how it will change our talked about Considering 
lives. That doesn't mean that it's not going to be how it will Alternative 
hard. change our Views 

lives 

1 know some people, they think, well who'd want 1 remember 
to be paralyzed, and live? 1 remember thinking that thinking it 
because I'm so active, thinking it m u t  be awful to must be 
lose your legs. You know: 1 don't know what I do awful, but I 
if 1 couldn't walk. But 1 have my arms, I can can 
wheelchair. wheelchair 

1 have so many other riches. 1 have things that lots 1 have so 
of other people don't. And those things you can't many riches 
buy for whatever. others don't 

1 know how I'd like to see myself in the future. Be I'd like to 
adjusted, that I've adjusted. 1 still see myself see myseIf 
meeting the school bus and putting her on the adjmted 
school bus with my wheelchair. 

instead of 
3 Well, instead of thinking on the sad, negative side, negative 1 

1'11 change it around and make it a happy, will make it 
positive ... happy 



1 think 1 used to take life for granted, and now 1 
cherish life. You know, if 1 had known that this 
would have happened to me, 1 would have been a 
totally diffèrent person 3 years ago. But now that 
it's happened, it's over and done with, 1 find that 1 
cherish life more. 

1 have already - to respect other people for what 
they are. Whereas 1 never did that before. Like, in 
fact, 1 would look at you, 1 would get an opinion of 
you, and that was it. But people change. 

4 It's going to be different to enjoy life the way 1 
did, because a lot of my enjoyment was 1 played 
many sports. But won? be able to do that now, but 
1'11 still enjoy life. 

1 knew when 1 hic the pool that I'd done that rnuch 
damage. And 1 think I've handled it pretty well, 
because 1 know now I'm working at rehabilitating 
myself. 

You're going to be in a wheelchair for life, but 
there's still people worse, it's not that bad of a 
feeling, you know. And 1 can lay here. sulk and cry 
al1 1 want, or 1 can take their advice and say, hey, 
you've still got some living to do, you know. And 
at least you cm. There's people that won't, and 
can't. 

5 1 îhink differently about a lot of things 1 took for 
granted before 

Like before the accident it'd be like, oh, 1 hate him 
- he said 'this' to so-and-so. It's just like, who 
cares about those stupid little things, you know? 
There's so many other things that you ... Why 
would you concem yourself about that, rather than 
other things, you know? 

You know, sorne days 1'11 think a little differently 
about things. But I'm coming to terms with it, you 
know, which 1 îhink is pretty important. 

now it's 
happened, 1 
cherish life 
more 

1 respect 
people for 
what they 
are now 

It's going to Considering 
be different Alternative 
but 1'11 stilI Views 
enjoy life 

1 think I've 
handled it 
pretty well 

there still 
people 
worse, it's 
not that bad 

look at 
things 
differently 

who cares 
about the 
Iittle things 
like before 

think about 
things a 
differently 
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6 Well, 1 had to make certain adjustments. 1 mean, 
I'm not exactIy going to go exactly the way back 
to the way 1 used to be, but if 1 can do everything 
in my power, and always put in 110% to what I'm 
doing, 1 guess 1 could improve my quality of life, 
because even though I'm limited, 1 stiIl can do a 
lot of the stuff 1 could do before. And my injury 
isn't as bad as a lot of other people's injuries are. 
And 1 guess to boost my quality of life, 1 have to 
keep high spirits and high hopes that something's 
new over the horizon, medical technology or.. in 
my life, or 1 won? enjoy it as much 

And my physical movement, it's limited, and 1 
even get a little bit xenophobic when 1 look outside 
and 1 see al1 the people around, how big this place 
is. And I never noticed it when 1 could walk. Now, 
1 guess I'm more susceptible to the environment 
now, and more likely to catch coIds, and my 
immune system is down h m  what it is, and my 
goals are more fragile than they were. 

not going to 
be how 1 
was but 1 
can improve 
my quality Considering 
of life Alternative 

Views 
my injury 
isn't as bad 
as others 

1 never 
noticed it 
when 1 
could walk, 
my goals are 
more fragile 
now 
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Data to Support Theme Three - Dwelling with Enriching Affiliations 

Table Gl : Core Ideas and Concepts of  DweIling with Enriching Affiliations 

Participant Examples of Descriptions Given by Participants Core Idea(s) Absnacted 
Concept 

1 Family support, first and foremost. i've have a support/ 
tremendous amount of it. It's most grati*ng. My 
wife's been here since then, and the kids, 1 guess, 
maybe 2 or 3, because they're al1 right here. 
pulling for me. I've had a lot of Friends expressing 
their feelings, and lerting me know that they're 
pulling for me, which is very gratifjring. 1 find 
even the people at [hospital] have been extrernely 
helpful. 

The immediate famiIy has been here, as 1 Say, from 
day one, and continues to be in touch and lend 
moral support. The not so immediate family is nice 
to have as a back-up. That's important. 

hends 
expressing 
feelings 
gratibing 

hospital 
staff helpful 

presence & 
being in Dwelling 
touch lends with 
moral ennching 
support afiliations 

That's the type of thing i'rn looking forward to: seeing kids 
seeing the kids grow up, the grandchikiren grow grrindkids 
up. That's an experience of life. Itys so sweet. It's g o w  1s 
so sweet. sweet 

2 What makes my life special? hobably. rny farnily. 
1 had rny daughter, and that's where 1 channeled 
my energy, and to my home. Somehow, as time 
went on, 1 needed other things to make my life 
richer, and that's where it m e d  inwards toward 
my family. And that's the most important thing to 
me. 

Just that the letters I got fiom people, the articles 
they wrote, the things they've said, sent and said, 
the comfort they've given my family, the way 
theyyve reached out and came; they call. It's the 
little, little wannth in rny heart, Iike a fie,  and it's 
there. 

farnily is 
rnost 
important 
rnakes life 
special 
daughter 
makes life 
rich 

the comfort. 
reaching out 
of people is 
a warmth, a 
fire 

So that's why 1 go on. That's where I want to be, thinking of 
and that's what's giving me the strength to go on, daughter 
otherwise 1 rnight not have it. Be very despondent, gives 
1 guess, or... But every time things get rough, as strength to 
you h o w ,  1 have that picture of my daughter up go on 



3 Believe it or not, it was.. well, my boys [bring me 
cornforî]. My boys, yes. My oldest daughter, yes. 
My wife, defmitely yes. My mother, family. Most 
of all, my little girl. 

My wife. 1 couldn't do without her. 1 would just 
iike rather be shot. Trying to do this on your own 
would be physically and mentally impossible. 

See, my kids are my life. 

4 And 1 haven't had a lot of quality of life for 2 
months, except 1 had a lot of care and a lot of love 
from my family. And that's what got me through 
it. 

Well, my family 1 can't Say enough about. But 
even if 1 wasn't in the hospital, they'd still show 
me the same love. 

But since this accident, 1 mean, my family's come 
up here and they've just been aces. 1 mean, treated 
me like a king. And they al1 phone me from down 
home, see how I'm doing. And 1 think it's 
probably brought us al1 closer. 1 think, on a whole, 
I'm very, very good with people. 1 think with the 
nurses, well, it may sound foolish, but I've had a 
very good relationship with them, and a lot of 
laughs, a lot of laughs, every day, and it's kept me 
going. But as far as persona1 relationships, my 
family comes first, and it's on a top level. 

But they always gave me hope, the whole staff 
here 

5 My parents. They have been number one, actually. 
They've been there since day one. They're here 
every single day. But 1 know if they weren't, I 
probably wouldn't, you know.. 'cause when I do 
come dom,  my parents are there to bring me back 
UP 

Had a lot of support there fiom the nurses; they 
were great. 

there's different kinds of cornfort, when my 
parents corne, that's great. Or rny close friends. Or 
even like if 1 get a card fiom somebody. It could 

family 
brings 
corn fort 

couId not do 
it without 
i~ fe 

kids are life 

family love, 
care 
provided 
quality of 
life 

family 
shows love 

the accident 
has brought 
family 
closer 

good 
relationship 
with nurses 
kept me 
going 

staff gave 
hope 

parents 
bring me 
back up 

nurses 
provided 
support 

parents and 
fiends 
provide 

Dwelling 
with 
enriching 
affiIiations 

Dwelling 
iv i  th 
enriching 
affiIiarions 

be the funniest card in the world and I'U cry. It's cornfort 



'cause like it's so nice. Or flowers. 

6 What's important in my life now? 1 think the most 
important thing to me is my girlfiend. 1 don't 
know, 1 couldn't.. 1 wouIdn't have been so well if 
she hadn't been there. She actually.. like in 
London she actually puIIed me out of a, like, 
trauma. 

Relationships that i had. Oh, first, again, is [my 
girlfx-iend] 1 wouldn't have been able to deal with 
al1 that 1 dealt with if she hadn't been there. And 
my parents, my relationship with my parents has 
really, really increased since 1 had the accident. 

1 have relationships with some of my really good 
fx-iends. But they're not even really friends. 1 treat 
them more as brothers, more than i would ... 1 can't 
even describe hem as best friends. They're even 

girlfiiend is Dwelling 
important with 
and pulled enriching 
me out of affiliations 
trauma 

wouldn't 
have been 
able to deal 
without 
girl fiiend 
relationships 
with parents 
increased 

friends more 
like brothers 

more than that. 
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APPENDIX H 

Data to Support Theme Four - Bewildering Uncertainties 

Table Hl: Core Ideas and Concepts of  Bewildering Uncertainties 

Participant Examples of Descriptions Given by Participants Core Idea(s) Abstracted 
Concept 

1 It's like being in the forest, not having a due  what like being in 
direction you have to go to. 

1 have no idea of the arnount of involvement 1 can 
look forward to 

because it's all being done for you. It's taken out 
of your hands. Actual control isn't ail ha t  much. 
But what little you have, guard it and use it to the 
best of your ability. 

2 1 know 1 won't walk, but I can sort of corne to 
terms with that. Maybe 1 have and maybe 1 
haven't, 1 guess we'11 see. 

That's a big question mark, because I don't know 
what's ahead of me. 1 don't know what my 
abilities are going to be in the chair. I've never 
been in a wheelchair before. 

Well, 1 don't know, I've never been faced with not 
being a complete person. We'11 have to see. I'm 
just going to have to try. 1 don't have a choice. 

3 1 don't know, I'm not out there yet. I'm still here 
in Sunnybrook. 1 haven't actually got a taste of the 
outside world. I've been in hibernation for almost 
6 weeks. 

4 I'm not sure nght now, because I've nevw been in 
this position before. 

Now it's going to be., going to take a lot of 
adjusting, for sure, and 1 don? know what 1 have to 
do to change the quality of my tife, but ail I know 
is we're going to work at it, and what we have is 

the forest 
with no clue 

no idea of 
amount of 
involvement 

It's taken 
out of your 
hands 

Maybe 1 Bewildering 
have, maybe Uncenain- 
1 haven't ries 

It's a big 
question 
mark, 1 
don? know 

1 don7 
know, We'll 
have to see 

don? h o w ,  
not out there 

not sure, Bewildenng 
never been Uncertain- 
in this ties 
position 

don't know 
what 1'11 

what we have. have to do 
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Well, just taking things day by day, you know, one take things, 
thing at a time. Baby steps first, as they Say. day by day 

That's a hard question [what do you see for that's a hard 
yourself in the hnire]. Basically, I'rn just focusing question 
on getting myself up, getting my.. like just getting 
one thing at a time tixed, you know what 1 mean? I'rn scared 
Like I'rn totally scared to go to rehab, like totally & excited at 
Enghtened. But then, I'm totally excited at the the same 
same time, because 1 know they're going to start time 
working me. 

what if 1 don't get the feeling in one of my feet? 1 don? 
You know what 1 mean? I'm here, you know. I know 
don? know. 1 don't h o w .  

6 1 have to make a whole bunch of decisions aAer 1 1 don't Bewildering 
leave rehab, 1 don't know how difficult that's know how Uncertain- 
going to be. I'rn not really sure, but ... difficult it ties 

will be 

Maybe I could do home sales or get a job outside. 1 1 don't 
don't know exactly what 1 could do yet. know 

exactly what 
1'11 do yet 




