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ABSTRACT 

This exploratory study was designed to discover the cultural 

knowledge used by patients with spinal cord injuries during the rehab

ilitative phase of their recovery to explain the experience of surviving 

and living with their injuries. 

Data were collected through the use of the ethnographic method

ology. This design allowed a systematic but flexible approach so as 

to elicit the widest range of information necessary to describe the 

native's point of view of his culture. 

Twelve culturally relevant domains were identified and analyzed 

to reveal several cultural themes, including "Listen to Me!", "I Want 

to Help Myself", "My Body Has Changed, But I Haven't", and "My Life 

is Hard". 

The findings suggested that the experiences of spinal cord 

injury and rehabilitation are complex and encompass the concepts of 

survival, life change events and their impact, stress, care, and self-

care. Recommendations for nursing practice and further research are 

also presented. 

x  



CHAPTER I 

INTRODUCTION 

In the course of their work many professional nurses come into 

contact with individuals experiencing a critical or disabling illness 

or injury. My first experience in this area occurred during the Viet 

Nam era while I was stationed at a major military medical center. 

The first year of my assignment was spent on an orthopedic ward where 

we cared chiefly for large numbers of amputees during their lengthy 

hospitalizations. Some of these men had experienced an illness or 

injury that threatened their survival. Others had not. In addition, 

there were many individuals with spinal cord injuries (SCI) who spent 

the majority of their hospital stays on that ward. At the very least, 

the disabilities these men were faced with were a significant source 

of stress. To some, they were clearly catastrophic. 

During the year that I worked with these patients I came to 

believe that they comprised a tacit fraternity based on their shared 

experiences and disabilities that distinguished them from patients 

on other wards and, most acutely, from their nurses and physicians. 

In the several years that I subsequently spent working in critical 

care settings I saw other patients join a similar fraternity as they 

moved into the rehabilitative phase of their illness and developed 

a savvy similar to that of my former orthopedic patients. 

As a nurse, I recognized a shared community of patients who 

had survived a critical illness or injury, but my view was that of 

1  
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an outsider. Some time later, while recovering from an extended illness, 

I was afforded an inside look at that community and began to appreciate 

more fully its singular nature. I was exposed to a unique culture 

exclusive to individuals who have survived a critical illness or injury 

and are faced with some measure of permanent disability. 

Statement of the Problem 

What cultural knowledge do spinal cord injured patients use 

during the process of rehabilitation to explain to themselves the ex

perience of surviving and life after their injuries? 

Statement of the Purpose 

The specific area of concern here will be an investigation 

of a system of cultural knowledge used by patients with spinal cord 

injury who are undergoing rehabilitation so that this information may 

be incorporated into a plan for quality patient care. 

Conceptual Orientation 

The conceptual orientation of this study is derived from the 

fields of anthropology, sociology, and psychology. It includes the 

constructs of culture, human response, care and stress. Cultural scene, 

the cultural knowledge of patients with spinal cord injury, being a 

survivor, life change with disability, and self-care are all derived 

from the constructs of the conceptual orientation. 

Figure 1 represents a model of the conceptual orientation. 

Different levels of abstraction exist from tier to tier, least abstract 

being at the bottom. Constructs existing on the same horizontal level 



Culture Human Response Care 

Cultural Scene Stress 

View of Patients 
With Spinal Cord Injury 
(Their Cultural Knowledge) 

Being a -
Survivor 

Life Change 
With 
Di sability 

-Self-Care 

Figure 1. Conceptual Orientation of a Patient's View of Spinal Cord Injury 

C O  
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share a degree of abstraction but represent differing ideas. The dotted 

lines signify relationships that exist among the group but not neces

sarily those of cause and effect. 

Culture and the Cultural Scene 

Culture 

There are many widely recognized explanations of the concept 

of culture. Because injured patients may interpret the same events 

quite differently from their health care providers, a definition that 

makes a distinction between the insider's (patient's) point of view 

and the outsider's (nurse's) point of view is necessary. 

The concern in this study is with the meanings of activities, 

places, and objects to the spinal cord injured undergoing rehabilita

tion. These systems of meaning are what the spinal cord injured use 

to make sense of the world they live in and thus constitute their 

culture. As used here, then, culture refers to "the acquired know

ledge that people use to interpret experience and generate social 

behavior" (Spradley, 1975:5). On the operational level, it is the 

shared system of meanings, and is learned, revised, defined, and main

tained in the context of people interacting with others (Spradley, 

1980). The knowledge shared by the spinal cord injured in rehabili

tation and the role relationships within that culture, have the primary 

function of adaptation. Adaptation is the "process of coping with 

a specific physical, biological, and social environment to meet the 

fundamental requirements for survival" (Spradley & McCurdy, 1975:17). 
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According to Goodenough (1957:167), culture is not a material 

phenomenon, but rather an organization of things, people, behavior, 

or emotions. "As such", he says, "the things people say or do, their 

social arrangements and events are products or by-products of their 

culture as they apply that culture to the task of perceiving and deal

ing with their circumstances." In this study these circumstances 

include hospital care or the home setting and the experience of the 

injured and disabled persons living in those situations. 

Cultural Scene 

Although closely related, a significant difference exists 

between a "social situation" and a "cultural scene". A social situation 

is the stream of behavior (activities) carried out by people (actors) 

in a particular location (place) (Spradley, 1980). It is a setting 

for action made up of behavior and objects. It is observable and the 

observer can readily participate in it. In contrast, the "cultural 

scene" refers to the elements of meaning organized and shared by two 

or more people that define aspects of their experience (Spradley, 1980; 

Spradley & McCurdy, 1972). In this study, the social scene is the 

patient care unit or home and the observable activities carried out 

by the people in those settings. The objects or artifacts used in 

those activities are also part of the social setting. The cultural 

scene encompasses the cultural knowledge (meanings and definitions) 

assigned by the informants (patients) to their experiences within the 

social setting. 
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Human Response, Stress, and 
Life Change With Disability 

Constructs within the conceptual orientation are the human 

response to spinal cord injury and, more specifically, stress as a 

kind of human response. Although many concepts may be subsumed under 

the broad category of stress, those addressed here are the experience 

of being a survivor of a spinal cord injury and, linked with it, the 

experience of a life change with disability. Both are accompanied 

by their own stresses and may be thought of as experiences found at 

different points along a time continuum. Immediately after the crisis 

of spinal cord injury the-patient either survives or dies. To survive 

a spinal cord injury is to continue life and activity beyond it. Though 

they may be unable to generate much physical activity, these patients 

are still participants in their cultural scene and generally have un

diminished capacity for intellectual activity. If he or she survives 

the spinal cord injury and the stress that accompanies it, he or she 

is later faced with the stress of a life change with disability. 

The subject of stress as a human response has been widely 

described and discussed in both professional and lay literature. A 

stressor is any stimulus, internal or external, that upsets physiologic 

homeostasis (Stephenson, 1977). Any injury resulting in unanticipated 

hospitalization is capable of generating stress for the injured person. 

When the injury is critical and life threatening, the resultant stress 

is substantial and can present significant complications. 
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The physical consequences of stress were first described by 

Selye in 1936 when he identified a syndrome of common reactions to 

any number of diverse stressors (1978). He gave the name "General 

Adaptation Syndrome" to the group of physiologic responses to stress 

and further delineated the signs and symptoms into three distinct and 

progressive stages. 

The idea that hospitalization produces physical stress has 

been supported by a number of studies that identified measureable 

physical changes associated with the stress of hospitalization (Volicer, 

1978). Changes in urinary cortico-steroid and electrolyte levels 

(Mason, Sachar & Fishman, 1965; Pride, 1968), platelet aggregation 

(Fleishman, 1976), blood pressure (Graham, 1971) and heart rate (Vanson, 

Katz & Krekeler, 1980), have all been reported in response to the 

specific stresses of illness, injury, or hospitalization. 

Physical stressors are numerous for the spinal cord injured 

person. They include the acute care environment itself, chemicals 

such as drugs and anesthetics, blood reactions, and pathological organ

isms. Physiologic stressors include trauma and immobilization. Many 

sources of emotional and interpersonal stress occur, such as anxie

ty, fear, pain, role change, separation from significant others, and 

disability (Stephenson, 1977; Stensrud & Stensrud, 1981). 

Brink (1976) presents culture shock within the context of the 

stress syndrome and identifies the basic stressor involved as the abrupt 

transition in residence from a familiar to an unfamiliar environment. 

More pointedly, she addresses five stressors that make the hospital 
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experience amenable to culture shock. These are: 

1. Problems in communication, where unfamiliar words and 

abbreviations are used. 

2. Mechanical differences existing in the hospital environment. 

3. The foreign customs involved in being a patient. 

4. Isolation, where activities of daily living occur within 

a situation comprised almost totally of strangers. 

5. Foreign attitudes and beliefs, where little decision making 

is left to the patient and he occupies a position as a low-status 

subordinate in the hospital hierarchy. 

Seldom does one stressor exist alone for the spinal cord 

injured. Physical, physiologic and emotional stressors frequently 

combine and complicate the care and recovery of the injured person. 

If exposure to them is prolonged, they may easily overwhelm the patient 

to the extent that he or she moves into Selye's "stage of exhaustion" 

and becomes physiologically unable to resist the stress. Carried to 

an extreme, the effects of this stage may in themselves threaten the 

patient's survival. 

Permanent or extensive disability creates for the disabled 

individual a stressful situation and represents a life change event 

as well. Interpersonal stress is particularly acute when a difference 

exists between the self-perceptions of the disabled and the perceptions 

attributed to the group by the non-disabled (Stensrud & Stensrud, 1981). 

Regarding life change events, The American Heritage Dictionary 

of the English Language (1976) includes the following definitions of 

life: 1) "Human activities, relationships, and interests collectively"; 
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or 2) "a manner of activity or characteristic of existence ..." Change 

is defined as "a transition from one state, condition, or phase to 

another ..." Synonyms are: to alter, restrict, limit or qualify. 

A spinal cord injury undoubtedly creates a change in the life 

of the injured according to the above definitions. Life change events 

are defined subjectively by each individual and represent the individ

ual's concept of how spinal cord injury has affected his or her life. 

The magnitude of the change is influenced by the severity of the injury 

and disability, the time spent in recovery and rehabilitation, and 

the extent to which the individual's previous lifestyle and relation

ships are modified. The change may be of limited scope and duration, 

but when permanent disability exists, irretrievable losses must be 

mourned and adjusted to. Be the loss large or small, certain activities, 

relationships and interests are no longer what they were before the 

injury. 

Since any culture has adaptation as its primary function, it 

follows that the culture of spinal cord injured patients with disabil

ity serve to help them cope with their environment (on all levels) 

in order to meet their requirements for survival because it gives their 

environments meaning. 

Caring and Self-Care 

Leininger has written that caring for self and others "is a 

universal phenomenon that has endured over time and beyond specific 

cultures" (1977:2). It is Leininger's stance that "caring" acts and 

decisions make the crucial difference in effective curing consequences. 
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"Caring", she says, "is the most essential and critical ingredient 

to any curative process" (1977:2). She defines nursing as the "learned 

humanistic and scientific act of caring for or with people who have 

varying care needs based upon diverse cultural lifestyles and human 

environments" (1977:2). One of the many major elements related to 

care and caring behaviors identified specifically by Leininger is the 

alleviation of stress. 

Self-care is a dynamic process and is an adult's contribution 

to his or her continued existence, health, and well-being (Orem, 1980). 

Some requirements for self-care change when the state of a person's 

health is altered. They arise from both the disease state and the 

measures used in its diagnosis and treatment. While specialized medical 

and nursing assistance is needed to prevent further deviations in health 

after a spinal cord injury, these measures can be augmented by compli

ance and initiative behaviors which can be viewed as self-care actions 

of the patient himself. 

One human response to spinal cord injury is stress. It is 

felt and responded to both during the immediate crisis of the injury 

and, later on, to the condition of life change with disability. 

Caring is a universal cross-cultural phenomenon that makes 

the crucial difference in effective curing consequences. One element 

of caring is the alleviation of stress. Care of self is a person's 

contribution to his or her own well-being. It includes seeking approp

riate medical assistance, and attending to learning to live with the 

results of injury. 
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To summarize, in this study the spinal cord injured patient 

in rehabilitation belongs to a culture distinct in many ways from that 

of more able-bodied persons. The activities, places, and objects found 

within their cultural scene are encompassed in a system of meaning 

that reflects their cultural knowledge. 

Assumptions of the Study 

The assumptions basic to this study are: 

1. Patients with spinal cord injury with disability share 

information that defines some aspect of their experience; that is, 

a cultural scene exists with common rules informing behavior. 

2. These individuals are stressed and have a variety of needs 

specific to their cultural scene. 

3. These individuals also have a variety of views regarding 

the experience of spinal cord injury and their survival with disabili

ties. This information is important to them and can be useful to members 

of the nursing profession. 



CHAPTER II 

REVIEW OF LITERATURE 

The literature review supportive of the conceptual orientation J* 

necessarily broad because the methodology to be used does not allow 

hypotheses to be generated prior to data collection and because the 

course and direction of the study are to be determined primarily by 

the informants. Areas included in this review will be literature related 

in main to: Survival of critical injury or illness; Life change events 

and their impact; Physiologic aspects of spinal cord injury; Stress 

and critical injury or illness; Culture, caring, and self-care; and 

Culture and the ethnographic methodology. These areas are not mutually 

exclusive and each area has some features that are shared with one 

or more of the others. 

Survival of Critical Illness or Injury 

Although nurses currently utilize concepts from crisis theory, 

crisis intervention, and the grief process in their practice, there 

is little in the literature that addresses the topic of survival after 

a critical injury or illness per se. Much of what has been written 

on this is confined to narratives of the author's or other's singular 

encounter with serious injury or illness. One exception to this has 

been work conducted by Smith (1979, 1981) in which she investigated 

survival themes in patients recovering from life threatening illness. 

She hypothesized that, as a result of going through a serious illness, 



13  

a patient may be expected to experience changes in his goals, values, 

and relations with others. She has explored the relevance to nursing 

of the literature on the process of survival and has emphasized an 

understanding of the psychological aspects of survival and the recovery 

process (1981), 

Smith defines serious illness as one that "holds a realistic 

threat to physical or psychological survival" (1979:441). Survival 

is "an end stage in recovery from acute illness or from an acute episode 

during chronic illness" (1981:1). 

A great deal has been written by others (Camus, 1948; Erikson, 

1976; Ginzburg, 1981; Handlin, 1973; Van Devanter, 1983) regarding 

the concept of man's survival after such mass disasters as floods, 

earthquakes, war, concentration camps, and forced migrations. In these 

extraordinary events, large groups of people share a catastrophe to 

which society usually responds in typical ways. Relevant themes promi

nent in the literature include changes in basic values, reordering 

of priorities, guilt and psychic numbing (Smith, 1981). 

In contrast, survival of illness occurs more commonly than 

mass disasters and is an individual experience usually considered extra

ordinary only by the patient and his or her significant others. Despite 

these differences, Smith (1981) regards it apparent that there are 

commonalities in the two processes of survival. In fact, many of her 

subjects, when asked to speak in general about their recovery, bring 

up survivor themes. Smith (1981) offers numerous survival themes that 
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may be common to both survivors of mass disaster and survivors of ill

ness. These are: 

1. A feeling of touching death or hitting bottom. Every sur

vivor of physical illness who mentioned a change in his values, 

priorities, and goals linked them to a heightened awareness of death. 

The feeling of hitting bottom was crucial to perceiving a need for 

those changes, and the changes were in the direction of humanistic 

rather than materialistic values. In addition, changes were toward 

more thoughtful decisions about values rather than toward uncritical 

acceptance of goals and values approved of by others. It was unknown 

to Smith whether or not the changes that occurred were of lasting dura

tion or were only transitory (1981). Those people who said that their 

goals and values had not changed also stated that they never even 

doubted that they would recover and survive (1979, 1981). 

2. Stigma and role changes within the family and at work. 

Seventy percent of Smith's patients surviving physical illness said 

that they felt differently toward others than they did prior to their 

illnesses. These perceptions were linked with changes in values and 

priorities and an awareness of death, and were expressed by some as 

apathy, hopelessness, and/or persistent bitterness. Interestingly, 

those patients that were the sickest frequently commented on how much 

better off they were than others. In some cases this was an expression 

of their denial of what had happened and a sense that everything was 

simply a matter of luck (1981). Some patients described unaccustomed 

feelings of being cared about and cared for by others (1979). One 

quarter of the subjects expressed a greater realism about the attitudes 
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of others and about a feeling of independence accompanying the shatter

ing of some illusions about relationships. 

3. Guilt of having contributed to their illness or injury. 

This is particularly true if the patient believes he or she has also 

hurt family or colleagues as well as himself or herself. 

4. Loss of privacy and dignity, and feelings of intrusion 

and lessened control. These issues were addressed by many patients 

in Smith's study. Some stated that these were avoidable, while others 

attributed them to an unpleasant necessity related to their illness 

(1979). Many stated that hospital noise was a hindrance to their 

recovery. 

5. Group support by and with others who are sharing the illness 

or injury experience. 

6. A focus on the positive, even if it involves denial. "Timing 

is important. Patients need to recover somewhat from the severe physio

logical and psychological effects of serious illness before they can 

be expected to confront the reality of what has happened to them" 

(Smith, 1981:16). This view is shared by several other authors. 

7. Stages of experience. These stages of experience exist 

for illness and recovery as surely as those in relation to more widely 

reported grief and loss. These stages cannot be telescoped into a 

short hospital stay, and the patient may well leave the hospital while 

still in the stage of denial. 

8. Mastery and autonomy. It is important that survivors have 

some aspect of their lives uninvaded by the threatening experience 

of illness or injury. 
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9. Healing. Emphasis must be given to factors that enhance 

the psychological as well as the physiological healing processes. 

Smith (1981) reports that without exception her medical-surgical 

patients denied any anger regarding their illness or injuries, but 

she does believe that anger is an acceptable and natural response to 

illness and an important aspect of the recovery process. Anger is 

acknowledged by many other authors in their personal accounts of their 

illnesses or injuries. 

10. Will to live. Survival comes at the expense of energy 

and effort leading to the possibility of a loss of resilience and will, 

of succumbing to the process of wearing down, and relinquishing hope. 

In summoning hope and strength it is important to have a reason for 

survival. 

Smith (1981) makes conclusions regarding positive and negative 

outcomes of survival after serious illness. Those outcomes regarded 

as positive include patient acknowledgment of the illness and its impact 

on his or her life (particularly in his or her value systems, goals, 

and priorities and relationships with others), and an awareness of 

his or her own mortality. Status quo or negative outcomes are viewed 

as being the patient's persistent denial of illness and its impact 

on his or her life, and a view that nothing had changed. A self-

perception of being uninvolved in the recovery process (except for 

following directions) is also viewed as negative. 

In summary, the literature cited on survival enumerates several 

themes that can be elicited from survivors of serious illness or injury. 

Smith (1981)asserts that it is essential that the nurse be sensitive 
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in fostering positive outcomes and personal growth by listening for 

survival themes and recognizing their significance for the patients. 

Life Change Events 
and Their Impact 

While much of the information in this section could logically 

be placed in other areas of the literature review, it is discussed 

here within the special context of illness or injury as a life change 

event. Much of the material noted here has been derived from literature 

pertaining to the spinal cord injured in particular, and/or from in-

depth discussions of the illness or injury of individual patients. 

Some authors write of their own experience while others related the 

experiences of those they had cared for. 

The number of quadriplegics and paraplegics is increasing as 

more and more survive critical injury. The impact of sudden paralysis 

instantly imposes an overwhelming complex of losses. Lost are mobility, 

control, virility, independence, pleasure sensation and wholeness, 

plus the threat of loss of life. In addition to these obvious immediate 

losses, long term losses also occur, such as the major life functions 

of ability to work, to maintain close relationships (marriage, parent

hood, love or the ability to love or be loved) and the loss of the 

ability to take one's place in society both presently and in the future. 

Changes in physical appearance, functioning, dependency, mechanical 

equipment, financial resources, and access to large areas of life 

experiences require a profound psychological shift in order to accept 

and integrate these changes (Weller & Miller, 1977). 
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Issues of dependency and control were expressed without excep

tion by the authors relating their own experiences, and on a frequent 

basis by the other authors. Johnson & Sarason (1978) suggest that 

individuals who experience high levels of change, but feel they have 

no control over events, are the most susceptible to the effects of 

life stress, particularly for those life changes that are negative. 

This would certainly apply to spinal cord injured patients, particularly 

in the acute phase of their illness. Eardley (1977), though not speaking 

of spinal cord patients in particular, states that the ignorance and 

dependency emphasized in the "sick role" are far less marked among 

chronically ill patients, presumably after the patient has been reha

bilitated to his maximum abilities. 

Quadriplegics and paraplegics in the hospital setting experience 

a loss of privacy and control over their bodies and the surrounding 

area. They are denied their own familiar territory, thus removing 

the security and identity that the territory holds. Into this new 

territory comes a parade of intruders who exhibit more of a right to 

be there than the patient. "The patient, in a strict sense, becomes 

the trespasser on the territory of those health professionals legiti

mized by society to be within the hospital's walls" (Stillman, 

1978:1671). A point also needs to be made regarding the importance 

of culture and past experience when dealing with these experiences. 

The interpretation and the use of space are derived from past experience 

and are influenced by both cultural and social expectations. People 

from different cultures not only inhabit different sensory worlds and 

structure space differently, they also experience it differently. We 
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must consider territory in terms of how the individual views it in 

light of his previous experiences (Stillman, 1978). Within this terri

tory patients must be given the opportunity to participate actively 

in their own recovery, to take responsibility for their own health 

care (as much as possible), and to regain a sense of control over their 

bodies (Fiore, 1979). 

One author, writing as a person who requires regular kidney 

dialysis, expressed an attitude that one suspects is far more widespread 

than is reported, particularly in the chronically disabled or in anyone 

requiring regular care. He says. 

There is an underground network of communi
cations among patients about who's a good 
(dialysis) therapist and who isn't, which 
centers are good and which aren't, and so 
on ... . We rarely talk about it if a 
nurse or doctor — anyone in authority — 
is present. This is because most patients, 
being dependent on the dialysis centers, 
are afraid to antagonize the people that 
run them. 

Speaking of his fellow dialysis patients, he says that, "We keep our 

fears and problems to ourselves .... The most important people 

in our lives are the one's running that (dialysis) machine" (Reinsber, 

in Chaney, 1976:48). 

In an article by Aadalen & Strobel-Kahn (1981), Stroebel-Kahn 

tells of some of her thoughts and recollections surrounding her own 

spinal cord injury that left her quadriplegic. In the beginning she 

describes herself as floating along, unable to assert herself or be 

involved in the planning of her own rehabilitation. She was mortified 

at being dependent on others and found that one of the ironies of her 
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life as a "quad" was having to constantly meet, interact with, and 

orient a stranger to her most intimate physical care. While most new 

relationships begin with a cautious kind of distanced checking-out, 

the physically disabled person has to instantly open his most private 

physical parts to a strange caretaker's view and handling. In going 

home, she says that she could not have been prepared for what it would 

be like to experience herself as a quadriplegic within her own home. 

Her feelings were "raw", and she experienced a profuna sense of utter 

helplessness. 

The period immediately following her accident was profoundly 

fatiguing for Stroebel-Kahn and left her with no reserve energy. Even 

upon her return home, her energy level for the work she had to do con

tinued to be very low. In the time since her accident, most of her 

energy has gone into "holding herself together". Since her accident, 

her attention and her energy have had to be focused on herself and 

her bodily functions — activities she used to take for granted. Since 

being home, she finds that her energy level correlates with the degree 

of skill of her caretaker, and with how well she knows and trusts that 

person. Caretaker ineptness increases her sense of dependency, 

decreases her trust level, arouses her perceptual sensitivity and is 

emotionally exhausting. In the end, she has learned that it is neces

sary to decide how much of her limited energy she'll expend on 

independent functioning and how much she will conserve by asking for 

assistance. 

Eardley (1977) has written about the sick role and its relevance 

to patients and doctors. Spinal cord injury is not addressed 
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to the patient with spinal cord injury, especially in and after the 

late rehabilitation phase. With spinal cord injury there is as yet 

no cure available and there are seldom, if any, quick dramatic cures 

as demonstrated with some other injuries and illnesses. Residual dis

ability or unpleasant side effects are most prevalent, and the emphasis 

is on management rather than cure. Traditional sick role expectations 

may be inappropriate for the patient with a long-term chronic illness. 

Patients with chronic illnesses have often lived with their symptoms 

for some time and are often more experienced and skilled in reading 

them than some staff members. This, plus the fact that the doctor 

cannot usually hold out a promise of a cure, means that a patient may 

be less likely to submit to the doctor's advice in the same way he 

would if he had an acute illness more amenable to the doctor's healing 

powers. This change in compliance may not always be an entirely bad 

thing. 

Weller & Miller (1977) have identified four different types 

of stages of reaction to acute spinal cord injury. These stages are 

shock first, then denial, anger and depression. These stages parallel 

those reported by Kubler-Ross (1969). A fifth stage, "acceptance" 

or "adjustment" may not be reached for one to two years, if at all 

(Weller & Miller, 1977). 

Shock is the most immediate reaction to the physical and psychic 

assault of spinal cord injury. The individual's capacity to manage 

stress becomes overwhelmed, also described by Aadalen & Stroebel-Kahn 

(1981). The catastrophic paralysis often produces a state of 
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psychological immobilization in which patients appear stunned or 

"frozen" with shock as their basic security and integrity are 

threatened. Panic or total passivity may occur. 

The second reaction after acute injury is denial. It is one 

of the first lines of defense in reaction to a sudden severe trauma. 

Stroebel-Kahn calls denial "one of the ways we get through hell" 

(1981:1475). It occurs soon after trauma and may appear similar to 

the stunned shock reaction. It is a period of waiting to "wake up" 

through the nightmare, a temporary solution (Weller & Miller, 1977). 

Denial of the permanence of disability is perhaps the most persistent 

form of denial among patients with spinal cord injuries. Weller & 

Miller call this "hope" and say that every patient has a right to it. 

Initially denial is a valid, healthy, useful defense, as it implies 

a time limit to present suffering, thus making it more tolerable. Fiore 

(1979), too, sees denial as a healthy sign in certain circumstances. 

However, if this "hope" becomes totally unrealistic against all physical 

evidence, or if the denial interferes with treatment, it can become 

detrimental. Weller & Miller do state, however, that some form of 

"hope" denial may continue throughout the plegic's life as he awaits 

a medical breakthrough or miracle. 

Anger is third in the stages of reaction to spinal cord injury. 

It surfaces as patients' ability to deny the reality of their situation 

begins to break down. In addition, the patients are frustrated at 

having little, if any, physical means of expressing their rage (Weller 

& Miller, 1977). Stroebel-Kahn finds it difficult for others to know 

how much one's physical dependence affects one's ability to express 
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anger. She was particularly hurt and angry about "being treated like 

a piece of wood by everyone, including her physician" (1981:1473). 

English & Antil (in Chaney, 1976) both relate their angry feelings 

upon learning of their cancer diagnoses. Weller & Miller believe that 

anger can be indicative of a highly motivated dynamic individual, pro

testing and fighting to exercise some control over his destiny. However, 

it is important that this anger find appropriate expression so as not 

to obstruct treatment (1977). 

The circumstances of the accident causing the spinal cord injury 

can affect the quality and direction of the patient's anger. The indi

vidual who contributed to the risk of injury can tend to blame himself. 

If caused by someone else, the patient may have feelings of revenge 

and anger toward that person. If the injury was a quirk of fate, anger 

can only be directed at destiny, the unfairness of life, or a punishing 

God (Weller & Miller, 1977). 

Depression is the fourth and sometimes final reaction to spinal 

cord injury or any serious illness. It is a realistic and most appro

priate response to a condition of severe and permanent disability and 

is a necessary stage if adjustment, rehabilitation, and integration 

of a new self-image are to be achieved. 

Depression encompasses the whole period of active mourning 

that the patient experiences as he faces with deepening awareness the 

reality of his condition and all its implications (Weller & Miller, 

1977). Fiore (1979) writes that depression is caused by the belief 

that one's actions are futile. 
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Paraplegics or quadriplegics have a more formidable set of 

losses to contemplate and mourn than do any other mourners: the loss 

of their lives as they knew them, while continuing to live. Death, 

with its inevitability, finality, and commonness to all, might seem 

a simpler challenge. The ability of a spinal cord injured patient 

to suffer the pain of grief, to admit and accept feelings of helpless

ness and misery, denotes a more favorable prognosis for rehabilitation, 

according to Weller & Miller (1977). Their general observation is 

that the sooner and more acute the onset of depression, the shorter 

the stage and the more successful the individual adjustment. 

In 1978 Lawson published a two part report of a study conducted 

to identify and evaluate significant events in the lives of spinal 

cord patients in the hospital phase of rehabilitation. He prefaces 

his report by stating that the progress and outcome of rehabilitation 

are thought to be affected by psychological processes and significant 

life events (1978). In this study, four events were particularly impor

tant anxiety and/or depression producing to the spinal cord injured 

patients. These were "entry into hospital", "first transfer", "first 

walking", and "discharge from the hospital or rehabilitation setting" 

(Lawson, 1978:573). Also, while "first transfer" and "first time in 

wheelchair" are usually seen as milestones by hospital staff members, 

these events may be viewed ambiguously by patients. Stroebel-Kahn 

(1981) found there was no pleasure in getting up in a wheelchair and 

receiving hand splints. Instead, these assistive devices caused her 

to become depressed. The fact that she needed these devices underscored 

the permanence of her disability and intensified the mourning for the 
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however, may also be considered by a patient to be a positive, first 

return to some degree of normalcy. 

Other events of significance, discussed in Lawson's (1978) 

study, that had a positive connotation, were a "doctor's positive ver

dict", "first time driving a car", "day and weekend passes", and 

"positive personal events". Getting away from the hospital on passes 

or at discharge registered the most significant elative effect, while 

"doctor's negative verdict", "being told about prognosis", and negative 

personal events registered the most depressive reactions. 

Stensrud & Stensrud (1981) have noted the significant rate 

of recidivism when patients choose to return to the rehabilitation 

institution because of the prejudicial attitudes they face in the 

community. "Even when the disabled are successful at integrating them

selves into the mainstream culture, the stigma of disability and 

institutionalization pervades people's perceptions of them" (Stensrud 

& Stensrud, 1981:43). Disabling interpersonal stress is created by 

the difference between the self-perceptions of the disabled and the 

perceptions attributed to them by the non-disabled. This interpersonal 

stress is usually at a minimum within the rehabilitation facility set

ting. The authors' emphasis is on this interpersonal stress of preju

dice. They write about these things in considerable detail. 

Physiologic Considerations 

One cannot begin to appreciate the impact of a spinal cord 

injury without an understanding of the physiologic impairment that 
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injury have been described by Dutton (in Drain & Shipley, 1979) and 

are repeated here in lesser detail for this discussion. 

After a serious injury to the spinal cord, the patient is 

acutely and often gravely ill. All cord signs and symptoms are found 

at and below the level of the lesion. Clinical findings during the 

acute phase after complete cord transection include immediate loss 

of all sensory, motor, autonomic and reflex function below the level 

of the injury due to spinal shock, urinary retention due to sphincter 

paralysis, paralytic ileus, and respiratory insult. Respiratory arrest 

may occur if the injury extends to the phrenic nucleus of the cervical 

cord. 

Neurogenic shock lasts from four to eight weeks and decreases 

vascular tone, resulting in generalized vasodilation. Clinically, 

the signs and symptoms of neurogenic shock resemble those of hemorrhagic 

shock but they are not of hemorrhagic origin and are not improved by 

fluid resuscitation. 

Cord edema is most pronounced during the first 48 to 72 hours 

after acute cord injury. Profound danger lies in its ability to advance 

to the brain, physiologically extend injury, or anatomically shear 

the cord upon bony fragments or fracture edges. If edema extends to 

the level of the phrenic nucleus, respiration is threatened and the 

individual's ventilation may have to be assisted or controlled mechanic

ally. 

Most patients with upper spine injuries are placed in skeletal 

traction, either with a "halo" apparatus or with skeletal tongs. No 



matter what part of the spine is injured, immobilization is the rule 

for many weeks or months. During this time the patient is deprived 

of meaningful sensory stimulation. He has no sensory or proprioceptive 

sense below the level of his injury. His vision is restricted to one 

small patch of ceiling or floor. Hearing is usually intact but much 

of the auditory stimuli he experiences are often foreign or frightening, 

He experiences a true isolation from his environment. 

Long term complications are not unusual in patients after spinal 

cord injury. Demineralization of bone tissue sometimes leads to "silent 

fractures" or renal calculi. Respiratory complications occur frequently 

and result from immobilization, incomplete postural drainage, and the 

patient's inability to cough up secretions effectively due to loss 

of respiratory muscle control. Gastrointestinal complications can 

also occur with alarming rapidity. Most serious of the GI complications 

is the occurrence of stress ulcers, especially in quadriplegic patients. 

The administration of corticosteroids (to reduce cord edema) places 

these patients at even higher risk. Statistically, the incidence of 

acutely bleeding ulcers is highest between the sixth and 14th days 

post injury. 

Urologic complications occur due to bladder sphincter paralysis. 

Long term catheterization, osteoporosis, decreased muscle tone, fluid 

and electrolyte abnormalities, alterations in cardiovascular dynamics, 

anemia and catabolism contribute to the high incidence of complications. 

Stasis, calculi and fistula formation, and chronic urinary tract infec

tions leading to septicemia make urologic complications the leading 

cause of death in the paraplegic and quadriplegic population. 
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Autonomic hyperreflexia is a condition believed to be due to 

the release of norepinephrine at the ganglia of the sympathetic nervous 

system which is no longer under spinal control. It is usually not 

seen until after the period of spinal shock subsides. It can be trig

gered by a number of different stimuli; most commonly by bladder 

distention, fecal impaction, or decubitus. Seizure, loss of conscious

ness, stroke and death may result. 

Stress and Critical 
Injury or Illness 

The literature abounds with information on stress and its causes 

and effects. Little is found, however, that specifically refers to 

the stress experienced by patients with spinal cord injury per se. 

For this reason the information that follows has been taken from litera

ture addressing the larger category of stress and major illness. Stress 

always accompanies major injury or illness. It has both physical and 

psychological aspects and can cause serious problems for the injured 

patient, including.those patients with spinal cord injuries. 

Physical Aspects of Stress 

As stated previously, several investigators have reported 

numerous measureable physical changes associated with hospitalization 

and have identified them primarily as being the result of the stress 

of hospitalization itself. 

A stressor is any stimulus, internal or external, that upsets 

physiologic homeostasis (Stephenson, 1977). Marcinek (1977) states 

that the terms "injury", "stress", and "trauma" denote any threat to 
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a person's well being. The sources of these stressors have been grouped 

into five broad categories: physical, chemical, biological, physiologi

cal, and emotional/social. The first four categories encompass many 

stressors in particular. They are temperature variations, loss of 

the light/dark cycle, meaningless sensory stimuli, sensory overload, 

drugs, anesthetics, toxic agents, pathological organisms, burns, surg

ery, trauma, immobilization, and loss of sleep. 

Selye (1956) identified numerous symptoms of his predictable 

and nonspecific "General Adaptation Syndrome" (GAS). That syndrome 

usually begins as a protective mechanism that enables the person to 

adapt to his trauma and gradually regain homeostasis. The GAS' numerous 

symptoms include palpitation, tachycardia, diaphoresis, pallor, urinary 

frequency, vertigo, syncope, headache, chest pain, anorexia, vomiting, 

abdominal cramps, constipation or diarrhea, tremor, weakness and insom

nia. 

In addition to these symptoms, Volicer (1978) presents evidence 

in a study of hospital stress and patient reports of pain and physical 

status that those of her patients scoring high in hospital stress 

tended to report more pain, lower physiologic status during hospitali

zation, and less improvement over time than did patients scoring low 

in hospital stress. This is not surprising in light of the physical 

responses in stressful situations. Furst (1978) specifies that the 

physiologic components of stress have a direct influence on the stress 

reactions produced by anesthesia and the surgical procedure itself. 

During the alarm stage of the GAS, the sympathetic nervous 

system actively stimulates the adrenal glands through the hypothalamus 
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to produce the catecholamines norepinephrine and epinephrine. A hyper

metabolism restrlts and can tax the heart if it cannot meet the increased 

oxygen needs or support its circulatory demands. Metabolic alterations 

are particularly threatening if they occur during the period of spinal 

shock when circulation is already severely compromised. This alarm 

reaction must be limited, for if it is sustained indefinitely it will 

overwhelm the patient and cause death. 

The stage following the alarm reaction is the stage of resist

ance in which the body attempts to cope with the stressor. Adrenal 

secretations return to normal and the body adapts and restores homeo

stasis. However, if patients cannot adapt to the stressors, they 

eventually are overwhelmed and reach the stage of exhaustion. The 

symptoms in this stage are strikingly similar to those in the initial 

alarm reaction. The stage of exhaustion is most likely to occur with 

severe prolonged stress. One major factor in exhaustion is the simi

larity of the symptoms to those of potassium depletion, suggesting 

the possibility that they are related. 

Psychological Aspects 
of Stress 

In addition to the physical effects of stress, it is also known 

that acute illness and intensive care are major "gross" psychological 

stressors. These stressors can easily overwhelm all the psychological 

resources of the individual experiencing them. The physical stresses 

which damage the structure of the higher brain centers or alter cerebral 

metabolism produce characteristic deficits in the patient's mental 

function (Strain, 1978). These physical stresses that interfere with 
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brain functioning can alter orientation, memory, intellectual capacity, 

judgment, stability of mood, impulse control, perception, motor control, 

level of consciousness, and concentration. 

Stephenson (1977) lists several emotional/social sources of 

stress. These include anxiety, fear, pain, role change, and separation 

from others. Marcinek (1977) cites only anxiety and fear, but Furst 

(1978) expands on this and identifies a "fear spectrum" that includes 

dread, feelings of apprehension, anxiety, unrest, uncertainty, and 

loss of personal control (with its associated helplessness). Johnson 

& Sarason (1978) and Strain (1978) also cite loss of control as being 

a particular factor contributing to the stress of hospitalization. 

While conducting their study, Jones, Hoggart & Withey (1979) asked 

intensive care patients what aspect of their care "worried" them the 

most while they were in the intensive care unit (ICU). The most fre

quent worry factors were pain, not getting enough sleep, physiotherapy, 

and handling and movement. Lack of sleep as a source of stress is 

frequently noted in the literature. Jones, Hoggart & Withey also 

reported studies suggesting that total sleep time in the ICU is approxi

mately two hours in 24. This could preclude the patient from obtaining 

even one full 60 to 90 minute sleep cycle of Rapid Eye Movement/Non-

Rapid Eye Movement sleep. In addition, sleep deprivation is frequently 

implicated as an important factor in the etiology of delirium (Adams, 

Hanson & Norkool, et al., 1978). 

Vanson, Katz & Krekeler (1980) suggest the further importance 

of auditory cues in the production of stress, particularly those associ

ated with the witnessing by the patient of procedures performed on 



others in the ICU. This is in accord with the statements of Adams, 

Hanson & Norkool, et al. (1978) about sensory alteration. They define 

it as encompassing both sensory deprivation (a decrease in amount or 

intensity of meaningful sensory stimuli) and sensory overload, a con

dition of intense stimulation. They also include pain as a factor 

in sensory overload. They document three common psychological responses 

seen in ICU patients that are pathological. These are delirium, cata

strophic reaction, and euphoric response. They define delirium as 

an acute organic brain syndrome characterized by progressive disorient

ation, first to time, then to place, and finally to person. Of the 

three responses, delirium is the most common. It is present in a large 

number of patients with any of numerous precipitants. Among those 

precipitants often seen in patients with acute spinal cord injury are 

peripheral circulatory collapse, respiratory failure, pulmonary insuffi

ciency, acidosis or alkalosis, electrolyte imbalance, infection, and 

the effects of many drugs. In summary, the authors say that almost 

every disease that produces a disturbance in physiological homeostasis 

causes the patient to have some degree of delirium. 

Jones, Hoggart & Withey et al. (1979) found that 50% of the 

patients in their study had retrograde amnesia and a hazy recollection 

of the events in the ICU. This confusion contributes to the fragmentary 

nature of the ICU experience. 

The second psychological response Adams, Hanson & Norkool et 

al. report as seen in ICU patients is what they have labelled a "cata

strophic reaction". It is a passive response to severe anxiety. It 

often goes unrecognized and may occur if the patient experienced an 



an acute trauma that did not give him or her sufficient time to erect 

adequate defenses to enable the individual to adapt to the situation 

(Strain, 1978). Patients who experience this response exhibit flat 

affect, hyper-alertness, and immobility. Adams, Hanson & Norkool et 

al. (1978) relate that this period usually ends dramatically within 

a week and that patients have little or no memory of what they experi

enced during that time. 

A euphoric response is the third type of response seen, and, 

in contrast to the catastrophic reaction, is believed to be a massive 

denial of the seriousness of an injury or illness. It occurs within 

24 hours of admission to an ICU setting. The patient behaves as if 

nothing significant has happened and is likely to develop physical 

complications later on. 

Culture and Caring 

While there are many cultural variations regarding caring 

values, beliefs, and practices, the meaning of care and the need to 

be cared for have cultural and social meanings of considerable import

ance to all cultures. Leininger (1977) has abstracted some of the 

more universal ideas and principles as they are subsumed under what 

she calls "caring" and "caring behaviors". Among these are that: 

1. Caring behaviors and processes are essential for human 

survival and development. 

2. Caring behaviors are closely related to the social structure 

and functions of caring in different cultures of the world. 
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3. Caring behaviors place heavy emphasis upon support measures 

and activities to help others in need, or to provide care to oneself 

over time. 

4. Efficacious caring must be a humanistically-oriented service 

that reflects elements such as concern, compassion, stress alleviation, 

nurturance, surveillance, and related culturally defined components. 

5. Caring behaviors can be found in both direct and indirect 

helping activities to assist people to remain well, grow, or actualize 

themselves. 

6. Human care-giving and care-receiving behaviors denote 

reciprocal behaviors of human interaction which tend to satisfy people 

in a caring process. 

Leininger has also identified 17 major "elements" related to 

care, caring behaviors, and caring processes. They include comfort, 

support, compassion, direct helping behaviors, specific stress allevia

tion, protection, and surveillance. She notes that not all cultures 

use the same elements. Instead, some cultures emphasize only two to 

three of them and prioritize and order them according to the values 

they place on them. Shared elements provide a link with other cultural 

systems. 

Self-Care 

Orem has written extensively on the subject of nursing and 

self-care (1980). She states that every human being has universal 

requisites for bringing about and maintaining living conditions that 

support life processes and development, the formation and maintenance 
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of functional integrity, and the maintainence and promotion of function

al integrity. These requisites are generalizations about the purposes 

that individuals have or should have when they engage in self-care. 

Self-care is an adult's continuous contribution to his or her 

continued existence, health, and well-being. Normally, adults volun

tarily care for themselves by accomplishing the tasks necessary to 

meet these needs. Since self-care directed to meet a particular 

requisite is necessarily a series of actions performed in some sequence, 

self-care can be referred to as a dynamic process or action system. 

People investigate and understand what self-care requisites exist for 

them and make decisions as to what can and what should be done about 

them. They become self-care agents when they do "for oneself" and 

"by oneself". 

In abnormal states of health, self-care requisites arise from 

both the disease state and the measures used in its diagnosis and 

treatment. Whenever health deviations result in disability there is 

a need for specialized medical and nursing assistance to prevent further 

deviations in human functioning. Despite disability, seeking and parti

cipating in medical care for health deviations are self-care actions. 

(However, when the change in health brings about total or near total 

dependence on others to sustain life or well-being, the person frequent

ly changes from his or her position as a self-care agent to that of 

the receiver of care.) 

According to Orem (1980:50), there are six categories of health 

deviation self-care requisites. Briefly, these are: 

1. Seeking and securing appropriate medical assistance. 
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2. Being aware of and attending to the effects and results 

of pathological conditions and states. 

3. Effectively carrying out medically prescribed diagnostic, 

therapeutic, and rehabilitative measures directed to . . . compensation 

for disabilities. 

4. Being aware of or attending to or regulating the discomfort

ing or deleterious effects of medical care measures performed or 

prescribed by the physician. 

5. Modifying the self-concept (and self-image) in accepting 

oneself as being in a particular state of health and in need of specific 

forms of health care. 

6. Learning to live with the effects of pathological conditions 

and states of the effects of medical diagnostic and treatment measures 

in a lifestyle that promotes continued personal development. 

Rehabilitation centers on the development of these self-care 

requisites and meeting them contributes to the regulation, cure, or 

control of pathological processes and focus a person's attention on 

himself or herself. Disease or injury are processes which have some 

duration over time. Their characteristics determine the kind of care 

demands that individuals experience as they live with the effects of 

the pathological processes and through the duration of those processes. 

The Ethnographic Methodology 

Literature pertaining to the ethnographic methodology has been 

used by many investigators in studying numerous cultures. Some of 

the cultures studied exist in areas of the world that would be unfamiliar 
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to most Americans. Closer to home, Spradley & McCurdy (1975) describe 

studies of skid rows and the tramp culture, the college drug culture, 

territorial groups at a New England university, Jehovah's Witnesses, 

and language and meaning in a neighborhood bar. An "Ethnography of 

Old Age" has been written by Keith and edited by the Catholic University 

of America (1979). 

Nurses have found the ethnographic method valuable in studying 

many and various settings closer to the world of caretaking behavior. 

The value of this methodology is that it allows individuals to express 

their view of the world rather than have that world described by some

one else for them. Aamodt (1981) describes neighboring and support 

systems among Norwegian-American women. Sohl (1979) uses the method

ology to examine the knowledge that informs what families in hospital 

waiting rooms do for each other. Mennen (1979) investigates the world 

of adolescent asthmatic girls and Linley (1980) studies clinic mother's 

perceptions of their children's health care. All of these investigators 

used the ethnographic method in the cited studies. These studies are 

valuable for the ongoing generation of hypotheses and theory. 

Individuals with injuries to their spinal cords, like any 

people, have a way of life, a culture of their own. They live in a 

different world from those who are not disabled, even though they may 

live side by side with them. If we want to understand the disabled, 

we must understand them from their own point of view. Although cultural 

knowledge is usually hidden from view, it is of fundamental importance 

because we use it constantly to generate behavior and interpret our 

experience. 
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Culture can be thought of as providing a set of principles 

with which to make up a cognitive map. In our daily activities we 

refer to this map and it serves as a guide for interpreting our experi

ence (Spradley, 1980). 

Anthropologists seek to discover similarities and differences 

in behavior. The major goal is to describe, classify, compare, and 

explain human behavior in all societies. In contrast, ethnography 

seeks fundamentally to report the culture in its own terms. Its "central 

aim is to understand another way of life from the native point of 

view ... to realize his view of his world" (Spradley, 1980:3). This 

aim must be met before any cultures can be compared or their similari

ties and differences explained. According to Spradley (1980), 

ethnography reveals what the people we seek to understand think, and 

it reveals the cultural meanings they use daily. Ethnography is culture 

studying culture, and it seeks to build a systematic understanding 

of all human cultures from the perspective of those who have learned 

them. 

The essential core of ethnography is its concern with the mean

ings of actions and events to the people we seek to understand. It 

wants to discover the meanings of the feelings of these people and 

the separate realities they have learned and use daily to make sense 

of their world (Spradley, 1980, 1979). 

One way for the goals of ethnography to meet the needs of the 

people it learns from is to consult with informants to determine 

research topics that they believe are urgent. In doing this at the 

start, the ethnographer can begin with informant-expressed needs and 

develop a research agenda most applicable to their concerns (Spradley, 

1979). 



This chapter has reviewed pertinent literature related to survi

val of critical illness or injury, life change events and their impact, 

physiologic considerations, stress and critical injury to illness, 

physical and psychological aspects of stress, culture and caring, self-

care, and the ethnographic methodology. Particularly noteworthy is 

that no analytical studies reporting the experiences and viewpoints 

of spinal cord injured patients in rehabilitation could be found which 

offered this information in the patients' own language. 



CHAPTER III 

DESIGN AND METHODOLOGY 

This chapter presents information on the research design, 

setting, informants, ethical considerations, bias, data collection, 

analysis of the data, and limitations of the study. 

Research Design 

This exploratory study addressed the question, "What cultural 

knowledge is used by patients with spinal cord injury during the rehab

ilitation phase of their care to explain to themselves the experience 

of surviving and living with their injuries?" Interviews were conducted 

using the ethnographic method as described by Spradley (1979). Infor

mants were selected from a population of adults with spinal cord 

injuries who were undergoing rehabilitation in an inpatient or out

patient setting. This design allowed a systematic but flexible approach 

so as to elicit the widest range of information necessary to describe 

the native's point of view of his culture. 

Setti ng 

Potential informants were contacted on the hospital care units 

of two large southwestern hospitals after a preliminary period of 

observation of the cultural scene by the investigator, and with the 

knowledge of or referral by nursing staff members. The settings for 

the interviews were either on the rehabilitation care unit of the infor

mants' hospital, at the informants' home, or both. In any case, the 
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setting was one that was free from unnecessary interruption or intrusion 

by others. Interviews were conducted only if privacy could be assured. 

Interviews were scheduled so as not to conflict with treatments or 

medical appointments. There was no intrusion into visiting hours within 

the hospital, and interviews were scheduled in advance to occur at 

a time mutually satisfactory to the informant and investigator. Several 

interviews were postponed and rescheduled due to illness on the part 

of the informants or the investigator, so that the duration of the 

interview process exceeded six weeks in all cases. 

Informants 

Five informants were initially selected for participation in 

this study. Informants were selected according to the following 

criteria: 

1. The informants must speak English as their native language. 

2. The informants must be able to express themselves verbally 

and be with aphasia. 

3. The informants must be alert and without decreased level 

of consciousness at the time of the interviews. 

4. The informants must have experienced a sudden spinal cord 

injury. 

5. The informants must be in the rehabilitation phase of their 

injury, must have spent time in an intensive care setting, and have 

some memory of that experience. 

6. The informants must be anticipated to have some measure 

of permanent disability requiring a period of rehabilitative care. 
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7. The informants must be between the ages of 18 and 60 years. 

8. The informants must agree to participate in the study. 

Referrals were sought from appropriate nurses caring for the 

possible informants. An effort was made to select informants most 

knowledgeable about their cultural scene. In that regard, informant 

candidates with longer lengths of hospitalization and/or more severe 

disabilities were preferred over others in the belief that they had 

greater opportunity to learn the cultural rules which inform their 

behaviors. Informants were also selected by their willingness to share 

their knowledge, and by their ability to conceptualize, define, and 

explain their experiences within their cultural scene. 

Although females were not excluded from participation in the 

study, there were none available who met the criteria for selection 

during the period of data collection. One informant was eliminated 

from the study after two interviews when it was discovered that he 

was not undergoing active rehabilitation, that there were no immediate 

plans for such a program, and that he was, in fact, being given only 

custodial care until other arrangements could be made for him. Thus, 

four male informants completed the study. 

Ethical Considerations 

Approval for this study was sought from the University of 

Arizona College of Nursing and the Arizona Health Sciences Center to 

establish the rights and welfare of human subjects. The informants 

received a written explanation of the study and their rights and privi-

ledges as participants in the study. This information was contained 
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in the Human Subjects Information Form (Appendix A) and no one could 

participate without reading the form or having it read to him. All 

informants were also given this information verbally and any questions 

they had were answered. The informants' rights and privileges were 

repeated verbally during succeeding interview sessions and any questions 

the informant had pertaining to the study were answered as they came 

up. 

Bias 

My interest in a study of this kind predates the onset of my 

own lengthy illness and subsequent disability. However, active work 

on it was not begun until after that time. 

Since the beginning of this effort, I have been acutely aware 

of my potential for bias and its possible effects on my interactions 

with informants and analysis of the data. On the one hand, I believe 

that my own illness and disability afforded me an advantage over other 

investigators in that my sensitivity to and insight into the experiences 

of the informants may have been greater than that of some others. It 

is possible that my own experience allowed me to explore different 

or deeper areas of meaning with my informants than would otherwise 

have been possible. 

On the other hand, it was important that my past experience 

as a patient not lead my informants away from the subject of their 

own experiences or impose my beliefs or systems of meaning on them. 

This caution was essential and has prevailed throughout the conduct 

of this research. 
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Keeping these things in mind, I used the following introductory 

statement in order to best facilitate an open relationship between 

my informants and myself: 

I am a nurse who has spent several years 
working in critical care settings. I also 
spent a year working with trauma patients 
who had lengthy hospitalizations following 
their injuries and who needed a period of 
rehabilitation before returning home. I 
myself have relied on a wheelchair for the 
past four years due to arthritis. This is 
part of the reason for my interest in your 
experience. I believe that people who have 
been seriously injured, as you have, can 
teach nurses a great deal about what they 
have been through and what sort of things 
have been important to them during their 
recovery. You are more qualified than anyone 
else to relate your needs as you have gone 
through this experience. I would like to 
interview you about your experience and what 
has been meaningful to you throughout it. 

This is an honest but limited statement that minimized disclosure of 

my own experience and, it is hoped, the bias that might have resulted 

if the informants perceived the magnitude of my familiarity with their 

own situations. 

Data Collection 

The methodology used included an initial period of observation 

of the setting by the investigator, followed by continued observation 

and a series of ethnographic interviews. The data collection culminated 

in a limited written description of the culture which informs (or 

guides) the behaviors of spinal cord injured individuals during the 

rehabilitative phase of their recovery. 
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Initial observations after entering the care unit included 

those of the activities taking place, the physical layout of parts 

of the unit and rooms, and interactions among the people within the 

setting. 

After possible informants were identified they were approached 

by the referring nurse and asked if they would be receptive to talking 

to the investigator about participating in the study. The investigator 

then met with those who had answered affirmatively. Selection of infor

mants occurred over a period of approximately one year, as there were 

few available who both met the selection criteria and were receptive 

to participation in a study. In fact, no two informants were hospital-

lized at the same time or were even acquainted with each other. 

Once the introductory interview was made and the Human Subjects 

Information Form (Appendix A) was read and fully understood by the 

potential informant, he was asked to consider whether or not he wished 

to participate in the study. Each was told to delay his response for 

a day. All the informants who completed the study eagerly agreed to 

participate at this first meeting. Nevertheless, they were all contact

ed the following day, asked again if they understood the study and 

if they still wished to participate. Upon their agreement, an inter

view schedule was arranged and biographical information was obtained. 

These two introductory sessions were regarded by the investigator as 

constituting the first interview. In addition to explaining the study, 

how the interviews would progress, and what the informants' rights 
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were, questions were answered by the investigator, biographical infor

mation was collected, and the foundation of a working rapport was 

established. 

Initially, it was anticipated that five or six sessions would 

be needed and that each session would last approximately one hour. 

While this schedule was flexible, it was not anticipated that there 

would be significant deviation from it. This was not the case. Due 

to a constellation of factors, extensive delays occurred. These factors 

included unanticipated illness of the investigator, illness or last-

minute schedule conflicts on the part of the informants, an impromptu 

trip by one of the informants, and extensive delays in receiving trans

cripts of the interviews from the typist. Thus, the overall lengths 

of the data collection period per informant ranged from seven to 18 

weeks aftar the initial introductory interview. In addition, each 

informant was contacted after the first draft of Chapter Four was writ

ten as a final verification of the accuracy of the investigator's 

discussion of the data received from him. 

At the start of data collection, it was intended that all inter

views, with the exception of the introductory one, would be tape 

recorded and transcribed verbatim. This procedure was followed with 

the first informant. It became clear from the experience that it was 

not necessary to tape record the fifth interviews, which consisted 

of card sorting to facilitate taxonomic analysis. The data received 

during these interviews were recorded adequately with pencil and paper 

only. 
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All tape recordings were labeled with the informant's initials 

and interview number and were given to a typist for professional trans

cription. This was done with the full knowledge and consent of the 

informants. They were also aware that the tapes were reused in succeed

ing interviews and that they would be destroyed at the end of the data 

collection. 

The second interviews were all started with a descriptive grand 

tour question, "Can you describe for me what it's been like to be 

injured and hospitalized as you have been?" This was followed by 

additional questions, such as, "Tell me about what you and others do 

to help you", "Are there things that you or others do that you notice 

hinder you?", and "What else would you like to tell me about yourself?" 

Descriptive questions such as this were used to elicit a language sample 

and identify areas for further exploration. Answers to these questions 

often included the most striking features of the informants' injuries 

and their consequences, behaviors complying with the prescribed medical 

and nursing care plans, non-compliant behaviors, self-care activities, 

and the things holding the greatest meaning about their survival. 

Further descriptive questions (mini-tour and example questions, experi

ence questions, and native languate questions) were derived from the 

responses of and direction taken by the informants. 

Structural questions were also asked. These, too, evolved 

from the information obtained in response to the grand tour and other 

descriptive questions. These facilitated the discovery of information 

about domains (the basic units of cultural knowledge) and how the infor

mants organized that knowledge. Questions of this nature included, 
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"Can you think of any other kinds of activities that you use to help 

yourself?", and, "What kinds of things cause you to feel 'burned out'?" 

Contrast questions were asked throughout the data collection 

period, most frequently during the card sorting of folk terms (terms 

used by the informants to refer to things they experienced). These 

questions were used to identify differences among the folk terms and 

thereby discern less explicit relationships among them. For example, 

in a domain of "things that are irritants", contrast questions were 

asked that identified one as being easiest to solve and others that 

were least and most bothersome. 

These three types of questions were used concurrently throughout 

the interviews. They were repeated, restated, and expanded upon using 

the informants' own terms to elicit as much information as possible 

and frequently opened up new areas for discussion. 

Analysis of the Data 

Data analysis was an ongoing process throughout the data col

lection period. Each interview was analyzed before the next was 

conducted. Information obtained from the interviews was used to formu

late questions asked in subsequent interviews. Domain analysis, 

taxonomic analysis, and componential analysis were carried out. Cultural 

themes were discovered as permitted by the data. 

The lowest level of ethnographic analysis is domain analysis. 

A domain is a symbolic category of meaning that includes other cate

gories that are roughly equivalent. Initial observations and interview 

transcriptions were searched for the three basic elements of domains: 
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cover terms, folk or included terms (smaller categories), and the 

semantic relationships linking categories together. Ethnographic 

hypotheses that emerged from the domain analysis (through a search 

for cultural symbols) were tested through the use of structural ques

tions asked of the informants. Structural questions also helped to 

define the boundary of any particular folk domains and were used to 

discover additional included terms for the hypothesized domains. 

Structural questions of several kinds were used. Verification questions, 

cover term questions, included term questions, substitution frame 

questions, and card sorting structural questions were all used as 

appropriate. 

After the domains were analyzed, two to four were selected 

(by mutual agreement between the informant and the investigator) for 

more focused study. A taxonomic analysis was then accomplished. Like 

a domain, a taxonomy is a set of categories organized on the basis 

of a single semantic relationship. A taxonomy, however, shows relation

ships among the folk (included) terms within the domain and reveals 

subsets and the way they are related to the whole. Further structural 

questions were developed to elicit similar members within the folk 

terms. These subcategories were used to search for differences reveal

ing symbolic meaning. Differences were also elicited by a review of 

prior transcriptions and the use of contrast questions of several kinds. 

This process involved presenting the informants with three folk terms 

and asking them to judge which two were most alike, and in what ways. 

Also, these folk terms were presented on cards and the informants were 

then asked to sort them into groups on the basis of their similarities 
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or differences. The reasons for the informants' arrangements were 

solicited and then they were asked to repeat the sorting using any 

different criteria they could think of. Examples of other criteria 

were offered when needed, but the informant was free to reject them. 

A componential analysis was done in order to search for the 

contrasts that are the components of meaning (attributes) associated 

with cultural symbols and which signal differences among symbols in 

a domain. The most important attributes for a set of folk terms were 

then represented graphically with a paradigm to distinguish the members 

of a contrast set and show multiple semantic relationships. It was 

intended that the paradigms represent one small part of the cognitive 

map known to the spinal cord injured in rehabilitation. 

The available data were raised to the highest level of analysis 

by discovering and describing cultural themes. While this pursuit 

was limited by the scope of the study, a number of themes were identi

fied that may be used to help explain the organizing principles of 

this culture by defining how the relationships among the domains are 

linked to the culture of spinal cord injured patients in rehabilitation 

as a whole. 

Limitations of the Study 

1. The culture of the hospital or home as a whole was not 

addressed. Interest was limited to the cultural scene of the infor

mants selected. 

2. The scope of the cultural scene being studied was limited 

by the exclusion of domains which existed but were not stated in the 
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problem or addressed by the informants, or by areas of discussion that 

were deemed "off the record" by the informants. 

3. The investigator's own familiarity with the cultural scene 

may unintentionally have influenced the course of the interviews and 

bias the results obtained. 

4. Information received from informants using this methodology 

lacks generalizability. The results obtained through ethnographic 

analysis cannot be regarded as representative of a larger group, but 

can describe how the basic units of meaning are linked to the culture 

as a whole. The ethnographic process also allows the generation of 

theories. 

This chapter looks at a problem and states the purpose of this 

study. The culture informing the behaviors of patients in rehabilita

tion after spinal cord injury was investigated. The informants have 

a culture and cultural scene of their own. They have survived a stress

ful and disabling event which has changed their lives unexpectedly. 

These factors are all major elements in the cognitive map that makes 

up the world of the spinal cord injured patient in rehabilitation. 

Assumptions and limitations of the study have also been presented in 

this chapter. The data and their analysis are presented in Chapter 

Four. 



CHAPTER IV 

PRESENTATION AND DISCUSSION OF THE DATA 

In this chapter, the researcher-informant experience and inter

view procedures are discussed, followed by a presentation of several 

dilemmas encountered during the course of data collection. Character

istics of the informants are given. Domains of meaning and limited 

cultural themes are then identified and discussed as they had emerged 

from the ethnographic interviews. 

The Researcher-Informant Experience 

The purpose of this section is to examine some of the character

istics of the researcher-informant experience as encountered in this 

study. In the view of the researcher, many of these characteristics 

contributed to the quality of the data elicited from the informants. 

Matters related to bias are included in the discussion. Distinctions 

between the first, second, and subsequent interviews are also related 

here. The last portion of this section deals with the ethical dilemmas 

that presented themselves while interacting with the informants and 

completing the study. 

Throughout the course of data collection for this study, the 

researcher-informant experience was distinctive in that I personally 

shared a significant amount of the social situation and cultural scene 

experienced by the informants. Similarities in the nature and extent 

of hospitalization, in rehabilitation, in disability, in pain, and 
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in the nature of some life change events all contributed to this shared 

experience. Consequently, there existed the possibility of enhanced 

insight into the experiences of the informants. Alternately, because 

of my familiarity with the social situation and cultural scene, the 

possibility of a bias different from that of some other researchers 

existed, and careful consideration had to be given to measures that 

could be taken to attenuate this bias. Several measures were taken 

in order to foster trust, rapport and mutual respect, preserve useful 

insight, and minimize my bias as much as possible. 

I believed that it was imperative that I not re-involve myself 

in the settings of any hospital I had been hospitalized in during my 

illness or previously employed in because the familiarity with these 

facilities and the complexities of my experiences and feelings would 

be distracting and generate insurmountable bias on my part. Therefore, 

the hospitals I used to locate potential informants were not ones in 

which I had been employed or hospitalized. For the same reason, any 

potential informant that had been cared for by my physician(s) would 

have been dropped from consideration for inclusion in the study. As 

it turned out, no one I spoke to shared any of my physicians. 

Potential informants were first contacted by a referring staff 

member and asked if they were interested in participating in the study. 

This was done in an effort to preserve their privacy and to avoid them 

feeling "put on the spot" by the researcher. In fact, two such patients 

approached in this manner declined to meet with me. An initial meeting 

was arranged with each individual that did agree to speak with me, 

during which I introduced myself and the study (see p. 43), presented 



and reviewed the Human Subjects Information form and collected some 

limited demographic data. At these initial meetings, confidentiality 

and anonymity were stressed, as was the fact that agreement to partici

pate in the study could be rescinded at any time without ill will or 

consequence to the informants. They were also told that they would 

be furnished with a copy of the completed study if they so desired. 

During these first meetings with the potential informants they 

were also told that they could refuse to answer or comment on any 

question asked of them. If they so chose, they could place any topic 

"off limits", thus disclosure was strictly voluntary. I also explained 

that they could precede any answer or comment with a direction that 

the tape recorder be turned off and note taking suspended so that they 

could speak "off the record" if they wished. I urged each informant 

to correct any misconception or misunderstanding they perceived on 

my part. 

I also informed each of the potential informants that they 

could ask and were entitled to receive an answer to any question related 

to the study. However, I stated that few questions about my history 

and personal experience related to my illness or disability could be 

answered until the interviews were completed. I was well aware that 

the informants would presuppose a fair amount of information about 

my experience as evidenced by my mobility aids, braces, and visible 

scarring, and that this might color informants' remarks and responses. 

Consequently, I stressed to the informants during the initial interview, 

and as needed in subsequent interviews, that the important things were 

their experiences, beliefs, and perceptions rather than my own. 
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I gave the informants some information about the special inter

view strategy to be used. I acknowledged that I would undoubtedly 

ask some questions whose answers they might believe were obvious to 

me and therefore would not require their explanation or clarification. 

However, I explained that, for any number of reasons, we might indeed 

answer the same question quite differently, no matter how obvious agree

ment may seem, and that my learning could only be achieved by their 

responses, rather than by my assumptions. I also stated that the 

special interview technique I would be using would make it likely that 

I would ask or rephrase some questions more than once and explained 

this as necessary in order to assure my understanding and to enable 

me to glean as much information as possible from them. During subse

quent interviews, if informants indicated that something was obvious 

or redundant and in need of no comment, I reminded them of the expla

nations given earlier and asked them to "play the game", even if my 

question seemed superfluous. 

At the end of each introductory interview a copy of the Human 

Subjects Information Form was left with the potential informant and 

I asked him not to consent to participate at that time, although he 

was free to decline then if he chose. None of the informants declined 

to participate during the initial visit. I asked each to consider 

his participation for 24 hours, when I would contact him by telephone 

for his decision. I took this measure to again avoid putting the infor

mants "on the spot" and in the belief that a refusal might more easily 

be stated over the telephone. All four potential informants agreed 

to participate when I contacted them by phone the day after the 
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introductory interview, and meeting times were arranged for a subsequent 

interview. 

During the second interviews I briefly explained the nature 

of the methodology used in the study, as well as what the informants 

could expect in this and subsequent interviews. Before each remaining 

interview I reviewed the results of the data analysis to that point 

with them and encouraged them to offer corrections, deletions, or 

additions. Domains I had discerned were presented for their verification 

and comment. When the time came for isolating which domains would 

be explored more fully, I sought the informants' judgments as to what 

they felt was most important to them and/or what they felt was most 

important for the people caring for them to be made aware of. Therefore, 

a combined effort on my part and that of the informant determined which 

areas were pursued more fully, and each informant, to a large extent, 

determined the course and direction of the study as it pertained to 

him alone. 

As a final precaution against bias on my part, I checked the 

domains with an independent member of the thesis committee and with 

two master's prepared nurses familiar with the research methodology. 

As the interviews began, rapport was established fairly quickly 

between myself and the informants. I believe this was due largely 

to a mutual feeling of being allies in similar circumstances and experi

ence, and to the responsiveness of the informants. While all of the 

informants demonstrated an eagerness to contribute to the success of 

the study, I discerned no effort on their part to gain my approval 

by providing "proper" answers. 
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The second interview was begun as an amiable conversation in 

which I asked grand tour questions as they became appropriate. Subse

quently, informants became more skillfull in their roles as they 

responded to my further questions, requests for clarification and 

examples, and encouragement to help me understand. In this they all 

demonstrated earnest introspection, candor, patience, and a willingness 

to correct my perceptions as they felt necessary. 

During the interviews I acknowledged some familiarity with 

some statements of the informants and sympathized noncommitally with 

others. Infrequently I acknowledged an experience similar to one related 

by an informant but did not dwell upon it. When informants prompted 

me for examples to clarify the meaning of a question, I gave them broad 

ones based on their own statements or on those of other informants 

or previous patients. Occasionally I found examples in my own personal 

experience but did not present them as such. 

All interviews were conducted at a time mutually agreeable 

to the informant and to me and at a place determined by the informant. 

Some interviews were conducted while the patients were in-patients. 

Some were conducted in the hospital when the informant returned for 

outpatient appointments. Others occurred in the homes of the informants. 

No interview lasted less than one hour or more than one hour 

forty-five minutes. Length of time was determined by the activity 

to be accomplished and/or the fatigue of or time demands on the infor

mants. 
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As promised, I disclosed my personal experience at the end 

of each series of interviews. I answered questions, and a free flowing 

exchange of feelings, ideas, and experiences took place. 

Aamodt (1980) has identified four kinds of information that 

may be generated during any study involving field work and that can 

create ethical problems for the researcher. These are information 

created by researcher bias, information that is perceived as sensitive, 

information that is perceived as secret, and information that creates 

a double-bind. 

Information created by researcher bias is one of the things 

that creates an ethical dilemma for the researcher. A reverse twist 

of this bias was the informants' presumption of bias on my part because 

I shared so many features of their social situation and cultural scene. 

This was demonstrated when the informants responded to some of my 

questions with, "Well, you know how it is", or, "It's a bitch, isn't 

it?". Their presumption was that I certainly knew the answer to these 

questions I asked, and that this obviated any need for them to answer 

or elaborate. I was "one of them", so why would I want to know the 

answer to something that should be so obvious? The efforts I made 

to attenuate my personal bias and the bias attributed to me by the 

informants have been discussed previously. 

A second kind of information that creates a dilemma is that 

which is perceived as sensitive. A third is that which is perceived 

as secret. Some reticence on the part of some informants seemed to 

me to be unrelated to secret or sensitive information and may have 

been attributable to shyness or cultural behavior. This did not create 
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difficulty for me as an interviewer. Other subjects were distinctly 

sensitive or secretive in nature, either in my judgment or as expressed 

by the informants. These related to the matters of sexuality, legal 

pursuits, and specific financial concerns. Information related to 

sexuality was not addressed by two of the informants. One declined 

to comment when the subject came up, and one freely discussed it but 

asked that the tape recorder be turned off and note-taking suspended. 

When remarks were made concerning legal pursuits, my judgment dictated 

that any form of documentation be suspended. Any specifics related 

by the informants regarding their financial status will likewise not 

appear in this report. 

The fourth type of information that creates an ethical dilemma 

for the researcher is that which creates a double-bind. This is the 

situation that exists when the researcher believes that information 

he or she reports can or will reflect negatively on an informant. 

This situation was created for me when one of the informants was obser

ved smoking marijuana during and after some interviews and was presumed 

by appearance and behavior to have done so before other interviews. 

This made interviewing more time consuming and somewhat more difficult, 

but not insurmountably so. I graciously declined the informant's 

generous offer to share in this activity. 

Aamodt (1980) also discusses ethical problems that emerge from 

information gathering techniques. One is conflict in the multiple 

roles of the researcher. In carrying out this research, I assumed 

or was assumed to have three roles: I was a researcher; I was a physic

ally disabled person; and I was a nurse. I diligently steered clear 
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of any behavior or language that could cause me to be perceived in 

a psychotherapeutic role. Being perceived as a researcher alone would 

have been the ideal. Being known as a nurse in itself would not have 

been a problem. Being regarded as a nurse available to dispense advice 

related to medical or nursing care would have been problematical. As 

it turned out, this presented no great conflict as this sort of advice 

was rarely solicited by the informants. When something of a physiologic, 

medical, or nursing nature was asked, the informant was either referred 

to his primary caregivers or told that things of that nature could 

be discussed when all of the interviews had been completed. On rare 

occasions I did comment on something asked of me during an interview 

but made it plain by turning off the tape recorder and discontinuing 

note-taking that I was switching from a researcher role to a nursing 

role and that the nursing role was unrelated to the business at hand. 

I was also seen in my role as a physically disabled person. 

The bias, potential bias, and reverse bias this role generated have 

already been reviewed. Being in this role also did two other things. 

First, I believe that being disabled was perceived as overshadowing 

my role as a nurse, that is, I think it made the informants regard 

me more as "one of us" than as "one of them". In this sense it probably 

had a positive effect on the quality of information I was able to 

collect. Second, I believe that sharing "physical disability", and 

being beyond .the rehabilitative phase of my recovery made me seem a 

logical source for some informants to turn to when they needed answers 

to questions regarding resource availability, mobility and accessibility, 

dealing with government and social service agencies, and activities 
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of daily living. Assuming this role did not occur often, but when 

it did I usually answered briefly whatever questions I was asked on 

the spot. Further exploration of these matters, as well as subjects 

related to physiologic responses and medical and nursing care, were 

delayed until after the interview process was completed. 

Another ethical problem involves what Aamodt (1980) calls the 

captive audience, or informants "captured" by virtue of the rights 

and obligations inherent in their roles. As previously detailed, each 

informant was informed verbally and in writing during the first inter

view that he had the right to withdraw from this study at any time 

without repercussions of any kind. I realize, however, that the con

sideration of withdrawing could possibly generate sufficient self 

imposed guilt feelings to prevent an informant from doing so. I tried 

to minimize this possibility by conveying a sense that I valued the 

informants' participation but would be understanding and non-judgmental 

if any of them decided to withdraw. Another factor that may have caused 

informants to participate for the entire length of the study was the 

promise of my disclosure of my personal history and experience at the 

end of the data collection period. Informants may also have been 

inclined to finish the interview process because of the promise of 

a discussion of any of the nursing or medical problems, or problems 

related to activities of daily living that they brought up during the 

interviews. While all of these situations were possible, I believe 

that no informant participated or failed to withdraw from the study 

for any of these reasons. I discerned no reluctance or grudging parti

cipation on the part of any participant. If I had, I would have 
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confronted the informant about my perception and offered him a gracious 

way out of the study. 

A real problem encountered during the course of data collection 

was the proclivity of one informant to lapse into episodes of lengthy, 

redundant complaining. Of itself, I did not regard it negatively, 

but I was challenged to find ways of steering the discussion to areas 

that would provide more valuable and varied information. Details of 

extremely harsh criticism of health care providers by this or other 

informants, no matter how justified they may have seemed, will not 

be reported in this study. 

A final, logistical problem encountered in the collection of 

data for this study involved the amount of time that was needed to 

complete interviews with all of the informants. Much more time was 

necessary to do this than had been anticipated. This was due to prob

lems related to locating informants that qualified for inclusion in 

the study, and to difficulty in working around the demands placed 

upon the researcher and the informants by their health care needs and 

other important personal considerations. I do not believe that the 

drawing-out of the interview process negatively affected the quality 

of the study and in fact probably resulted in a study of broader range 

and substance than would have been possible if the entire data collect

ion period had taken only six weeks. 

Characteristics of the Sample 

I selected informants for this study from the patient population 

of two southwestern medical centers according to the criteria outlined 



63 

in Chapter Three. The first informant was eliminated from the study 

when it was disclosed during the second interview that he was not 

actually undergoing active rehabilitation. Four other informants agreed 

to participate in the study and were patients at the same facility. 

All of these informants completed the study and all were male. Though 

I did not exclude females on the basis of gender, none were available 

during the data collection period who met the criteria for inclusion 

in the study. One informant failed to meet the criteria of having 

spent time as a patient in an intensive care unit, but had received 

specialized nursing care on an acute neurosurgical unit and so I accept

ed him into the study. None of the informants had met or were familiar 

with each other. Each stated that he knew of no other acute spinal 

cord injury patients in rehabilitation on the unit when he was there. 

The data and findings are based on taped interviews and my 

observations made during those times. The informants and the facilities 

they were hospitalized in are referred to here by code names. 

A total of 21 interviews were completed. Music Man, Coach 

and Ace were each interviewed five times. Sparky was interviewed six 

times. 

The Informants 

Information presented in this section is based on taped inter

views with each informant and on my observations and field notes. 

None of the informants were known to me prior to the study. 

Three of the informants were initially hospitalized at Cactus Valley 

Hospital where I had been hospitalized five years prior to the 
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beginning of data collection. None were cared for by any of the 

physicians who cared for me at the time of my hospitalization. 

Table 1 summarizes relevant demographic data provided by each 

informant. These include the sex, age at injury, ethnic and religious 

affiliations, occupation at time of injury, years of education, and 

the cause and nature of injury of each informant. As regards their 

spinal cord injuries, the number of days spent in an ICU and in total 

'hospitalization, number of surgeries, and number of facilities hospital

ized in are also represented. 

Table 2 profiles some of the functional abilities of each of 

the informants. Their physiologic alterations are given. The lengths 

of time between injury and the first interview for the study and between 

the first and last interviews are given. The table shows whether or 

not the informants had live-in assistance in their care^and how much 

their living area had been modified to accommodate their disabilities. 

Neck mobility, hand strength and dexterity, shoulder strength and 

mobility, reaching ability, leg strength, and ability to stand alone 

are indicated as they existed during the first interview and during 

the last interview. Ability to perform activities of daily living 

are also shown as they existed at the first and last interviews. These 

include the abilities to transfer independently, to stand and support 

their own weight, to bathe self, prepare own meals and feed self, dress 

self, push their own chairs, take care of their toileting needs, use 

a telephone or television without assistance, sort index cards without 

assistance, and drive an automobile. 



Table 1. Demographic Profile of Informants 

INFORMANTS Music Man Coach Sparky Ace 

SEX Male Male Male Male 

AGE AT INJURY 21 22 22 42 

ETHNIC AFFILIATION Caucasian Mexican American Caucasian American Indian/Mexican 

RELIGIOUS AFFILIATION None Christian Episcopaliai Catholic 

OCCUPATION AT TIME 
OF INJURY 

Restaurant Worker, 
Tire Salesman, Bouncer 

Truck Driver Student, Journeyman 
Electrician 

Laborer, Community Health 
Representative 

YEARS OF EDUCATION 12 12 14 12 

CAUSE OF INJURY Single Car MVA* Surgical Excision HNP Off-Road MCA** Fall From Moving Vehicle 

INJURY Transection C5 
Complete Quadriplegia 

Lesion L2 to L3 
Incomplete Paraplegia 

Transections T—11 & L3 
Complete Paraplegia 

Cord Contusion C4 
Incomplete Quadriplegia 

DAYS SPENT IN ICU Approx. 21 0 7 2 

NUMBER OF SURGERIES 1 3 2 0 

TOTAL DAYS HOSPITALIZED Approx. 235 125 68 91+ 

NUMBER OF FACILITIES 
HOSPITALIZED IN 

2 2 2 1 

* MVA = Motor Vehicle Accident 

** MCA = Motorcycle Accident 

CTl cn 
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Table 2. Profile of Functional Abilities 

INFORMANTS Music Man Coach Sparky Ace 

PHYSIOLOGIC ALTERATION Complete C5 Quadriplegia Incomplete L2 Paraplegia Complete Til Paraplegia Incomplete C4 Quadriplegia 

TIME: INJURY TO 
FIRST INTERVIEW 

221 Days 148 Days 69 Days 41 Days 

TIME: FIRST TO 
LAST INTERVIEW 

124 Days 133 Days 145 Days 50 Days 

FUNCTIONAL ABILITIES: At First 
Interview 

At Last 
Interview 

At First 
Interview 

At Last 
Interview 

At First 
Interview 

At Last 
Interview 

At First 
Interview 

At Last 
Interview 

HAS LIVE-IN ATTENDANT? Yes Yes No No Yes No Yes Yes 

LIVING AREA MODIFIED? Extensive Extensive Moderate Moderate Minimal Minimal Hospital Hospital 

FULL MOTION OF NECK? No No Yes Yes Yes Yes No No 

SHOULDER STRENGTH 
AND MOBILITY? 

Very 
Limited 

Very 
Limited 

Excellent Excellent Good Good Minimal Poor 

HAND STRENGTH 
AND DEXTERITY? 

None None Good Excellent Good Good Minimal Poor 

REACH? Very 
Limited 

Very 
Limited 

Full Full Full Full None Very 
Limited 

LEG STRENGTH? None None Poor Poor None None Minimal Poor 

STANDS AND SUPPORTS WEIGHT? No No No With Braces No No No L1mited 

TRANSFERS ALONE? No No Yes Yes Yes Yes No Assists 

BATHES SELF ALONE? No No Yes Yes Yes Yes No Assists 

CAN PREPARE OWN MEALS? No No Yes Yes Yes Yes No No 

FEEDS SELF? With 
Splint 

With 
Splint 

Yes Yes Yes Yes No With 
Splint 

CT> 



Table 2. Continued 

DRESSES SELF? 

Music Man Coach Sparky Ace 

DRESSES SELF? 

At First 
Interview 

At Last 
Interview 

At First 
Interview 

At Last 
Interview 

At First 
Interview 

At Last 
Interview 

At First 
Interview 

At Last 
Interview 

DRESSES SELF? No No Yes Yes Yes Yes No No 

PUSHES OWN CHAIR? With 
Effort 

With 
Effort 

Yes Yes Yes Yes No No 

TOILETING/CATH CARE? Needs 
Assist 

Needs 
Assist 

Independ
ent 

Independ
ent 

Independ
ent 

Independ
ent 

Needs Full 
Assist 

Needs 
Partial Assist 

USES PHONE 
WITHOUT ASSIST? 

No With 
Adaptations 

Yes Yes Yes Yes No No 

SORTS CARDS 
WITHOUT ASSIST? 

No No Yes Yes Yes Yes No No 

CAN OPERATE 
TV ALONE? 

No With 
Adaptations 

Yes Yes Yes Yes No No 

DRIVES AUTOMOBILE? No No Yes Yes No No No No 

cn 
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Music Man 

Music Man was a pleasant, alert 21 year old unmarried Caucasian 

man first interviewed in his hospital room 221 days after his injury. 

He professed to be "not religious" and claimed no religious affiliation. 

He had completed 12 years of formal education and had been a restaurant 

worker and automobile tire salesman, and had worked with a band as 

a nightclub bouncer, but had been unable to find a full-time job. 

He described himself as "a big boy" prior to his injury, weighing 230 

pounds at six foot tall, and able to bench 350 pounds. In speaking 

of his lifestyle before being injured he said, "I always pushed it 

to the limit. I mean I rode my motorcycle and went real fast." He 

was hypertensive and attributed this to his lifestyle and his high 

salt and beer intake saying, "I had reason to have high blood pressure", 

and "I was headed for a stroke anyways". 

Music had always played a large part in Music Man's life. He 

said it was one of the things that kept him going after his injury. 

"If I didn't have that, I'd go nuts", he said. Other important factors 

for him were the support of and visits from family and friends. 

Music Man sustained a transection of his spinal cord at the 

level of the fifth cervical segment when the four wheel drive pickup 

truck he was driving off-road rolled over. A friend with him at the 

time was uninjured except for a laceration to his forehead. Music 

Man never lost consciousness during or after the accident and knew 

immediately that something was very wrong because of his inability 

to move or feel his legs. He was transported to Cactus Valley Hospital 



where surgery was performed and he was placed in halo traction. He 

had permanently lost all motor and sensory function below the level 

of his injury. 

Music Man spent approximately three weeks in ICU and one week 

on a neurosurgical unit at Cactus Valley before being transferred to 

Mountain View Medical Center where the interviews for this study com

menced approximately six and one half months later. Vigorous physical 

and occupational therapies were initiated at Mountain View. His condi- -

tion was complicated by considerable respiratory problems which resolved 

with treatment in about two months. His "uncomfortable" halo traction 

was maintained for four and one half months post injury. 

When Music Man first arrived at Mountain View he was unable 

to sit in a wheelchair or carry on any activities of daily living. 

By the time he was first interviewed he was able to sit in his manual 

wheelchair for long periods of time, and could push it slowly with 

effort. His neck motion was limited. He had very limited shoulder 

strength and mobility and reaching ability. He was, however, able 

to feed himself with the aid of tenodesis hand and wrist splints. 

He had no motor or sensory function in his legs, could not stand, sup

port his weight, or transfer alone. He required an attendant to bathe 

him, prepare his meals, dress him, help him with toileting and catheter 

care, and assist him in using a telephone. He could use the television 

in his room if the bedside controls were within his reach. He was 

unable to sort cards without assistance. Music Man could not drive 

an automobile and later relied on subsidized public transportation 

for the handicapped to get around. 
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It took 124 days to complete the interview process with Music 

Man. At its conclusion his functional abilities had not changed greatly 

except that his overall strength and stamina had improved somewhat 

with continued physical and occupational therapies. The greatest change 

that was evident during that time was his move from the hospital, 

approximately 235 days after his injury, to extensively adapted housing 

for the handicapped. The telephone and television in his new home 

were adapted for his independent use. In this apartment, Music Man 

also enjoyed a greatly expanded personal living area and freedom, where 

his belongings could be arranged for his primary convenience, rather 

than for the convenience of those caring for him, and where his life

style was less restricted. 

Due to his functional limitations Music Man required an attend

ant available to him 24 hours a day. After leaving the hospital this 

role was assumed by a relative, but this arrangement was intended to 

be temporary until a permanent paid attendant could be secured. 

It should be noted that during the interviews with Music Man 

he frequently responded to questions by stating that he had blocked 

much of what he experienced because of its unpleasant or painful nature. 

Despite this he contributed a wealth of valuable information and it 

appeared to me that most of what he could not respond to involved very 

specific details that overall did not detract from the value of his 

responses. 
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Coach 

Coach was a friendly, industrious, 22 year old unmarried man 

of Mexican-American heritage who stated christian religious affiliation. 

His religion was very important to him as evidenced by his strong be

liefs and trust in God. Coach had completed 12 years of formal education 

and had had training as a solderer. He was a truck driver at the time 

he sustained a herniated nucleus pulposus (HNP, or "slipped disc") 

on the job. A laminectomy was performed but immediate complications 

after that surgery resulted in a loss of spinal cord function and 

necessitated a second operation, which was delayed for several days. 

Despite this surgery, Coach had sustained permanent cord damage between 

the second and third lumbar vertebrae and remained an incomplete para

plegic. Several weeks later a third operation was performed to fuse 

his lumbar spine. Soon after that he was transferred from Cactus Valley 

Hospital to Mountain View Medical Center for rehabilitation. Though 

he spent no time in ICU at Cactus Valley, he did receive intensive 

nursing care on a specialized neurosurgical unit there. The total 

length of his hospitalization was 125 days. 

Prior to becoming paraplegic Coach had been very active ath

letically. He played football, ran, went hunting, fishing, hiking, 

and had coached youth football for three years. He found this last 

activity especially rewarding. 

Coach was first interviewed in his home 143 days after his 

first surgery. His apartment had been modified to an extent that he 

was able to live alone and carry out his activities of daily living 

with a great deal of independence. He placed a high priority on keeping 



72 

physically fit and conscientiously engaged in his own schedule of vigor

ous physical therapy by working out in a local gym and swimming whenever 

possible. When first interviewed he had full motion of his neck and 

upper body with good shoulder and hand strength and manual dexterity. 

His reach was unimpeded. He had minimal leg strength with some motion 

in his legs, much of it reflex in nature. He could not stand or support 

his own weight but was adept at transferring in and out of his wheel

chair. He carried out his bathing and toileting needs independently, 

prepared his own meals, fed himself, and dressed without assistance. 

He was able to push his manual wheelchair without difficulty. His 

appliances and telephone were within reach and required no adaptations 

for use. Coach was able to drive his own truck with adaptations and 

as such enjoyed more freedom to travel than any of the other informants. 

His vehicle was equipped with a Citizen's Band radio so that he could 

get assistance if he needed it. Some of the activities mentioned above 

were not carried out without difficulty and in general required more 

time and planning than they had before Coach became paraplegic. Because 

of these demands, Coach found that his life had become less spontaneous 

and much more regimented. 

In the interval between the first interview and the last one 

133 days later, Coach had become stronger with continued exercise and 

activity. A big change for Coach in that time was his ability to stand 

and walk with crutches and reciprocal braces. He had looked forward 

to this with great anticipation and worked hard to master the coordin

ation and balance necessary to achieve this capability. While the 

braces did not free him completely from his wheelchair, they increased 



73 

his comfort, extended the height of his reach and view, and allowed 

him to look at others "eye to eye", rather than being looked down upon. 

One of the most disturbing problems Coach had to deal with 

was nearly constant pain in his back and legs of variable intensity 

and character. He typified this pain as being "just like slow torture", 

without predictable pattern; something he felt he had no control over. 

At times he felt he couldn't deal with the pain he experienced and 

was angered by the extent to which it altered and influenced his life. 

At best, pain medication only helped him to relax while he waited for 

the pain to run its course. 

Coach's philosophy differed from that of Music Man in that 

he preferred to talk about his painful experiences, rather than block 

them out, and believed this helped him to deal with them. 

Coach's general goals for the future included getting stronger, 

mastering the use of his braces, and returning to work in a non-

sedentary job. He hoped to resume his coaching activities and to some

day marry and raise a family. 

Sparky 

Sparky was an amiable, talkative 22 year old unmarried caucasian 

male who gave his religious affiliation as Episcopalian, but denied 

being a churchgoer. Prior to his injury he had been a journeyman 

electrician working in construction and a university student seeking 

a bachelor's degree in electrical engineering. He had completed 14 

years of formal education. 



Sparky was injured when he rode his off-track motorcycle over 

a cliff-like embankment dug into what had formerly been a popular motor

cycle trail. The construction company that had recently created this 

alteration was alleged to have failed to mark the change or indicate 

its danger. The accident resulted in fractures and complete cord trans-

sections at the levels of Sparky's 11th thoracic and third lumbar 

vertebrae. He was taken to Cactus Valley Hospital and six days later 

was operated on for placement of an internal fixation rod to stabilize 

his spine, and spent a week in an Intensive Care Unit. Following his 

surgery, Sparky complained of sharp unremitting pain at one distinct 

spot over his spine. Despite reassurances that nothing was wrong, 

he persisted in his complaints and was quickly labelled a problem 

patient, a complainer, and uncooperative. Sparky said his pain was 

denied by the staff and doctors and that he was told it existed only 

in his imagination and/or was a manifestation of depression. Sparky 

stated that the staff discouraged his parents from visiting him in 

the belief that their visits exacerbated his complaints. 

Five weeks after entering Cactus Valley Hospital Sparky was 

transferred to Mountain View Medical Center for rehabilitation. He 

persisted in his complaints of sharp pain in his back and found that 

this pain limited the progress he made in physical therapy. He believed 

that his complaints were still not being responded to. About two weeks 

after his transfer to Mountain View Sparky had occasion to examine 

his spinal X-rays and found a long uncrimped wire that seemed to con

trast with the other wires holding his fixation device in place. With 

the help of a relative he attempted to correlate the wire's location 
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with his pain and found they appeared to be closely linked. When Sparky 

was unable to impress his physicians with this observation, he called 

in a surgeon from another hospital and the wire was removed. This 

resulted in immediate and permanent relief of the sharp pain he had 

experienced and Sparky described his progress as "miraculous" after 

that time. He was discharged home two weeks later and continued physi

cal therapy as an outpatient. 

Sparky was the most animated and verbose of the informants, 

with a quick and sometimes.caustic wit. His experience left him angry 

and distrustful of his physicians, nursing staff, and therapists. 

He was particularly outraged that one of his physicians who had not 

responded to his complaints of pain "took credit" for discovering and 

removing the source of that pain. What Sparky came to trust above 

all else were his own gut feelings about what he did or did not need 

and what was best for him. He felt his recovery and well-being were 

totally up to him and he was determined to do all he could to strengthen 

and maintain function, enhance his capabilities, and search for a 

possible cure for his condition. 

Sparky was first interviewed at his home where he lived with 

his parents and enjoyed frequent visits from his friends. At that 

time he had been out of the hospital one day and 69 days had elapsed 

since his injury. Adaptations in his home were limited mainly to wheel

chair ramps and bathing assist devices. Motion in his neck, arms, 

hands, and upper chest were unaffected by his injury and he had good 

strength in these areas as well as good manual dexterity. He had no 

strength or sensation in his legs and was unable to stand and support 



his weight. He transferred in and out of his wheelchair alone and 

was capable of bathing, dressing, eating, and taking care of his toilet

ing needs independently. He pushed his manual wheelchair rapidly and 

negotiated obstacles with skill. He carried a portable phone with 

him and could operate his television without difficulty. He was unable 

to drive, as his car had not yet been adapted for his use. He experi

enced dull back pain and fatigue periodically from sitting up for too 

long. 

At the end of the interview process 145 days later, Sparky 

had gained some strength and stamina through continued physical therapy 

and the use of homemade exercise devices of his own design. He had 

spent some time living alone when his parents were away vacationing. 

Otherwise, his functional capabilities were essentially unchanged. 

Sparky's goals for the future included being able to drive 

an adapted automobile, acquiring and mastering the use of reciprocal 

braces, continuing his education, and becoming employed. Much of his 

attention was directed towards a search for a cure for his condition 

through the use of mechanical or electrical devices that could bypass 

the injured areas of his spinal cord and restore the motor and sensory 

function he had lost. This goal was a large factor in his determination 

to exercise and minimize the degenerative effects of his injuries. 

Ace 

Ace was a 42 year old, family oriented, married man of Mexican 

and American Indian heritage, with seven children, ages 10 to 18. Two 

of Ace's daughters gave birth to his first grandchildren while he was 
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hospitalized. Ace was a "strong" Catholic and derived much comfort 

from his religion. He was the most reserved of the informants. Quietly 

dignified and friendly, he was conscientious in his role as "teacher", 

describing some of his life on the Indian reservation and his experience 

since his accident. 

Ace had completed 12 years of formal education and had received 

training as a communications specialist when he was in the Army. Before 

his accident he was a laborer and community health representative. 

He was injured when he fell from the rear of a moving pickup truck 

after drinking heavily at a community social function. Several hours 

transpired before he was found and taken to the Indian Hospital for 

emergency care. He had sustained a fracture and cord contusion at 

the level of the fourth cervical vertebra resulting in incomplete quad-

riplegia. He was flown within hours to Mountain View Medical Center 

where he was placed in a halo traction fixation device and spent two 

days in ICU. At the time of his injury Ace had no motor function and 

his sensation was limited to some pain at and below the level of his 

lesion. 

All interviews with Ace were conducted on the nursing care 

unit at Mountain View Medical Center. The first took place 41 days 

after his accident. He was still in halo traction and required almost 

complete care. He had no mobility in his neck or hands and only some 

gross movements in his arms and legs. He could not turn alone, stand, 

or transfer into bed or wheelchair without complete assistance. He 

wore tenodesis hand and wrist splints but still required assistance 

in eating. Nursing staff were required to bathe and dress him, and 



to assist him with toileting. He could not reach or use the telephone 

or control his television. He required frequent turning and was very 

limited in his tolerance for sitting up in a wheelchair. 

Of all the informants, Ace made the most impressive progress 

observable during the course of the interview process. At the last 

interview, 91 days after his injury, his halo traction device had been 

removed and he wore a soft neck collar. He tolerated being up in his 

wheelchair much longer and had greater control over his arm and shoulder 

muscles, although they remained weak. Even with his wrist and hand 

splints, his manual dexterity was poor. He could not sort cards 

independently but was able to feed himself after his tray was set up. 

He could bear his awn weight when assisted to stand and transferred 

out of bed and into his chair with some support and guidance. He could 

use a urinal without assistance as long as it was placed within reach. 

This was also true of his television controls. He still could not 

reach or use the telephone without help and was still unable to push 

his manual wheelchair with or without assistance. 

Ace diligently participated in physical and occupational thera

pies. He delighted in practicing his exercises on his own and then 

surprising his caretakers with his unexpected achievements. 

Ace planned to be transferred to the Indian Hospital near his 

home and in fact this did occur shortly after our last interview. 

He expected to stay there for therapy until he was well enough to return 

home to the care of his family. While the improvements he showed at 

Mountain View were dramatic, he believed that he would be left with 
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some permanent disability that would restrict him from resuming many 

of his former activities and employment. 

Ace had been drinking alcohol since he was 12 years old and 

volunteered that drinking had been responsible for his accident. He 

was determined to quit drinking and perhaps become a counselor at the 

Halfway House in his community. His intention was not to dictate to 

others, but to relate to them by example and candor what can happen 

as a result of drinking. He was particularly concerned about the 

younger men of his community and was alarmed not only by the drinking 

that occurred among them but by the rising incidence of illicit drug 

use as well. He wanted them to take pause and look at themselves, 

their families, and everyone else who would be affected were they to 

suffer tragic consequences as a result of their behavior. 

As can be seen from Table 2 and the accompanying text, the 

extent of the functional impairment of the informants was clearly 

related to the level of their injuries. The improvements in functional 

disability are related to the nature of the injury and seem also to 

be related to the length of time elapsed since injury and the acquisi

tion of adaptive devices to assist in the activities of daily living. 

That is, the greatest strides in functional improvement occurred in 

the earliest phases of rehabilitation and many later improvements hinged 

on the use and mastery of assistive devices. 
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Domains of Meaning 

Using ethnographic interviews, domains of meaning representing 

the informants' views of their experiences with spinal cord injury 

were confirmed. Except where noted; the domains include data contrib

uted by all of the informants. 

The following domains of meaning were identified: 

1. Caretaking Measures by Health Care Professionals. 

2. Ways I Care for Myself. 

3. Things Others Do to Help Me. 

4. Changes in Activities Because of Injury. 

5. Features of Pain and Discomfort. 

6. Things That Frustrate, Irritate, or Tire Me. 

7. Characteristics of a Day. 

8. Kinds of Fears and Worries. 

9. How Others Treat People in a Wheelchair. 

10. Things That Make Recovery More Difficult. 

11. Contrasts Among Informants of What to Want and Hope for 

According to Time Since Injury. 

12. Informants' Recommendations for Nurses Working with SCI 

Patients. 

Caretaking Measures by Health 
Care Professionals (Figure 2) 

Coach, Sparky and Ace all mentioned physical measures taken 

by their nurses in caring for them. Coach mentioned only skin care, 

turning and bathing done by the nurses, but believed they were of great 

importance in preventing bedsores and promoting his comfort. Being 



Prevent bedsores 
Turn me every two hours 

Prevent bedsores Rub my back 
Get me uo in a chair 

Physical measures 
(jeld me eat 

Physical measures Help me dress 
Batne/shower me 
Use sterile measures when they should 
Take special care 

Relax the rules Let me have a VCR in my room Relax the rules Bend the rules for visitors 

Prepare me before things are done to me Shots Prepare me before things are done to me Surgery 
THINGS Keep me informed about what's qoing on 

Listen to me 
NURSES Non-physical measures Give me the benefit of the doubt about my oain 

Are dependable 
DO Are friendly 

Spend a little time with me 
Talk with me 
Hake friends 

Help keep my morale up Are nice if I'm nice 
Joke with me 
Visit when they're assigned elsewhere 

Take soecial care 

Educate me About "meds" Educate me About how much to drink 
Educate my family 

"Ranqe" me 

Help me gain 
strength and 
coordination 

Push bicycle pedals with my hands Help me gain 
strength and 
coordination 

Help me exercise Stretch limb muscles 
Help me gain 
strength and 
coordination Loosen up my muscles 

Help me gain 
strength and 
coordination 

Apply heat before exercise 
To sit up 

To balance Slttlna up To balance Rolling on mat 

To stand On tilt table 
Help me learn 
functional things 

To stand Between parallel bars 
THINGS 

Help me learn 
functional things To stack blocks 
Help me learn 
functional things 

To learn coordirstion 
To paint 

.PT/OT To learn coordirstion To type 
To write 

00 To make my own slidina board 
To try to cook 

To learn to do for myself To writ* To learn to do for myself To type 
To transfer 1n and out of chair 

Provided adaptive devices Tenodesis hand and wrist splints Provided adaptive devices Ratchet splint for writing 
Educate ma and my faulty about moving and exercise 
Give me challenges ! can meet 
Joke with me 

Figure 2, Caretalring Measures by Health Care Professionals 
00 



taught to wash himself so that he could manage that independently at 

home was also valuable to him. Sparky felt that the most important 

thing some nurses did in caring for him physically was to prevent blad

der complications by strict adherence to sterile technique when 

catheterizing him. "You know", he said, "that's a tricky situation, 

considering that if any foreign germ gets inside your bladder you could 

come down with either bladder stones, bladder diseases, bladder infect

ions, that could set you up with bladder trouble for the rest of your 

life, and you're not in the hospital to collect little diseases here 

and there." He said some nurses used very good sterile technique, 

while others did not. Coach and Sparky said that the nurses who worked 

to help prevent skin and bladder complications did so by taking "special 

care". 

Ace related several things the nurses did for him physically. 

They helped him to eat and dress, they bathed or showered him, and 

got him up in a chair. He particularly enjoyed his first shower after 

months of bed baths. "A fresh shower without the brace ...you'd be 

surprised how good that feels. Soon as they put me to bed ...I laid 

back and before I knew it, I went to sleep. They let me sleep for 

one hour or one hour and a half. When I woke up I felt good! To shower, 

ever since I learned to balance myself in sitting up, I asked if they 

can give me the wheelchair and sit up. It's better." When the nurses 

transfer him from bed into a chair, they teach him to help himself 

also. "I ask them to put my feet flat on the floor and (I) push me 

to standing upon my own. My left leg is stronger than my right. The 
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right is kind of slow but now they get it to move my toes on the right, 

and muscle coordination in the toes and thighs, and educate me to move 

up and down right, now." 

All of the informants related actions taken by nurses in caring 

for them that were not directly related to their physical care, and 

these measures seemed to make a greater impression on them than physical 

measures. Music Man spoke of the friendliness of the nursing staff 

and, in this context, the flexibility of "the hospital" in "keeping" 

him until handicapped housing became available to him. "The hospital 

helped a lot", he said, "They kept me here longer than I actually had 

to stay ...It was real good because I needed the therapy and every 

day that I stayed here, it helped." 

Sparky felt that the nurses were helpful in "allowing" him 

to have a video cassette recorder in his room and in relaxing the rules 

regarding visitors. One gets the feeling, however, that a failure 

to get the nurses' approval in these matters wouldn't have made much 

difference to Sparky. "They could have put a situation where I couldn't 

have a video. One thousand bucks a day and I can't have a video in 

my room?! Actually, they were receptive, they let me have a video 

in my room." Also, "They sure did (relax the visiting rules) for me. 

I relaxed. There was no problem. But at a thousand bucks a day, you're 

damn right I can have someone sleep in a chair next to mine." 

Coach valued being prepared by his nurses before procedures 

were performed on him and spoke specifically of the explanations given 

him before shots were administered or before he was taken to surgery. 

He found this preparation essential and said that one of the worst 
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things about his hospital experience was when a nurse inserted a rectal 

suppository in him at 4:30 in the morning while he was asleep. He 

felt this was completely unnecessary and was done only "because they 

wanted to get it over with". Another important function carried out 

by the nurses caring for Coach was regularly keeping him informed about 

"what was going on". Coach regarded this aspect of his care as separate 

and distinct from the immediate preparation given to him before pro

cedures were performed. 

Coach, Sparky, and Ace also discussed the importance of being 

listened to by their nurses. Each said there were many nurses who 

did listen to them, but this subject was focused on in much greater 

depth in the context of what it meant to them not to be listened to. 

Sparky found that one positive thing the nurses did was to 

give him the benefit of the doubt about his pain, but said that this 

attitude was short-lived and was replaced with a lack of responsiveness 

that made things very difficult for him later. At first, he said, 

his complaints were "compassionately responded to". He continued, 

"They (nurses) all figured I got pain back there, and they gave me 

the benefit of the doubt, you know, 'The pain's back there, yeah, you 

got a pain. And it could be caused by something.1 But the pain ain't 

going away." That was when he began to suffer from being labelled 

a "problem" or "uncooperative" patient. The importance of "not being 

listened to", and Sparky's feelings about the way his problem with 

pain was responded to, are included in and expanded on in later domains. 
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Coach, Sparky, and Ace all spoke of the friendly efforts their 

nurses made in keeping their morale up. The nurses spent time with 

them, talked and joked with them, and returned from other parts of 

the hospital to visit them. Being visited by former caregivers was 

especially comforting to Sparky and Coach. Sparky said, 

They'd (nurses) stop by in the morning, stop 
by at night, from different parts of the 
hospital, you know. For instance, when I 
came into the Emergency Room, I had people 
come up and see me a few days after that, 
and I didn't know who they were. They came 
in and said, 'Oh, I just wanted to stop by 
and see how you were feeling. I was in the 
Emergency Room when you came in.' It's like 
(they're) trying to help, you know - like 
someone came all the way from a different 
part of the hospital to see if I was doing 
all right...to show, 'we're right here helping 
out from the beginning'... It made me feel 
really good. You know, it makes you feel 
like, 'God, please, someone's out there 
thinking about me1. 

Sparky also reflected on his own role in being friendly with 

the nurses, and the benefits he gained or lost through his actions. 

Saying the things the nurses did to help 
was a lot of my own personal attitude. Now, 
if I was a real pain in the butt, they'd 
probably do nothing and very little would 
get done. And if I was really nice, they'd 
be real nice and receptive. For instance, 
I was real nice throughout the majority of 
the time I was in the hospital, although 
probably one or two hours I wasn't nice. 
And under those conditions, the nurses seemed 
to do a lot more for me. I set myself up 
for it. I was real nice to everyone, all 
the nurses, except for maybe one or two I 
had real problems with. And other than that, 
they usually done a lot for me. 



All of the informants spoke of the "special care" nurses took 

with them. Ace, Coach, and Sparky believed, too, that dependability 

on the part of their nurses was an important caretaking measure. Coach 

said, "If I needed something, they were usually there". Like "being 

listened to", and "being given the benefit of the doubt about pain", 

the topic of "dependability" was elaborated on more fully when the 

informants spoke later of the difficulty they encountered when people 

were not dependable. 

Aside from Coach's remarks about being taught to wash himself, 

Ace was the only informant who mentioned specifically the measures 

taken to educate him and his family by his nurses. He said they taught 

him about his "meds" and about the importance of assuring an adequate 

oral fluid intake. He placed particular emphasis on the value of the 

education of his wife and family regarding his physical care. This, 

he said, was the most important caretaking measure for "getting home". 

Overall, Coach and Sparky focused most on caretaking measures 

taken by nurses, rather than those taken by physical or occupational 

therapists. In fact, most of what Sparky had to say about physical 

therapy was in a negative sense and was placed in a different domain. 

In contrast, Music Man and Ace spoke most about caretaking measures 

taken by physical and occupational therapists. Perhaps this reflected 

the increased quantity of time and energy spent in physical and occu

pational therapies (PT and OT) necessitated by their cervical injuries 

and greater functional impairment. 



Music Man and Ace stressed that OT concerned itself most with 

the restoration of functional abilities and coordination, whereas PT 

concerned itself most with exercise and strengthening. As Music Man 

said, "It's (OT) all oriented to getting you able to make use of what 

you've got." Coach said that PT helped him by applying heat and loosen

ing, stretching, and exercising his muscles. They also put him on 

a tilt table, helped him to stand and balance, to transfer in and out 

of his wheelchair, and to learn to do for himself. Music Man and Ace 

were helped additionally by PT in learning to sit up and to balance 

while sitting or rolling on a mat. Ace also stood, and eventually took 

tentative steps between the parallel bars. Music Man called the exer

cising of his limbs "ranging". 

Music Man and Ace were the only informants who received occupa

tional therapy in learning coordination and functional tasks. Both 

were taught to type and to write using tenodesis and ratchet splints 

as adaptive devices. Music Man also mentioned stacking blocks, painting, 

and finishing his own sliding board as measures which helped him learn 

coordination. OT also helped him to try to learn to cook. Again, 

Ace spoke of valuable teaching given to him and his family regarding 

moving and exercising. He also mentioned the importance of being given 

challenges he could meet, giving him hope, and joking with him. 

"According to my PT and OT helpers, they're pretty sure I'll come 

through (the paralysis) completely", he said. Also, "Meeting challenges 

successfully made me feel ready for more. That success was the most 

satisfying thing to accomplish." In addition, he said that sitting 

up and balancing were the most difficult things he had to do. "Sitting 



up, balancing myself, it was hard for me for awhile. I used to sit 

up maybe, say ten seconds, fifteen seconds. Now I can go up to three 

minutes." Speaking of the tilt table, he added, "They let me tilt 

so much and then they want me to see if I can tilt back (alone) ...When 

I feel like I'm going to fall back, they tell me to go forward. And 

if I go forward, that helps. It's hard ...They say 'not to worry, 

buddy, we won't let you fall.' Many times it felt like I was going 

to go head first." Ace observed that OT and PT test your mental health 

and thinking, as well as physical progress. He also noted that joking 

and being joked with by PT and OT staff "is a morale builder for both 

the therapist and the patient." "In that way", he said, "we help each 

other." Humor was also evident in Music Man's nicknames for PT. He 

called it "Frankenstein's Laboratory", "physical torture", and "pain 

and torture." He said that even the therapists called PT "pain and 

torture". 

It is interesting to note that when asked what people did to 

help them or care for them in the hospital, none of the informants 

mentioned anything their doctors had done for them. In fact, none 

of the informants mentioned their physicians at all except to mention 

peripherally something they were told by their doctors or, more direct

ly, to speak of them in a negative context. 

Ways I Care For 
Myself (Figure 3) 

All of the informants spoke of the continuing pain and discom

fort associated with their injuries, but only Music Man and Coach 

specifically identified "trying to be comfortable" as ways in which 
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they took care of themselves. Most remarks about the informants' 

comfort were deemed by them to belong in the domain "Features of Pain 

and Discomfort" and are detailed in that discussion. 

Music Man identified three activities which increase his com

fort. These all involved getting out of his wheelchair so as to support 

his neck and included sitting in his recliner, lying down, and sleeping 

in his waterbed. He noted, "I just can't get comfortable in this 

freaking chair, I don't know why." In elaborating on this, he said, 

When am I most comfortable? In the waterbed, 
probably. And even at times I'm not comfort
able there because of being there too long. 
If I'm there a certain amount of time ...you 
kinda feel trapped sometimes when you're 
just there and you can't get up if you want 
to. The two places (I'm most comfortable) 
are the recliner and the waterbed. I think 
if I could lean back in this (wheelchair) 
I could get comfortable, but just sitting 
up all the time, your neck kinda falls for
ward. I need to work on holding it back 
more, but it's not comfortable. 

Music Man and Coach also found that their waterbeds were especially 

helpful in that they reduced their requirements for, and simplified, 

turni ng. 

Coach stated the most important thing he tries to do to get 

comfortable is to try and reduce his pain. He does this by lying down, 

trying to relax, and taking pain pills when necessary. 

Other things informants did in taking care of themselves 

included actions to ensure their physical well being, such as learning 

to bathe, avoiding pain medication, working out a schedule for bowel 

training, adapting their homes, "demanding proper treatment", and doing 
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research on paraplegia. Learning to wash himself was important for 

Coach in allowing him to live alone independently. Music Man and Coach 

both accomplished this by removing the threshold lips off of their 

shower entrances so they could roll their chairs directly into the 

shower. Coach and Sparky both mentioned bowel training as an important 

self-care requirement. In addition, Sparky believed that avoiding 

taking pain medication was one important way he took care of himself. 

This, he said, was especially applicable during his hospital stay, 

after he had received postoperative morphine. "I'll tell you", he 

said, "I've stayed so far away from it that I'd walk a mile out of 

my way just to stay away from it." 

All of the informants lived in environments adapted to compen

sate for their physical limitations. Ace remained in the hospital 

for the entire interview period and believed that the only adaptation 

that would be necessary at his home was to have the doorways widened. 

When asked about how he would get into the bathroom to bathe, he said 

he expected to take sponge baths. In contrast, the other informants 

all had lived at home by the end of interview process and had adapted 

their homes to make it "easier to get around". Music Man lived in 

an apartment that was specially constructed to allow complete wheelchair 

access. It's design included extensive adaptations. There were no 

cabinets under the sink or countertops either in the kitchen or the 

bathroom. Electrical outlets and switches were at wheelchair height. 

His bathroom had a "roll in" shower, as did Coach's. 

Coach's home had been adapted for his independent use, though 

not as. extensively as that of Music Man. His couch and kitchen table 
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had both been elevated to simplify transferring and to give him clear

ance for his legs when he used the table. Wheelchair ramps were 

something he said he absolutely couldn't do without because they were 

required in order for him to get in and out of his apartment. Because 

of the difficulty in reaching behind his wheelchair to close a door 

behind him, he had placed an extra door handle by the hinge side of 

the door. This made closing the door a much easier task. Lowering 

high cabinets to wheelchair level made reaching for stored items less 

difficult, but Coach felt that removing the lower cabinets would not 

be particularly helpful to him. 

Sparky spoke of "adventuring into a world of new gadgets". 

He said, "I never really realized exactly how handy a cordless telephone 

could possibly be, or a (special) light." He also found a lightweight 

radio and headphones helped to keep him mentally occupied; something 

that helped him in fighting depression and keeping him from feeling 

"burned out". 

Music Man said that all of the different types of call buttons 

and remote television controls he used in the hospital were difficult 

for him to push. He was unable to use his hands to use any of the 

hospital controls. Those he was successful in using could only be 

operated by pushing them with his chin. Some controls were impossible 

for him to use. 

Coach brought up the subject of wheelchair maneuvering room, 

saying how difficult it was to get around in his parents' small house. 

He stressed the importance of clearing floor space of unnecessary 
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objects and furniture so as to have plenty of room to turn or approach 

items he wished to reach. 

Judging by Sparky's remarks, it was evident that the most impor

tant ways in which he cared for himself were to take charge of his 

medical care and to do research on paraplegia in hopes of finding or 

devising a cure for his condition. Of tantamount importance to him 

were the necessities of diagnosing his own problem, calling another 

surgeon in, and being outspoken about his health care needs. His hos

pital experience was clearly a determining factor in the development 

of these beliefs and was illustrated repeatedly by his remarks through

out the interview process. Some of those remarks include: "When first 

going into the hospital I had thought, you know, 'Gee, these people 

have got to know what they're doing'. ...You do trust them." Sparky 

thought this trust can be an important aid to recovery. He continued, 

"Within three days (of the first) operation, I went so gung ho about 

recovering. I was going to make this the world's fastest recovery 

time ... After about the fourth or fifth day (postop) the pain started 

getting so excruciating that almost a minor bit of movement was 

extremely painful." In PT he would work through the pain. "(I would) 

jump on the mat and roll over, thinking, 'Oh, it will get better, don't 

worry about it. Just keep listening to the therapist'." Later he 

said, "I was in the hospital four weeks (and had) to diagnose my own 

problem, and it was in the front of their eyes. It wasn't a problem 

that (took) any medical expertise. It just (took) looking at an 

X-ray to say, 'Hey, there's a wire sticking out here'." He thought, 

"Well, I just can't believe that this is not the problem here and so 
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I'm going to have to get a surgeon in from (another hospital) to come 

over to look at me." After the surgery to remove the offending wire, 

Sparky said, "The surgeon kept coming back to see me for seven days, 

pushing that exact same spot to see if the pain was ever going to come 

back, and the pain didn't come back. I think within a week after the 

stitches were taken out, I was out of the hospital." 

Sparky also addressed the loss of his faith and trust in his 

health care providers directly. He said, "After I found the problem 

in my back, I was fed up enough to say, 'I don't believe a damn word 

from one of you'. It's not that I don't believe it, but I'll...think 

about what it has to offer me and build on it myself." From then on, 

Sparky believed his welfare was in his own hands. "After knowing the 

...therapists and the doctors didn't know what...they were talking 

about, (I decided) it was strictly up to myself as to whether or not 

I made it out of the hospital. All the therapy, the schedules, my 

catheterization time, my bowel training, all that was strictly left 

up to my own times." 

Aside from "playing (his) part in the challenge of life", 

another factor Sparky believed helped him to recover was his "research 

on paraplegia". He planned to investigate reports of remote control 

intra-abdominal electrical devices to regulate bladder function and 

computer coordinated electrical stimulation of paralyzed limb muscles 

to restore some measure of function to them. He also regarded this 

research as a trial and error experiment, "from health food to electri

cal stimulation", to see what worked for him. All of these investigative 

measures were expressions of his hope that "something can be done." 
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All of the informants took care of themselves by engaging in 

activities designed to maintain and improve their muscle strength. 

Music Man and Coach received therapy as outpatients at the time of 

the interviews. Ace received it as an inpatient, and Sparky did most 

of his physical therapy independently at home. Sparky built himself 

a universal gym, using a system of weights and springs to work on 

his upper body muscles. In addition, he devised a system to passively 

exercise the muscles of his legs in an attempt to minimize their degen

eration. This was essential, he thought, so that his legs would be 

ready if a method of electrical stimulation could be found to bypass 

his severed spinal cord. 

Coach went to a private physical therapist who assisted him 

in exercising and taught him to use the reciprocal braces as aids to 

ambulation. In addition to his clinical physical therapy, Coach worked 

on his upper body strength by lifting weights and swimming at his old 

high school. Coach believed, too, that cleaning his home, doing dishes, 

and crawling in his apartment all helped him to maintain and improve 

his strength. He also spoke of the mental benefits of the weightlifting 

he did. He said, "Lucky I have this weightlifting. I get alot of 

my aggressions and frustrations out." As much as weightlifting helped 

in this regard, Coach said it often wasn't entirely adequate. He 

elaborated, "But still, you get that time, you know, where you just 

got to get it all out. And it'll take me one (whole) day to just to 

get everything out." 

Music Man believed that the main thing that contributed to 

maintaining and improving his strength was pushing his own chair around. 
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This was difficult but very important to him, and he said that it was 

also the "best thing" he'd been able to do on his own. "Pushing my 

chair around is part of what has gotten me to where I am", he said. 

"One of the first things was to push across the hall. That (five feet) 

was a long way for me, then. That was probably two or three weeks 

after I had gotten into the chair. When I first got into the chair, 

I tried moving the chair and it was nothing. I could shake the chair 

a little bit, but that was about it." 

All of the informants related that they exercised more than 

they were asked to by their health care providers in order to push 

themselves to their best ability. Ace found particular satisfaction 

in these accomplishments. He stated, "I can hardly move in bed, but 

I keep on exercising and try to do everything on my own. I'm working 

myself. I accomplish so much here, and I'm surprising these people. 

They only tell me to do ten (exercise repetitions) at a time. Sometimes 

I do 15, but I don't tell. There's no one there counting and I just 

keep going. I'm mostly on my own. I push myself." He also asked 

for additional weights to be added to his exercise devices. Later, 

he said, "I wanted to stand up, and then when they brought this tilt 

table, they stood me to 40 degrees... and I wanted to see for my own 

self if I can make it another ten degrees straighter. I stand up 75 

degrees now, ...with no hassle, for 20 minutes." 

Music Man and Ace had both worked hard to learn to balance 

and sit up. Ace said that this was very difficult at first but that 

it didn't take him very long to learn to control the balance necessary 

to sit up. 
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Coach and Ace both believed it was important to eat well and 

to watch their diets and liquid intake. Coach related how easy it 

had been when he was in high school to lose weight, especially because 

of his participation in sports. Since his injury he watches his weight 

carefully, adjusting for big meals one day by dieting for a few days 

afterwards and by increasing his activity to burn weight off. Music 

Man said that he needed to eat to keep his strength up, but added, 

"I think beer. ..puts weight on, but you don't eat as much, so it kind 

of keeps it even." 

Each informant related measures they took to care for their 

mental, emotional, or spiritual well-being. These included taking 

time out, having hobbies, keeping mentally occupied, and keeping a 

good attitude. 

Sparky recognized his need to "take time out" as essential 

to his well-being. "I'm getting out of here", he said, "I'm seriously 

thinking about taking off...to Florida or Hawaii within the next month 

or so." Sparky believed that would afford him an "adventure" that 

he felt he needed at that point. 

Coach considered his weightlifting activities to be a hobby 

as well as a necessity for maintaining and improving his strength. 

His other hobbies included indoor gardening and cleaning house (although 

he felt that housecleaning was the "least important" of his hobbies). 

These helped him pass time and avoid boredom. "I like to be active", 

he said, "so that I'll be so tired that I won't even think about any

thing (and can) sleep at night." 
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Like Coach, Sparky found it beneficial to think up things to 

do throughout the day in order to keep a "good attitude" and to keep 

himself "in good spirits". Keeping from "looking scrungy" and having 

an "organized mental plan for the day" were also important to Sparky. 

To get up and look scrungy, to me, makes 
me feel like I should just go back to bed. 
Unless I really get cleaned up, then it's 
just no use getting up and out of bed in 
the morning...I have a rapid procedure all 
day long; get as much accomplished as possible 
so I don't have to do it tomorrow. But crowd
ing (it all) into one day doesn't really 
give you relief for tomorrow...because 
tomorrow leaves the exact same thing. 

Music Man and Ace devoted many of their remarks to the import

ance of "pushing" themselves and doing things on their own so as to 

maintain a good attitude, with Ace adding comments about doing as many 

"self-care" things as he could. Music Man said, "I just keep trying 

to push myself real hard, to do a little better each time, and I know 

if you push yourself too far you can put yourself back, so I do try 

to watch that so I (don't) overdo it..." He continued, "The hardest 

thing is doing things on your own, but that's what I want to do the 

most. It's the most important... You've always got to keep on trying 

real hard." Music Man said that doing things on his own came later 

in his hospital stay, after his friends had helped to motivate him 

to try, and that being alone was also helpful in this regard. "Being 

(home) alone", he noted, "helps me more than...having somebody here 

with me, because I'll do more. I'll try to get things out of the 

fridge, and I'll change the TV, and I'll get the phone. I could just 

there, I have the patience to sit there, which was never my way before. 
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It's not good to just sit there." Music Man also said that another 

way he maintains a good attitude was to try to be friendly, even if 

others didn't reciprocate that friendliness. 

Ace believed that part of a good attitude involved a determi

nation to do things on his own. He said, "I just struggle and just 

do more, more exercise, whatever, to...overcome this pain and try to 

get on my own two feet." "Trying to do things a 'normal person' would 

do is one thing that helps in getting discharged", he said, "(as are) 

having a positive attitude about my future, being determined, and doing 

as many self-care things as I can." These things he regarded as "most 

important" factors in his recovery. Ace summarized his philosophy 

toward his role in that recovery by saying, "(I) always try to think 

positive. It's going to take a lot of work and therapy." 

Sparky noted during his last interview that his previously 

mentioned trust in the knowledge of his caretakers was also an element 

in "keeping a good attitude", a telling remark in view of his loss 

of that trust. 

Coach and Ace both contributed information about the importance 

of their faith in helping them to recover. Coach offered, "You know, 

I go to church alot and I believe in God, and I know He did it for 

a reason. The reason, I don't know yet... I can't tell you wha.t is 

in store for me because I don't know. But I know there is a reason." 

He later continued, "(My experience has) made me feel closer (to God), 

but more religious? Yeah and no. I mean, I know He did it for a reason. 

Maybe it's because I need more patience. Maybe it's to show people 

how much I trust in the Lord." 



100 

Ace identified praying, drawing reassurance from above, and 

having hope as "spiritual and religious characteristics". "I'm a strong 

Catholic", he said, "...a strong follower. After I got reassurance 

from above I made up my mind that I'm going to go forward instead of 

downwards." 

Preventing complications and injuries was also identified as 

a "way I care for myself". Music Man addressed in detail the measures 

he took in this regard and grouped them according to those he took 

to prevent decubiti, to prevent bladder infections, to prevent burns, 

to prevent lung complications, and to prevent falls. Ace said that 

in order to prevent complications it was important to learn about the 

effects and proper use of medications and to ask to be turned when 

he felt he needed it. 

In detailing the importance of preventing decubiti, Music Man 

said, 

I shift back and forth, and I watch out for 
all that. It relieves pressure on the butt. 
If you don't do that, you build up decubiti. 
Most times you've got to be hospitalized 
to have them taken care of, so if you do 
the weight-shifts it just relieves pressure 
on your butt... I sit up in my chair 14, 16 
hours a day, is where most of the pressure 
is. You can get them in bed from not being 
turned enough, but mostly the behind is the 
major spot. 

Besides shifting his weight, Music Man also uses a "Roho" seat 

cushion to help prevent decubiti. "That's supposedly the best cushion", 

he said. He also said that shearing his skin against the cushion was 

not a problem for him. "Fortunately, I don't do that very often, 
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because I haven't got the muscles to do that with." When sleeping, 

Music Man believed the best way to prevent decubiti was to sleep in 

a waterbed. 

Sparky was especially cognizant of the danger of bladder infect

ions, as evidenced by his earlier remarks about the sterility of the 

equipment used to catheterize him. Coach had had pyelonephritis as 

a hospital inpatient. Both stressed the importance of being watchful 

of the development of this complication and Ace agreed with them about 

the importance of an adequate fluid intake. Music Man said it was 

also important to be watchful for lung complications, saying that they 

were problems that would probably necessitate readmission to the hospi

tal. He added that he had to be careful of burning himself, as well, 

because of his lack of sensation. "That's a big one", he said. 

While all of the informants expressed a fear of falling, only 

Music Man verbalized the need for a seatbelt, or "scared belt", as 

he called it. "My problem", he said, "is (that) I can't hold myself 

up, so (people pushing me) go around a corner and I (keep going) the 

same way." 

Things Others Do to 
Help Me (Figure 4) 

All of the informants spoke of the strength and support given 

to them by friends and others since their injuries. Two informants 

made remarks that implied strength and support from family members, 

but many of the informants' comments were confined more distinctly 

to their own concern for the pain their families suffered as a result 

of their injuries. 
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Figure 4. Things Others Do to Help me. 
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Music Man said with conviction, "Having understanding friends... 

is the most important thing... (It) gives you the motive to even start 

trying...Having my friends is the most comforting." He added, "Oh, 

...I would have done it without (them) but it helped. I had family 

and all my friends. They came. For some reason, I have alot of good 

friends. I don't know why. They're all good people." Later he said. 

"That helps me to stick around." 

Sparky noted, "I have alot of people that stop by, alot of 

friends...It's really amazing." He continued, "Mentally, so far all 

my friends have been terrific. Friends, relatives, people I don't 

even know. Socially, (my situation) is really a good thing. It brings 

everyone closer together when they're around me." He also spoke of 

the darker side of the effect of his injury on his friendships. "In 

a friendship situation, even relatives", he said, "it could easily 

break a relationship It's like one day it's suddenly all over because 

you're not capable of going out and functioning (as before). It makes 

them real uncomfortable. And it's almost worth it to avoid the situ

ation, at times, as opposed to actually going with your friends and 

trying to be so good natured...And you don't want to be in the way 

or have someone trip over you and bust their butt." 

Coach agreed on the importance of his friends to him. He said 

that they gave him valuable support and strength and helped him to 

"improve mentally". "I need the support", he said, "because, you know, 

if it wasn't for them I'd probably just give up like that." He added 

that this strength and support would be the things he would miss most 

if they were gone. 
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Ace spoke of the effect his injury had on his family. He 

said, "They look at me right now as if I was real sick, you know. 

They more or less stand by...My (family) all feel real bad about (it)." 

Coach said his family felt it the most. When asked if grief had 

affected him or the people that loved him, he said, "Not yet", of 

himself, but added, "My dad alot. Because he's not used to this, 

you know. He's just really upset about it. That's the only person 

I know that's really upset about it. Because the other people that 

are around me more don't feel it hardly anymore." He also remarked 

that his grandparents had been able to deal with his injury better 

than his parents, at least up to that point in time. "My grandparents 

helped alot", he said. "My parents, they were always upset. And 

my grandparents were a real help. A real help. That meant alot." 

Ace confirmed that his family and friends mourned his loss 

after his injury. He said, "Some relatives came over here and wanted 

to see how I was and I just reassured them that I would be better... I 

just go straight ahead and tell them what's wrong with me and what 

I can do and what I can't do. And so, from there, they get a judgment 

of how I love them. It's a relief on their side, you know." 

Music Man contributed that relatives made him want to do things 

for himself and added, half jokingly, that his brother, who was tempor

arily acting as his attendant, was sometimes a "pain in the butt" 

in this and other ways. 

Sparky related that others in general, sometimes even 

strangers, were often "terrific" in their treatment of him. They 

frequently tried to do odds and ends for him. "Other people help 
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me... (They) try to think in your direction of what they can do for 

you without making it look like you're incompetent." People acted 

"sympathetically" towards him but he added that sympathy seldom helped. 

In regard to asking for help when he needed it, he said, 

If I really need help doing something, I'll 
ask. It's an extreme change, because it's 
hard asking anyone to do anything. I guess 
right now I've adjusted a little more, which 
has helped the situation... If it looks like 
I'm doing something, they'll just ask...'You 
want me to do that for you?', 'Hey, can 
I give you a hand?', or 'Hey, let me do 
this for you', or something like that. 
It's the same as I would do for anyone else." 

Of the informants, Music Man alone identified an "attendant" 

as someone who did things to help him. Coach and Sparky both func

tioned with a great deal of independence and had no need of an 

attendant. Sparky, additionally, lived with his parents and so had 

help on hand if he needed it. Ace remained in the hospital where 

his care needs were met by health care professionals. 

Music Man spoke of the difficult job an attendant must do, 

saying that one had to "do everything". He likened the job to having 

a 180 pound baby that can talk and complain on your hands. In his 

role of "doing everything" and meeting as many needs as necessary. 

Music Man said an attendant was "a good slave". A good attendant 

also must be good company, he said. He added, "An attendant has to 

be around quite a bit, so they have to. ..put up with your attitude 

which, with me, (has) gotta be hard. I don't know how I put up with 

myself half the time." 
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Music Man also said that a good attendant has to be reliable, 

and must be on time and do the job properly. Music Man stressed that 

an attendant must keep him safe by getting him out of his building 

in case of fire. He said he could not do this alone because the fire 

doors were too heavy for him to open once they slammed shut. Other 

physical needs an attendant must meet were listed by Music Man. Those 

include getting him up and putting him to bed, making his meals and 

getting things out of the "fridge", helping in showering and cleaning 

him up, doing some laundry, doing housework, and giving him his medi

cine. An attendant must also assist Music Man in recreational pursuits, 

such as setting up games for him. 

Changes in Activities Because 
of Injury (Figure 5) 

The informants enumerated a limited list of activities that 

were changed by their injuries. Although this list is lengthy and 

was added to during nearly every interview, it is by no means exhaus

tive. As Coach said, "It's a small list...but these are probably the 

most important...It's probably easier to say the things I can do." 

Coach summed up how broad the scope of his limitations is. 

He said, "I can't do as many things as I'd like to. ..You're real 

limited, you know. You just can't do as much as you could. (Some) 

you can, but they're different... It's a real hassle, you know, I can't 

just get up and go anymore. I have to organize stuff. It's hard to 

get places." Things that Coach used to enjoy and missed included going 

picnicking and swimming in the mountains, hunting, fishing, hiking, 

running, washing and working on his truck, driving for long periods 
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of time, getting away on vacation, working to support himself in gen

eral, and washing dishes and cleaning his home as easily as he used 

to. He and Music Man both expressed missing the ability to reach as 

before their injuries. Being able to get away from people was not 

a great limitation for Coach since his discharge from the hospital, 

but it was a concern for him while he was an inpatient. He said, "I 

wanted a private room in the hospital so I could get away from people. 

(Another patient) was always yelling at rvight, two or three in the 

morning, just yelling." 

Music Man also expressed dissatisfaction at not being able 

to get away from people, saying that they could get away from him, 

but he couldn't get away from them. "It's terrible", he said. "You've 

got to put up with a lot of things you never would (before). You know, 

like people's grief. You've got to put up with their attitudes and 

their problems." Music Man also expressed the change in "confidence" 

he observed in himself since his injury. He said, 

You lose a lot of your confidence. There's 
things that before I wouldn't think twice 
about, but now that I see a friend doing 
it, or my brother doing it, it kind of worries 
me. But I think, 'Well, I've done worse', 
like riding my motorcycle. I used to go 
140 (miles per hour) on my motorcycle all 
the time...I think about it now, 'Hey, that's 
pretty crazy', but it's not really." 

Riding that motorcycle is something Music Man now sorely misses, saying, 

"I can't ride my motorcycle...That's a hard one. I used (it) to take 

my frustrations out. I'd get upset (and) I'd just want to drive. I'd 

just go for a ride and forget it. That's one hard thing, you can't 

just do something to forget anything." 
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Music Man also missed the drinking behavior associated with 

his former social scene and employment with a rock band. He said he 

lost his appetite for beer (and salt and his favorite Peanut Butter 

Cups) during most of his hospitalization. Since then he drinks beer 

again, but not in the large quantity he did before. "I don't do a 

lot of that anymore, but I can", he said. "It took awhile to where 

I could pick up my own bottle and drink it." 

Sparky spoke of missing "sex", but the remainder of his comments 

in that regard were "off the record". However, when he later spoke 

of "being able to fulfill (his) love and enjoyment", he said that the 

way in which he formerly met that need was no longer an option for 

him. "In fact", he said, "it's real limited. It's not real limited, 

it's completely limited." Sparky commented another time that he missed 

being able to dance, also his ability to work as an electrician. 

Ace, as well as Coach and Sparky, spoke of missing his ability 

to work and support himself. Despite his optimism he knew that he 

would no longer have the ability to do many of the things he did before 

being hurt. His former job as a laborer, building houses, chopping 

wood, and fencing yards required climbing stairs and long walks over 

cattle trails. These were things Ace believed he would no longer be 

able to do, despite his hopes for impressive gains. 

Sparky was the only informant who denied that his life had 

become more regimented in some ways. He said, with conviction, that 

his life was no more organized, regimented, structured, or less spon

taneous than it had been before his injury. "I've always planned ahead", 

he said. "I always know what I'm doing." In planning to travel, he 
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anticipated making no plans to find out about available medical 

resources or accessible accommodations beforehand. He said, "When 

I go, there's got to be a hospital somewhere. That's pretty much all 

over. Red Cross, maybe." 

Music Man, Coach, and Ace all spoke of the regimentation 

required in many of their self-care and casual activities since becoming 

injured. Music Man told of the regimentation required to shower, dress, 

turn on his radio or television, and read. "I didn't read (in the 

hospital)", he said, "because I couldn't turn the pages or hold the 

book, and I was in that halo for four and a half months. I sat with 

my head straight up...so there wasn't a lot I could really do with 

that." Music Man and Coach agreed that getting into a vehicle and 

going for a ride had both become more difficult and regimented. Of 

course, Music Man requires almost total assistance in getting into 

a car. Coach does so independently but finds it a struggle that takes 

a lot of time and effort and saps his energy. 

In speaking of the regimentation and loss of spontaneity in 

his life since his paralysis, Coach related that everything now had 

to be planned in advance. He said, "(I) get up in the morning and 

take a shower real quick. Now, (I) had to make a real routine about 

it. ..It's a big hassle." He also said, "If I don't know if (a place) 

is (wheelchair) accessible or not, I have to have someone come with 

me." Coach also has a pre-planned routine for every day of the week. 

Coach dresses in bed, usually in a shirt and sweatpants. Sweatpants, 

he has found, are easy to put on, but slacks are not and are very uncom

fortable. 
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Coach later expanded on other things in his life that are now 

more regimented. These included getting out of bed, turning in bed, 

going shopping or to a football or wheelchair basketball game. He 

also spoke of toileting care. Coach now uses a catheter to empty his 

bladder and must stick to a rigid schedule to keep his bowel trained. 

He spoke of his relief in no longer having to use a rectal suppository 

to empty his bowel. "That was a great relief because that was a 

mess...", he said, "It was kind of a nuisance." He called having to 

check for the presence of stool in his rectum "a pain in the butt". 

Music Man, Coach, and Sparky had all been hospitalized at Cactus 

Valley Hospital before being transferred to Mountain View Medical Center 

and spoke of the differences in their activities at each hospital. 

They all said that they "never got up" at Cactus Valley, and that there 

was little attention given to bowel or bladder training there. They 

were all turned frequently at Cactus Valley and each enjoyed visits 

from friends and family while there, but otherwise had little else 

to dispel their boredom besides meals, or watching TV. Music Man 

related, "All I did mostly was lay there", but he was able to listen 

to his music, of which he said, "You can't be without your music, you 

know. That's what keeps you going." Music Man was also specific about 

the extent of his initial paralysis. "When I was laying in bed I 

couldn't put my hands together on my stomach, but I had a grip in my 

left hand. I could squeeze. I don't know if it was a wrist squeeze, 

'cause see, (the doctor) told me later (that) I didn't have one, but... 

my friends said I did and my brother said I did. I think I did." 



112 

Coach said that later in his stay at Cactus Valley, when he 

was able to go to the pool, "They threw me on a stretcher twice a day" 

so that he could swim. 

All of the informants spoke of their increased activity at 

Mountain View Medical Center. All of them, including Ace, were event

ually able to get up in a wheelchair and go to the shower while there. 

Music Man and Coach spoke of "running around" in their wheelchairs, 

and all of the men went to physical and/or occupational therapy twice 

a day. Diligent bowel and bladder training were commenced at Mountain 

View. Coach was given day passes first, then overnight passes, before 

being discharged home. Music Man also addressed his dissatisfaction 

with the scheduling of recreational activities at Mountain View. He 

said, "The thing is, they orient everything towards days and they don't 

give you anything at night...They ought to. There's absolutely nothing 

for those people to do at night." He also expressed the familiarity 

he developed with the hospital setting, saying, "I got well acquainted 

v/ith the hospital and their system and the way they do things." He 

related this despite an earlier statement, "You see, you gotta remember, 

I don't remember anything about the hospital. I was never there. They 

say you block the bad things out. I think that's true." 

Music Man, Coach, and Ace spoke briefly of the physical enjoy

ments they had had since they became paralyzed. All three enjoyed 

caring for themselves. Ace greatly enjoyed his first shower and the 

comfortable sleep he fell into afterwards. He also enjoyed "getting 

dressed up" in street clothes. 
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Coach also remarked on the great satisfaction he felt, in and 

out of the hospital, at being comfortable enough to sleep. 

Ace and Music Man also detailed a number of activities that 

they enjoyed that were unrelated to their physical care or well being. 

Ace greatly appreciated not being "pushed up against a wall", that 

is, he said, "People understanding what I can and cannot take". He 

also enjoyed having his morale "boosted" while in the hospital. His 

morale was improved by such things as helping others, seeing his two 

new grandchildren for the first time, having visitors, and joking with 

others. Music Man enjoyed getting along well with the staff and reveled 

in giving the nurses a hard time and "playing with their minds". He 

did this in a number of ways. "One day I had the lunchcart and about 

five wheelchairs...", he said, "I wasn't going very fast, but I was 

pushing them down the hall. I thought everyone would thank me for 

taking their lunch away." He also contributed, "I used to take the 

blood pressure cuff (on wheels), and I'd go steal it and go offer to 

take the blood pressures for 50 cents, and just hide it so they wouldn't 

come and take my blood pressure three times a day...Things like that. 

Just, you know, be a menace (to break the) monotomy." One way he "played 

with the nurses" minds was to steal the keys from the unattended port

able medicine cart. "They'd unlock the drawer", he said, "take the 

medicine out and shut the drawer, but leave the keys hanging there." 

He then took the keys, "and I wouldn't tell them where they were, 

either", he said. 

Music Man knew his spunk was often looked upon with something 

less than delight by his nurses. "I know I gave them hell all the 
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time. I'd always try to be somewhere where I wasn't supposed to be, 

(or) at the wrong time", he said. 

Ace related a number of things he did for family and others 

that gave them enjoyment. He offered them reassurance and explained 

his limitations, braces, adaptive equipment, and care needs. He also 

encouraged them not to think of him as an invalid and gave them hope 

that he would improve and get well. Additionally, he encouraged his 

wife to communicate with his children, especially those that were not 

at home, and to tell them he was thinking of them. 

The informants all expressed other ways in which they spend 

time. All of them welcomed visitors, but, because of his continued 

hospitalization, Ace was the only one who was unable to go out and 

visit others. All watch television, but Coach remarked that he thought 

there was "too much medical stuff on TV". Music Man still drinks some 

beer and sometimes goes and listens to the band he used to work with. 

While in the hospital he played "adapted checkers", but said he was 

never a checkers fan. At home he plays with electronic games and plays 

cards but has to have his brother or someone else set them up or hold 

them. He also does some typing, "roams around" his apartment complex, 

reads, and "lolls around". Outside of his home, he deals with social 

service agencies, rides in a truck with his brother, and goes to therapy 

back at the hospital. 

Ace and Coach go to physical therapy as outpatients on a regular 

basis. Coach remarked that standing upright in his braces felt "really 

weird" at first because he had become unused to seeing the world from 

that level. "Everything looked short", he said. Walking in braces, 
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he added, "feels real good". "You know, it's weird to (be) walking 

like Frankenstein", he said, "but it's still (walking), anyway." 

Features of Pain and 
Discomfort (Figure 6) 

Pain and discomfort were areas of strong concern for all of 

the informants. A great deal of their energy and effort was spent 

in attempts to alleviate pain and promote comfort. The informants' 

remarks about pain were often graphic, and illustrated the extent of 

its intrusion into their lives. 

Music Man contributed that he looked at pain differently since 

his accident. He said, "I always used to laugh when...a friend would 

get hurt - not real bad or anything. It was funny. Or if you see 

someone on TV get hurt, it's kind of funny. But it's not funny anymore. 

It just used to be more humorous than it is now because I'm hurt, and 

I got hurt. And you're not as indestructible as you think you are." 

Coach said that the only way he looked at pain "differently" 

since his injury was that it now "lets me know my legs are still there. 

It lets me know that I can't walk." He feels completely at pain's 

mercy now, because he has no control over when or where it might strike 

or how severe it will be. He said it's not like a headache that one 

knows will go away. "This one", he said, "I have no idea if it's going 

to end or not, and it's a bitch." When asked if he thought there were 

"hot pains" and "cold pains", he said there were. "A hot pain", he 

continued, "is, say, when you stick yourself and it's all around. A 

cold pain - you stick yourself and it's just one spot, a little spot. 

Hot pain is more spread out. I either have hot or cold." Coach said 
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Pre-op Excruciating Pre-op Like a fish hook in my back 
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istics of Post-op Like a pulled and swollen muscle 
Pai n General soreness 

Tightness 
Mild enough to live with 
since wire removed 

Keeps me awake 
Things Pain Makes me scream when they touch the spot 
Does to Me Wipes me out 

Irritates me 
Take pain medication 
Ride it out 

Things to do Lie down 
For Pain Get out of my chair 

Try to relax 
Walk with braces 

Figure 6. Features of Pain and Discomfort 
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that cold pairi is easier to cope with because it usually comes and 

goes, while hot pain "just lasts". 

Ace was philosophical about his pain. He said, "I'm in pain, 

but I can handle it, because I just figured this is one of the things 

(that) I have to go through with. I have to live with it, to go and 

come with." Nevertheless, Ace spoke about pain and discomfort in 

greater detail in the context of a later domain. 

Music Man and Coach said that sitting in their wheelchairs 

is uncomfortable. Coach found that sitting caused more muscle and 

nerve pain in his back and legs, but Music Man said it caused muscle 

pain from his neck falling forward primarily. Coach also found sitting 

uncomfortable because he lacked natural muscle cushioning on his seat, 

so that his chair actually pushed against thinly covered bone. Music 

Man said, "Just plain sitting, I think, is uncomfortable. You know, 

it's funny... I can't feel, but it sure is uncomfortable. I don't know 

what it is." 

Music Man didn't like "Being a human pin cushion". He said, 

"I became a human pin cushion for the first four or five months...Why 

can't they stick me in the leg, where it doesn't hurt?" 

Music Man and Ace both found their halo traction devices and 

pins very uncomfortable. "At times the pins bothered me". Music Man 

said. "It was the most uncomfortable thing they've got going. Sleeping 

and all that good stuff, it wasn't fun." Ace elaborated, "I hate it. 

Nightime, (I'm on) one side for two hours... and sometimes... the nurse 

turns (the brace) to adjust me right on either side. I get pain down 

my shoulder (then) and it closes off my circulation...Of course, I 
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pain." 

Sparky spoke at length of the pain he had that was caused by 

the wire in his back. He likened that pain to being "snared with a 

fish hook". He also said that that pain "wiped him out". Coach also 

commented on the fatigue his pain caused him. Sparky continued, "This 

was no small pain. This was severe, excruciating pain, something that 

few people ever see", and "I never in my life could imagine the pain 

I've gone through". Later he said, 

I kept telling them, 'Look, I've got this 
pain in my back', and anytime they want to 
touch that spot in my back, I would just 
go screaming out of wherever I was at. I 
could be sitting and practically stand up 
from somebody touching that one spot or just 
drying it off with a towel... In PT they'd 
say, 'Look, you've got to at least be able 
to do this much', and I'm telling them, 'Look, 
I can do one chair pushup and that's it... 
otherwise the pain in my back is going to 
be excruciating - I'm wiped out for 24 hours, 
and either I do this little bit today or 
I don't (come) back tomorrow.' ...(I thought) 
I might go on like that for life or until 
the time I left there. I was just thoroughly 
wiped out from being overworked and over-
pained. 

Upon having the wire removed, the nature of Sparky's pain 

changed. "Right now", he said, "I have back pain, like the normal 

back pain. But those little pains now are mild, mere images of what 

pain can really be... I can live with it." He described this back pain 

as feeling like a constant pulled muscle, swollen and strained, "a 

general soreness", "a tightness", and a "bad ache". 



119 

Coach's pain was usually different in nature than Sparky's. 

He said, "When I sit a lot, I get an electrical pain down my legs which 

is very uncomfortable, so I can only deal with it for a little while." 

This "nerve" type pain is not constant or predictable in its site or 

duration. "Sometimes", Coach said, "It'll be here on my knee, it'll 

be down my foot, my heel, it'll be down the leg. ..You don't know where 

it's going to hurt next. You try to hold it and stop it and it's just 

still there. You can't do nothing about it." Coach's pain often 

"ruins" his social or recreational activities. "Say I go out", he 

said, "I have to leave (and come home) because it's very painful, or 

(I have to) take a pain pill. It's just irritating and painful... It 

just hurts and hurts and hurts." Later on he said, of the electric 

shock-like pain, "Sometimes (it's) like someone is taking an ice pick 

or a knife and putting it in...and other times it's a long pain, like 

somebody is getting a knife and sticking it in and just pulling it." 

Coach's tolerance for pain varied from day to day, and even 

during the same interview. He said he could tolerate it more than 

before, but less than he'd like to. At the beginning of one interview, 

he said, "One thing I can't deal with right now is when I have pain. 

It's constant now and it really hurts." Later in the same interview, 

he said, "(Some days) I can have pain all day. I'm just so used to 

it now. I can tolerate it." Coach and Sparky both said that pain 

is "irritating". 

Coach said that pain is the "number one thing" that keeps him 

awake. Not being able to find a comfortable position to sleep in also 
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keeps him awake. He said, "I can't sleep because of (the pain). If 

it wasn't for the pain, I could deal with it." 

Music Man, Coach, and' Ace all said that one essential thing 

to do for pain or discomfort is to get out of their wheelchairs and 

lie down. Coach also takes pain pills occasionally to try to relax 

and then "rides it out". Sometimes it helps you to relax", he said, 

"When I do relax it kind of slows. The pain'll come and it'll go, 

come and go. The more uptight I am, the more it comes and goes. If 

I relax...it stops for awhile. And then it'll come (again), just like 

that." According to Coach, pain medication is valuable only in that 

it helps in relaxing, not in taking the pain away. Ace also found 

value in reducing exercise pain by having his muscles "loosened" and 

"relaxed" before physical therapy. Coach also believed that the more 

active he was, the less he hurt. This was especially true when he 

was able to be up and walking in his braces. Weather changes did not 

help his pain, although warm weather helped because, he said, "The 

hotter the day is, the more relaxed I am." Additionally, Coach knew 

of things that did not relieve his pain. Heat application and massage, 

he said, only helped muscle pain, not the nerve type pain he experi

enced. A transcutaneous electric nerve stimulation had helped only 

his surgical pain. 

Things That Frustrate, Irritate, 
or Tire Me (Figure 7) 

Informants contributed a long and varied list towards the devel

opment of this domain. Music Man and Coach elaborated in greatest 

detail, but Sparky and Ace also offered information of value. 
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To turn self 

Things That 
Keep He Awake 

Having to get up or Into 
wheelchair at night 

To go to bathroom 

Things That 
Keep He Awake 

Having to get up or Into 
wheelchair at night To get a glass of water 

Things I 
Don't Like 

When things obstruct ay path 

Things I 
Don't Like 

Dropping things on the floor 
Things I 
Don't Like 

Being unable to pick things UD Things I 
Don't Like 

When 1 can't get things A ringing phone 
Things I 
Don't Like 

When 1 can't get things 
A book 1 want 

Things I 
Don't Like 

Things that are difficult 
to handle 

A magazine 

Things I 
Don't Like 

Things that are difficult 
to handle Radio dials 

Ihtnqs that 
Irritate He 

In the hospital 

Being turned every two hours 

Ihtnqs that 
Irritate He 

In the hospital 

Others putting trash can under desk 

Ihtnqs that 
Irritate He 

In the hospital 
Belnq in the nospital so long 

Ihtnqs that 
Irritate He 

In the hospital Doctors who cone only at 5:00 AH 

Ihtnqs that 
Irritate He 

In the hospital 
Having to adhere to hospital schedule 

Ihtnqs that 
Irritate He 

In the hospital 

Inflexible schedule 

Ihtnqs that 
Irritate He 

In the hospital 

Being separated from bv faally 

Ihtnqs that 
Irritate He 

In the hospital 

"Bad attitudes" of some of those around ae 

Ihtnqs that 
Irritate He 

In the hospital 

Having to wait to be turned when I hurt 

Ihtnqs that 
Irritate He 

In the hospital 

Having to wait to be out back to bed 

Ihtnqs that 
Irritate He 

In the hospital 

Neck prace 

Ihtnqs that 
Irritate He 

Out of hospital 
Hassles with the Dhone company 

Ihtnqs that 
Irritate He 

Out of hospital Transportation for the handicapped 

Ihtnqs that 
Irritate He 

Out of hospital 
P»nnl» whn trv tn h»ln hut. nnlv Bake thlnos Bore difficult 

Ihtnqs that 
Irritate He 

Both in and out of hospital 

Being awakened in the Morning Ihtnqs that 
Irritate He 

Both in and out of hospital 

When Ihlnqs "go to the floor 
Ihtnqs that 
Irritate He 

Both in and out of hospital 

Being unable to plug things into electrical outlets 

Ihtnqs that 
Irritate He 

Both in and out of hospital 

Being unable to get thlnos 

Ihtnqs that 
Irritate He 

Both in and out of hospital 
Having to call for somebody 

Ihtnqs that 
Irritate He 

Both in and out of hospital When 1 Bust depend on someone and they're not there 

Ihtnqs that 
Irritate He 

Both in and out of hospital 
People on the telephone 

Ihtnqs that 
Irritate He 

Both in and out of hospital 

Delays in getting disability Income 

Ihtnqs that 
Irritate He 

Both in and out of hospital 

Getting muscle spasms from sitting too long 

Ihtnqs that 
Irritate He 

Both in and out of hospital 

Pain 

Ihtnqs that 
Irritate He 

Both in and out of hospital 

Incomplete sensation 

Things That 
Tire He 

Sitting up 

Things That 
Tire He 

Pain 

Things That 
Tire He 

Getting less than 8 hours sleep/day 
Things That 
Tire He 

Exercising Things That 
Tire He "Hanging Around" 





Having to get up or Into 
wheelchair at niaht 

To <jo to bathroom Having to get up or Into 
wheelchair at niaht To aet a alass of water 

Things 1 
Don't tike 

Hhen things obstruct ay oath 

Things 1 
Don't tike 

Droppina thinas on the floor 
Things 1 
Don't tike 

Beina unable to Dick thinas uo Things 1 
Don't tike 

Hhen I can't get things A rinaina phone 
Things 1 
Don't tike 

Hhen I can't get things 
A book I want 

Things 1 
Don't tike 

Things that are difficult 
to handle 

A magazine 

Things 1 
Don't tike 

Things that are difficult 
to handle Radio dials 

Thlnq* that 
Irritate He 

In the hospital 

Belno turned every two hours 

Thlnq* that 
Irritate He 

In the hospital 

Others putttno trash can under desk 

Thlnq* that 
Irritate He 

In the hospital 
Beina in the hospital so lona 

Thlnq* that 
Irritate He 

In the hospital Doctors who cone only at 5:00 AH 

Thlnq* that 
Irritate He 

In the hospital 
Havina to adhere to hospital schedule 

Thlnq* that 
Irritate He 

In the hospital 

Inflexible schedule 

Thlnq* that 
Irritate He 

In the hospital 

Beina separated from my family 

Thlnq* that 
Irritate He 

In the hospital 

"Bad attitudes" of some of those around me 

Thlnq* that 
Irritate He 

In the hospital 

Havina to wait to be turned when I hurt 

Thlnq* that 
Irritate He 

In the hospital 

Havlno to wait to be out back to bed 

Thlnq* that 
Irritate He 

In the hospital 

Neck orace 

Thlnq* that 
Irritate He 

Out of hospital 
Hassles with the phone company 

Thlnq* that 
Irritate He 

Out of hospital Transportation for the handicapped 

Thlnq* that 
Irritate He 

Out of hospital 
Pfnnl* whn irv to h»ln hut nnlv iuk» thinn* more difficult 

Thlnq* that 
Irritate He 

Both in and out of hospital 

Beinq awakened in the mornlnq Thlnq* that 
Irritate He 

Both in and out of hospital 

When itilnqs "<jo to the floor 
Thlnq* that 
Irritate He 

Both in and out of hospital 

Being unable to pluq thinqs into electrical outlets 

Thlnq* that 
Irritate He 

Both in and out of hospital 

Beina unable to aet thinas 

Thlnq* that 
Irritate He 

Both in and out of hospital 
Havina to call for somebody 

Thlnq* that 
Irritate He 

Both in and out of hospital When 1 must deoend on someone and they're not there 

Thlnq* that 
Irritate He 

Both in and out of hospital 
People on the telephone 

Thlnq* that 
Irritate He 

Both in and out of hospital 

Oelays in aettina disability Income 

Thlnq* that 
Irritate He 

Both in and out of hospital 

Gettina muscle soasms from slttina too lona 

Thlnq* that 
Irritate He 

Both in and out of hospital 

Pain 

Thlnq* that 
Irritate He 

Both in and out of hospital 

Incomplete sensation 

Things That 
Tire He 

Sitting up 

Things That 
Tire He 

Pain 

Things That 
Tire He 

Gettina less than 8 hours sleep/day 
Things That 
Tire He 

Exercisina Things That 
Tire He "Hanoing Around" 
Things That 
Tire He 

Beina "burned out" 

Things That 
Tire He 

Pushlna myself too hard 

Things That 
Cause "Burnout" 

A rough day 
Runntna many errands 

Things That 
Cause "Burnout" 

A rough day Gettina in and out of truck all day Things That 
Cause "Burnout" 

A rough day 
Slttina too lona 

Things That 
Cause "Burnout" 

Havina people around too ouch 
Things That 
Result Fro* Burnout 

Fatlaue Things That 
Result Fro* Burnout Dizziness 

f igure 7. Things That Frustrate, Irritate, or TIre He 
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Coach listed several things that he found frustrating. Not 

being able to reach high places, trying to find a handicapped parking 

space and pushing his wheelchair up a steep hill are three of them. 

Doorways also create problems for Coach. He said, "I've learned how 

to get in them, but it's a struggle, getting in a door or (a threshold) 

you can't get over. You've got to open the door and you've got to 

do a 'wheelie' at the same time. He found entrances with two doors 

in succession to be especially difficult to negotiate because of the 

limitations in maneuvering room they present. Turning in hallways 

is difficult if they are too narrow to acconmiodate the turning radius 

of Coach's wheelchair. Coach is also frustrated by being unable to 

get up stairs. 

Coach also addressed the frustration he experienced in visiting 

homes that are not wheelchair accessible. He, Sparky, and Music Man 

all mentioned the problems created by obstacles to maneuvering their 

wheelchairs. Music Man experienced this primarily when he dropped 

something in his path that either obstructed his way or created a mess 

he couldn't roll through without tracking the substance on his wheels. 

Sparky and Coach both found rooms crowded with furniture to be frustrat

ing. "I'm not with my parents a lot because it's hard to get in and 

out of the house", Coach said, "The home's are real small and the rooms 

are real small and I just can't get around. So I stay outside." Sparky 

said that "not being able to function around the room or the bed or 

a home, ...as well as (before)" caused him grief and frustrated him. 

Sparky enumerated a number of things that caused him "grief". 

These he summarized as "having a ed up life" and "not being able 
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to function". Subsumed under these things are not being able to walk, 

to have sex, to dance, to go hiking, or to reach things. Not being 

able to reach things also caused Music Man grief. Sparky saw these 

activities as "things that your whole life is set up for" and he said 

that since his injury "there's absolutely no joy in the situation what

soever. " 

The expenses imposed by their injuries and medical care dis

turbed Music Man and Coach. At the time of the interviews much of 

their disability income was still pending and expenses in general caused 

them much concern. Sparky noted the expenses incurred by the wear 

and tear on his home caused by his wheelchair. In particular, he men

tioned "door dings" and carpet damage. Coach also commented on the 

damage his chair did to doorways. 

Coach found that several things woke him or kept him awake 

at night. "Pain", he said, "ruins the whole night." Being unable 

to find "the right comfortable spot" also kept him awake, as did 

thoughts racing in his mind when he tried to sleep. The way to prevent 

his mind racing, he said, was "to be active all day so I'll be so tired 

that I'll...just sleep." 

Having to get up at night to turn, go to the bathroom, or get 

a glass of water also disturbed Coach's sleep. Satisfying these needs 

required a "big deal" because they entailed getting up and transferring 

in and out of his chair and required him to awaken fully from his sleep. 

Even turning in bed required alertness and a well thought out execution 

of movement. 
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Interestingly, both Coach and Music Man said they required 

12 hours sleep at night in order to relieve the fatigue caused by their 

days in their wheelchairs. 

Music Man presented many impressions to the list of "Things 

I Don't Like". He disliked having his path obstructed, being unable 

to pick things up, and dropping things on the floor. "Dropping things 

on the floor, that's a big one", he said. He also remarked that it 

was the hardest of his list of dislikes and irritants to solve. Not 

being able to get things, like a ringing phone or a book he wants, is 

also something Music Man dislikes, as well as things that are difficult 

to handle, like the phone, a magazine, and radio dials. Music Man 

was philosophical about these things he dislikes and the frustrations 

he encounters every day. "It's not good to get frustrated. It doesn't 

do any good." He continued, "If there's a magazine on a lower table..., 

you can't pick it up, you don't worry about it. And if the phone is 

ringing and it's in a place that you can't get to, you just say, 'to 

heck with it'. There's no sense getting upset over it and letting 

it bother you if you can't get to it." In a later interview he said, 

"If you drop something on the floor and you can't get to it, sure, 

it frustrates you a little bit. But if you didn't ever try to do that 

and you didn't drop it on the floor, ...then it probably frustrates 

you more." "I get real good at ignoring things", he said, but later 

commented, "Maybe I blow (things) off too much. I don't worry about 

them. That's probably not a good thing." 
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Music Man and Ace contributed heavily to the category of things 

that irritated them in the hospital, with Coach and Sparky agreeing 

with some of their impressions and adding comments on their own. 

Music Man and Ace both strongly disliked their halo traction 

devices, but Music Man had been out of his for some time before the 

first interview and Ace was out of his by his last interview, so both 

felt that "neck braces" were no longer a problem. 

Music Man voiced his dislike for being in the hospital so long 

and said it was the worst and most aggravating of the irritants. "It's 

kinda good and bad", he said, "The longer I was here the better I got, 

but the longer I was here the more aggravated I (got)." He said that 

being tied to a bed (before he was able to get me up in a chair) "was 

worse than having a ball and chain holding you down." Speaking of 

his caregivers, he said, 

A lot of them don't realize...they do work 
hard and a lot of them try hard, but they 
can still go home. They don't have to worry 
about it. They think their eight hours are 
real terrible, but if they had to put up 
with it 24 hours a day, it'd be a different 
story. Patients have to stay, which is kinda 
rough. 

Music Man also disliked being disturbed for turning every two 

hours, as did Sparky and Coach, particularly when trying to sleep. 

Music Man voiced a strong dislike for having the trash can 

placed under his desk in the hospital. This may seem a trivial com

plaint, but it was a persistent problem and illustrated the larger 

problems of having obstacles placed so as to obstruct his reach and 
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being isolated from the outside world. He observed, 

There's a lot of things I can't get anyway, 
but when I was staying in the hospital. 
They'd always put the damn trash can right 
under my desk where I had to get under the 
desk to get the phone. The phone would ring 
and I'd go to get under the desk and I 
couldn't get near it because the trash can 
was under there. And it doesn't matter (to 
them), you know... I get to the point where 
I just say, 'to hell with it'. You just 
don't worry about it. You can let it get 
to you, but it's not good for you. It doesn't 
help. 

Music Man, Coach, and Sparky were all irritated by having to 

adhere to the hospital schedule and the inflexibility of that schedule. 

"Being made to do things I don't want to do bothers me a lot", Music 

Man said. Coach added, "Having to get up at a certain time, a routine 

time, you couldn't sleep for awhile and they had to get you up for 

breakfast and get cleaned up and everything. Where at home, you get 

up when you feel like it and you eat when you feel like it, go to the 

bathroom when you feel like it." In the hospital, he said, "I really 

woke up to turn myself. If I wasn't in real pain (and had a chance 

to sleep) they (still) woke me up." Sparky observed, "(You had) just 

enough time (to sleep, only to be awakened) so you can watch them make 

you roll over so you can go back to sleep, and three hours later get 

up for breakfast." Sparky also found fault with the poor coordination 

of vacation times when not one of his several doctors was available 

to him for extended periods of time. 

Coach found early morning visits by his doctor to be particu

larly distressing and was unprepared to speak with him after being 
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awakened from a sound sleep. He said. 

The doctor would come about 5:00, 5:30, and 
I'd be sound asleep and he goes, 'Can you 
move your foot? Can you move this?' The 
doctor wasn't around as much as I wanted 
him to be so I (could) ask him some ques
tions... Sometimes I'd forget to write them 
down and to talk, find out what's going on. 
Usually doctors don't have time for all 
that. ..When they come so early. ..you can't 
remember or you can't find your paper, and 
you don't see him for the rest of the day." 

Coach did say, though, that his nurses were helpful in answering some 

of his questions and in keeping him informed of what was going on as 

much as they could. 

Ace missed his family a great deal, a situation complicated 

by the great distance between the hospital and his home. He was also 

irritated by "the bad attitudes" of some of those around him and by 

having to wait to be turned or put back to bed when he was in pain 

or having severe muscle spasms. He related his experiences with these 

i rritants: 

I'm required to sit two hours or longer if 
I can...When I sit two hours or longer I 
get spasm. I try to tell the nurses ahead 
of time, 'I'm getting spasm. Put me in bed 
before it's too late.' This one nurse, she 
always likes to just talk, talk, talk, talk, 
and I try to tell her, 'Hey, it's time to 
help me off.' (She responds), 'I can't do 
that. I'm pregnant. Right now I can't lift 
anything.' I say, 'There's a lot of nurses 
around. You can ask them to help you out 
(as) you did before.' She's just always 
talking about her pregnancy. 
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Later, Ace said, 

When I started moving around I got stronger 
spasms. In fact, last Tuesday I fell off 
the chair, but luckily I was buckled in, 
but it got so bad that I twist around and 
twist around, and luckily enough that I fell 
(against) the bed instead of on the side. 
I was hanging down. I tried to tell her 
that I'm hanging down, to pick me up. (She 
said), 'in a minute, in a minute', and that 
really burned me up. 

Ace added that if his chair had been away from the bed he would have 

'busted his head'. 

Music Man related three things that irritated him but were 

unrelated to his hospital experience. These were hassles with the 

phone company, transportation for the handicapped (which he called 

'unsafe'), and people who try to help but only make things more diffi

cult. This last item was expanded upon in detail by Music Man. He 

spoke of the Department of Economic Security, the Social Security 

Administration, and the ACCESS programs as agencies he had to deal 

with and pointed out many deficiencies in these systems. He noted 

that these agencies ostensibly act in concert with each other but in 

fact only complicate the situation. He stated, 

Then they try to help one another and it 
ends up messing it up worse and it's aggra
vating. It seems you can't get what you 
want. They always have to go out of their 
way to make it more difficult...It makes 
you want to just say, 'to hell with it' at 
times...You have to do it all on your own 
anyways...The funny part is, they try to 
help you but they always seem to make things 
worse. If you waited around for them you 
wouldn't have anything. 

Music Man added that dealing with special service agencies took his 

time almost every day. 
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Music Man and Ace presented many irritants that they said were 

found both in and out of the hospital. Music Man was especially irri

tated by being awakened in the morning. He commented, "They'd come 

in and wake me in the morning, which I hated. They got on my bad list 

in the morning. Everybody hated me (then) and liked me in the after

noon... I don't like being bothered in the morning, but if somebody 

came in and bothered you every two hours all night long it would get 

to you. Anybody would be terrible in the morning after they keep you 

awake all night." Music Man also complained of being awakened to take 

a sleeping pill at night. 

Another irritant Music Man placed in this category was dropping 

things or "when things go to the floor", mentioned previously. He 

also mentioned being unable to plug things into electrical outlets 

as an irritant, but in a later interview said that it was something 

he seldom had to deal with and so was the least bothersome irritant 

to him. Music Man also noted that "being unable to get things" was 

also a problem that existed in and outside of the hospital. 

Music Man also found having to call for someone to help him 

and depending on someone that's not there distressing. When he was 

first able to sit in a wheelchair but still unable to push it himself, 

he found it irritating that people were sometimes too busy to be able 

to push him where he needed or wanted to go. He also remarked. 
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They try to make you as independent as you 
can (be). For a lot of time, I couldn't 
change the TV channel (and) I couldn't call 
the nurse, because I couldn't push the button. 
There was just a lot of things I couldn't 
do. I'd try, but I just couldn't. Having 
the nurses in, I'd try to do more, (it's) 
not that I was lazy when they were around, 
but it's a lot easier to ask someone to do 
something for you than to take 25 minutes 
and not even do it (by yourself). You get 
frustrated from it. 

As noted earlier. Sparky also made reference to depending on 

his doctors and finding them all on vacation when he needed them. 

"People on the phone" bothered Music Man, particularly those 

connected with social service agencies. "They've got all their little 

programs they got set up for you and they invade your privacy quite 

a bit", he said. He casually remarked that this problem was easy to 

solve. "You just hang up", he said. 

Music Man, Ace, and Coach all found delays in getting their 

disability income particularly troublesome. Ace called it a family 

related concern. Coach spoke of having to confine his shopping to 

"window shopping" because of the delays in getting his monetary bene

fits. Music Man spoke of these delays as causing problems to be dragged 

out to a point beyond which they could be straightened out. Fortunately, 

he said, his apartment managers were willing to wait for him to receive 

his first social security check before demanding his rent payments. 

Ace believed that his problems with pain, incomplete sensation, 

and getting muscle spasms would continue after he left the hospital 

and so wished for them to be included in this part of the domain. 
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All of the informants offered comments that belonged in the 

group "Things That Tire Me". For Ace these included pain and sitting 

up, although he denied ever being worn out physically or mentally. 

Sparky found exercise, particularly of his arms, tiring. 

Mostly, he said, becoming tired is really just being bored. He also 

denied ever feeling "burned out", saying that it would only lead to 

disappointment and that it "sounds like a psychological idea". 

Music Man found that pushing himself too hard was tiring. 

He added, "If you push yourself too far you can just put yourself back." 

He also said, "There were times I was just too burned out and tired, 

and I wouldn't have to do too much to get that way. I still get tired 

now. Just hanging around I get tired." 

Sitting up was tiring for Music Man, Coach, and Ace. "Just 

sitting", Music Man said, "burns you out more than anything, I'd say. 

Maybe it's more mental tiring than anything else...How can you be 

fatigued sitting up? ...Well, I'm sure you can, but it's more like, 

'I've had enough of this.'" He also remarked, however, that his 

shoulders become physically fatigued from sitting up. At another time, 

he said, "...You get somebody else and let them sit down and tell them 

not to move for 12 or 13 hours on their butt and see how they like 

it. If they (had to) they'd squirm all the time. He wouldn't just 

sit there (as I must)." Coach said that sitting often initiated his 

leg pain and so was tiring beyond the fatigue caused by just plain 

sitting. Somedays, he said, sitting tires him so that he just has to 

lie down. 
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Besides sitting, Coach spoke of getting in and out of his truck 

all day and running many errands as things that cause "burnout" and 

make for a "rough day". These, he found, were the most fatiguing of 

all of his activities, and that fatigue and dizziness resulted from 

"overdoing it" in these areas. 

Coach and Music Man both believed that "having people around 

too much" or having to deal with too many people also caused "burnout". 

Characteristics of a Day 
(Figure 8) 

What makes a day "good" and what makes a day "bad" were ad

dressed and contributed to only by Coach and Sparky. When Ace was 

asked if he experienced "bad" days, he said, "Oh, I haven't really 

had a bad day yet, except maybe, like I said, those two nurses (with 

bad attitudes)." 

Coach said it was a good day when he could get "good sleep" 

at night. Good sleep is 12 hours long, uninterrupted by pain or the 

need to move to be comfortable. A good day is also one in which he 

experiences no pain, either while sitting up or lying down. Having 

his routine go well also makes for a good day for Coach. A routine 

goes poorly if he falls, has problems with elimination, or must get 

in and out of his truck many times. A good day is also one in which 

he is not rushed and does not encounter anything unanticipated or un

planned for. 

Sparky at first denied having any good days only while in the 

hospital. He said that a good day was "the day before I went in (the 

hospital) and the day after I came out. "Every day in between", he 
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What makes 
a day 
"good" 

When I get 
"good" sleep 

No pain 

What makes 
a day 
"good" 

When I get 
"good" sleep No need to move once comfortable 

What makes 
a day 
"good" 

When I get 
"good" sleep 

12 hours uninterrupted sleep at night 

What makes 
a day 
"good" 

No pain While sittinq up 
What makes 
a day 
"good" 

No pain 
While lying down What makes 

a day 
"good" Having my 

routine 
qo well 

No problems 

What makes 
a day 
"good" Having my 

routine 
qo well 

Not being rushed 

What makes 
a day 
"good" Having my 

routine 
qo well Nothing unanticipated 

What makes 
a day 
"bad" 

Pain 

What makes 
a day 
"bad" 

Having to qo to the bathroom 

What makes 
a day 
"bad" 

Getting 
sick 

A cold 

What makes 
a day 
"bad" 

Getting 
sick 

A kidney infection 

What makes 
a day 
"bad" 

Getting 
sick Being too weak to help myself 

What makes 
a day 
"bad" 

Getting 
sick 

Being "laid up" 

What makes 
a day 
"bad" 

Being in the hospital 
What makes 
a day 
"bad" 

A "bad shift" with a nurse ordering me around What makes 
a day 
"bad" 

A nurse reducing me down to a child 
What makes 
a day 
"bad" A nurse making me wake up 3 hrs before breakfast 

What makes 
a day 
"bad" 

A nurse making me "cath" in the middle of the night 
when I haven't had enough fluids to reguire it 

What makes 
a day 
"bad" 

Dealing with disability and life in a wheelchair 

What makes 
a day 
"bad" 

Not having an orgasm 

Figure 8. Characteristics of a Day 
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said, "was a bad day." During a later interview he said, "Actually, 

there hasn't been a good day since the day before Good Friday" when 

he was injured. 

Coach related that pain and having to go to the bathroom all 

contributed to a bad day. Regarding the use of suppositories to evacu

ate his bowel he said, "For me, it was just kind of a nuisance. It 

was just something that didn't have to be done." He asked his doctor 

if he could try a trial period without it and remarked, "I've never 

used one since. I just eat a good breakfast and sit." Coach still 

had to check for the presence of stool in his rectum and occasionally 

had to "help it" along. "If it wasn't for that", he said, "I'd be 

O.K." Going to the bathroom also entailed catheterizing himself to 

empty his bladder. 

Coach also believed that getting sick would make a day bad. 

He counted himself lucky that this had not happened since his discharge 

from the hospital. Getting sick, he said, usually involved a cold, 

a kidney infection, being too weak to help himself, or "being laid 

up." 

Coach talked about the "rough" days he's had and how he reacts 

to some of them. "That's when I blow up", he said. 

It could be just something real little, too... 
it could be weeks of everything going wrong 
and it wouldn't bother me, but just one little 
thing...just breaks the stick...People ask 
me, 'Man, you seem to be taking this real 
well.' People don't realize that things have 
been building up. They don't know that I've 
struggled through the whole day. I just 
don't show it until that stick breaks, and 
then that's it. 
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Sparky at first summed up a "bad" day by saying it was "a really 

bad shift with a nurse ordering me around". Sparky described a "bad 

shift" and the nurses who contributed to it vividly when he said, 

A bad eight hours is a bad nurse on duty 
telling me what you gotta do, when you have 
to do it. I don't mind...a nurse telling 
me I have to go to the bathroom and I have 
to eat, something like that. But when a 
nurse comes in and reduces me down to a child 
and turns off my TV set where I cannot get 
to it (I can't reach the damn thing if I 
got into a wheelchair or not), that's what 
makes me mad. Or, in fact, a nurse coming 
in and saying, 'Okay (Sparky), it's time 
to roll over', without giving you a hand... 
just makes you roll over by yourself, and 
(your) back doesn't care whether you roll 
over or not and you personally balk as to 
whether you have good skin or not...The nurses 
always made it a plain pain in the ass to 
come in and say, 'Well (Sparky), it's time 
for you to roll over', and walk out...or 
to have a nurse come in and say, 'Okay 
(Sparky), it's time to go to the bathroom', 
and when you don't drink many fluids all 
evening after catheterizing one time and 
having a nurse tell you you have to catheter-
ize in the middle of the night, and then 
have her come in and watch you catheterize, 
it makes you a little mad. 

Inconsistency on the part of the nurses also made Sparky angry. 

He said this was especially evident when some nurses insisted on watch

ing him catheterize or take his medications while others, or even the 

same nurse at a different time, did not. 

In addition. Sparky objected to being awakened to roll over 

three hours before breakfast was served. 

When reviewing the hypothesized domains presented to him. Sparky 

looked over the above list of his complaints and remarked, "It just 

so happens that's how you make a perfectly shitty day", then added, 
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"the day-to-day life" that he lives with his disability in his wheel

chair. He then offered, "The only good day that comes along (will 

be) the day I have an orgasm. If you want to know how somebody thinks, 

there you go. The situation is pretty shitty." When asked if he 

received any sexual counseling in the hospital, he said, "Oh yeah, 

I remember it. We named it 'orgasmal therapy'. OT." He believed 

this counseling was "absolutely worthless." He felt that what his 

counselors were basically trying to tell him was, "You might as well 

hang it up, kid", though he did admit that they advised him to "try 

it out and see what the results are." 

Kinds of Fears and 
Worries (Figure 9) 

All of the informants expressed a fear of or concern over some

thing, though none of them dwelled on the subject or elaborated much 

on the statements they did make. Music Man said, "I worry about some 

things (that) I'm sure I can't change, but I try not to spend my time 

worrying. It doesn't do any good...I think I finally figured it out. 

After living long enough, you become patient." 

Ace previously discussed his concern over falling while learning 

to sit up, adding, "Many times it felt like...I was going to go head 

first", but was reassured by his therapists that they wouldn't let 

him fall. Ace was very concerned, however, about falling from his 

chair as a result of the violent muscle spasms he suffered. 



137 

Falling 

From chair 

Falling 

While standing in braces 

Falling While riding in handicapped 
transportation van 

Falling 

Flipping over backwards in chair 

Not Feeling if 
I Hurt Myself 

Burns Not Feeling if 
I Hurt Myself 

Getting into braces 

Too little money to meet expenses 

"Going under" while swimming 

Getting caught in a fire 

Not being able to help someone who needs it 
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Coach remembered his first fall from a wheelchair, 

I fell once from the wheelchair. It kinda 
knocked the wind out of me, but that's about 
it. I knew there was going to be a day where 
I was going to fall and now I'm not scared 
of falling anymore. It just takes that one 
time to really fall. I'm lucky. They taught 
me how to get back in the chair, or else 
(it would) be murder. 

Coach added that he believed the fear was worse than the fall, and 

was reassured by "knowing that I can get back in my chair, as long 

as I don't hurt myself." 

Up to and including the time of the last interview, Coach had 

poor balance while standing in his reciprocal braces because he lacked 

complete trunk control, and he did fear falling forward in this situa

tion because he knew he could not pick himself up afterwards. 

Sparky related some fear in being picked up in his chair and 

carried up stairs by others. "You know, it's a pretty hairy situation", 

he said, "If they drop me, I'm shit out of luck." 

Not long after his discharge from the hospital. Music Man fell 

over backwards while riding in a van operated as public transportation 

for the handicapped. Since then, he says, "It's getting better, I'm 

getting better, able to hold on tighter. Actually, they're not getting 

better, I'm getting better." He was concerned about the safety of 

this service and noted that one of the vans he was riding in almost 

hit another car once when the driver turned the wrong way onto a busy 

one way street. 

Music Man and Coach both worried about hurting themselves and 

being unable to feel it. Music Man mentioned that burns were a big 
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concern and also observed, "I had a scrape here (on my leg). I woke 

up with it and I don't know what it was from. Must have been from 

the (catheter) tubing or something, and it just scraped the hell out 

of me." Coach also worried about hurting himself and being unable 

to feel it while he was in his braces or was putting them on or taking 

them off. He remarked, "(My therapist and I) are trying to figure 

out a way to transfer myself so I won't hurt myself. I can get into 

it, no problem, but it takes a little time because I'm afraid I might 

hurt myself and not know it." He continued, "You know, I can tell 

a doctor, 'Hey, I fell and hurt myself right here, (but) if you don't 

feel it you can't tell them when you're hurt." 

All of the informants made some remarks about their financial 

situations, although Sparky seemed less concerned with it than the 

other men. He said only, "If you have it (money), there's a lot more 

things you can obtain." 

Ace was concerned, primarily for his family, about the delays 

in the start of his disability income from Social Security and increased 

income from the Veteran's Administration. "Right now my wife and I 

are getting general assistance, so I guess what they are doing is 

supporting us with that until they can start my case (and get) my pay

ments." 

Music Man found that he could not live as he once did. At 

the close of the interview period he was still waiting to receive his 

Social Security and had been unable to pay his rent up to that point. 

He also related, "If I could afford it, I think I'd have more fun. 
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I can't afford it because you have to have a lot of adaptive stuff 

for me to do things." 

Coach was also waiting for his full disability benefits to 

start. He noted, "I ain't making it now. ..I'm barely getting enough 

as it is and this apartment takes half of it anyway. I am surviving. 

I can survive. But I don't have money to do other things." He also 

remarked that even going for a ride costs money because it takes gaso

line, and most of his shopping was confined to "window shopping". 

Although it didn't stop him from swimming, Coach worried about 

"going under" while in the pool. He always has someone with him when 

he swims but said, "They could be standing right next to you and if 

you go under it's still scary. ..Even in three feet of water you can't 

stand up." 

Music Man and Coach both worried about getting out of their 

apartments should a fire occur in their buildings. Coach worried about 

getting out fast enough, and Music Man worried about being trapped 

if in bed with no one else in the apartment or, if in his chair, getting 

beyond the closed fire doors. 

Coach added one last thing to this domain during the last inter

view. He said he worried about being unable to help someone in distress 

if they needed it. He also remarked on something else, which he said 

was not really a fear, and didn't really belong in the domain. He 

said, "This isn't really a fear. I'm just always wondering if I'm 

ever going to get better." 
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How Others Treat People 
in a Wheelchair (Figure 10) 

Coach and Sparky alone contributed thoughts that they addressed 

specifically as belonging within this domain. Coach divided the domain 

into two parts, the way adults treat people in a wheelchair, and the 

way kids treat people in a wheelchair. He said both stare a lot. 

"I get all kinds of looks", he said, "especially because I go every

where", and he remarked that he never sees other young people in chairs 

getting around at the malls and such. 

Coach also said that adults want to "baby" him, often asking 

"Do you need this? Do you need help?" In trying to help him, Coach 

said, adults usually end up making things more difficult. When he 

gets out of his truck, "a lot of people want to help and I go, 'Oh, 

no. It's okay'. When they try to help it just makes everything go 

backwards, because I've got my system to get out of the truck and when 

they help they just mess it up." He also finds that some people "feel 

sorry for you." "That's what I don't want", he said. 

Coach remarked as an aside that his girlfriend doesn't consider 

him to be in a wheelchair. "She simply forgets", he said. 

Of children. Coach said, J'(They) just stare and stare and stare 

and then in a couple of minutes they ask me if I'm on the (wheelchair) 

track team or basketball team." He added, "They always want to know 

'why?'...They're always interested in what happened, I guess." 

Coach is concerned about coaching youth football from a wheel

chair. He said, "You don't get that much respect when you're in a 
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Figure 10. How Others Treat People in a Wheelchair 
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wheelchair...It's just different...You can't control the kids. At 

that age, from about nine to about 13, it's just real hard...You can't 

stop a fight when one does occur. You need to show the kids how they're 

supposed to stand. Stuff that you need to be able to stand up to do... 

You just can't tell them." 

Sparky noted that, "Some (people) are good. They're terrific. 

Actually, the older people, I think, are better because they realize 

the situation more." Sparky also commented on the sympathy offered 

by others. "People really can't respond to you and they try to be 

sympathetic and they really can't (be), he said, "It's really impossible 

to actually feel like someone in a wheelchair." 

Speaking of the rudeness of others. Sparky said, "When they're 

rude... I'm just as rude as they are... I just (show) a little friendly 

sarcasm. If you even say hello they'll stop and think. But if you 

don't say a thing, they'll barge in and take over your life, just like 

anyone will." 

Sparky explained his thoughts about how he believes the able-

bodied regard people in wheelchairs. He said, "It's a depressing situ

ation (for them). It's very hard (for them) to take. If (they) don't 

know anyone in a wheelchair (they) don't really want to know any one 

in a wheelchair." v 

Finally, Coach related one other observation he had made about 

people in wheelchairs. He said, "Most of the people I see in wheel

chairs are not very happy...A lot of them are down in the dumps. They 

really are bummed out." 
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Things That Make Recovery 
More Difficult (Figure 11) 

All of the informants placed items within this domain. Coach 

contributed modestly to it by saying only that the main thing that 

made his recovery more difficult was pain in his back and legs. Music 

Man offered a moderate number of comments for this domain, and Ace 

related one incident that illustrates several items within the domain. 

Sparky pulled out all the stops while discoursing on this domain and 

the domain "Recommendations for Nurses Caring for Spinal Cord Injured 

Patients". 

The incident that Ace recalled illustrates several of the things 

that make recovery more difficult. These are "being pushed beyond 

my tolerance by others", a nurse's "poor attitude", a nurse that 

"doesn't listen to me" or "doesn't respond to me", and being "treated 

without respect". As Ace recalled the time when muscle spasms caused 

him to fall from his chair (see "Things that Frustrate, Irritate or 

Tire Me"), it was clear that the episode surrounding them upset him 

a great deal. Calling those spasms "the worst I ever had", Ace contin

ued his story by explaining that he was returning to his room from 

an approximately two hour long recreational program when the spasms 

started. 
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So as soon as I come back in the room I told 
her (the nurse) about (the spasms), that 
I want to get in bed...she was with the other 
patient and (his) wife and (was) laughing 
and all that, telling him about the old times 
or whatever. So I try to fully relax myself, 
and then (the spasms) set off...and when 
that happened, I start twitching and twitch
ing and I keep on hollering and hollering. 
After I fell she comes in and makes the re
mark, saying, 'Oh, we have a comedian show 
here. You want to go and have a good time 
and sit up for two hours, and come in, what 
happens? You just all of a sudden fall over.' 
So I said, 'Nurse, I can't help it. It's 
not my fault.1 

Ace said that the nurse implied that he fell on purpose. "And 

I almost blurted out some words, which is no good. So she sat me up 

and at the same time another nurse - a real dependable nurse I like 

very much - heard me and she...asked me what was wrong and I told her." 

He explained what happened to this second nurse and she "made 

the effort" to find someone to help her put Ace to bed. "By that time", 

he. said, "my leg was so numb, I was so jittery, (it) made me look like 

I had D.T.'s." 

Within this domain, Music Man mentioned that pushing himself 

too far was deleterious to his recovery and again said, "If you push 

yourself too far you put yourself back". About getting overtired and 

working too hard, he remarked, "You've got to watch out. ..for that... 

they push you in PT (because) a lot of people don't try hard... but 

never with me." He again commented on the fatigue the pain in his 

neck causes and defined a "bad attitude" on the part of his caretakers 

this way. "There's times they'd want you to do things that you didn't 

feel like doing. Other times you'd want to do something and they... 
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wouldn't be ready for it, and then you weren't feeling up to it and 

they'd want you to (do it). They just give you a bad attitude." 

Music Man also included wasted time in PT as something that 

makes his recovery more difficult. "Riding the bike (pushing bicycle 

pedals with his hands) is a kind of somewhere they put you until they 

have time for you", he said. He continued, 

Some days it's real good and other days it's 
not worth going. Some days you get in there 
and you do a lot of work, ...and other days 
you get in there and you sit around waiting 
for someone to get you. They're busy...I've 
had days when I've gone in there and sat 
for 35 or 40 minutes, and then they wanted 
to start working with me. I had to be in 
0T, so it was, like, no sense putting me 
on the mat for 15 minutes. 

Sparky contributed greatly to the bulk of this domain. Nearly 

all of the anger, bitterness, and hurt evident in his remarks began 

with and stem from the existence of the painful wire in his back, and 

color all of his remarks. 

Regarding his complaining of persistent pain, Sparky said, 

I was being an 'uncooperative patient'. I 
think they used those words explicitly, and 
not only uncooperative but (I had) a lack 
of mental enthusiasm because (I had made) 
such a good start and things just fell to 
rock bottom...I heard rumors that I am a 
'problem patient', a 'trouble patient'. 

He continued, "People kept telling me it's all in my head. I've got 

this pain in my back that's created in my mind! ?... I' ve never had any 

mental problems all my life." Sparky pointed out that after about 

12 days after his spinal fusion was performed, "People figured, 'Oh, 

he's just copping out', 'Oh, he's a baby'", and Sparky also believes 
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his nurses were thinking, "Obviously, the pain's not really there 

because the doctors haven't come up with anything." "After a period 

of time I had a Head Nurse at Cactus Valley just give up on me because 

(she thought) the pain was in my mind", he said. Not being listened 

to or responded to, having his pain denied, being regarded as a "pain 

in the butt" or a "problem patient", being pushed beyond his pain toler

ance, and being told the pain was in his mind or that he was 

uncooperative or lacked enthusiasm all hurt Sparky's dignity, denied 

the validity of his perceptions, and troubled him greatly. He also 

believed the removal of his pain source was delayed by what he called 

this "neglective attitude". "When I had the pain in my back and showed 

and expressed pain", he said, "they were kind of neglecting the fact 

that the pain shouldn't have been that bad and (thought instead that) 

I was just a little bit of a childish person, having to cry over some 

small pain like that." 

Sparky was also bitter and angry because he believed that his 

doctors "stole credit" for the discovery of his pain source and lied 

to him after he himself had "diagnosed" it. He stated, "And once the 

pain was discovered, where it was, or what the problem was, two doctors 

(came in) and actually said, 'Gee, it's a good thing WE found that 

for you, wasn't it?', ...and the surgeon (who) did the operation 

(fusion) in the first place, after coming back from a 20 day vacation, 

(said), 'Gee, you know, we just wanted you to get a little better before 

we went in there and operated on you again.'" Sparky thought at that 

point, "Why the hell didn't you take care of it in the first place?! 

You're just pulling my leg and I don't need bullshit. I need 
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experience." Sparky believed his doctors wouldn't admit they were 

wrong because of personal pride and was angered at having himself and 

his problems ignored. He also believed and was disturbed that his 

doctors avoided him intentionally by making themselves unavailable 

to him and by neglecting to respond to his phone calls or to those 

of his family. 

His physician's communication problems and the complications 

he believed they caused (such as the painful wire and a blood clot 

in his leg) convinced Sparky that some of them were "incompetent". 

He believed he developed the blood clot in his leg as a consequence 

of his doctor's failure to prescribe a "proper" dose of heparin. Sparky 

lost all faith and trust in his doctors. 

Sparky also believed that some nurses lack practical experience 

and that some are "incompetent". He objected to being catheterized 

with equipment whose sterility had been compromised by contamination. 

He observed that some nurses were unfamiliar with some of the equipment 

they used in his care, and that some failed to consider how much pain 

he was in. To illustrate, he cited an episode on the second day after 

his spinal fusion procedure when his nurse was very rough in turning 

him and "tossed (him) around like a football", showing a lack of con

sideration for the pain he was in. Sparky called his nurse's failure 

to use sterile technique, their lack of practical experience, and their 

unfatniliarity with some equipment "the horror of being hospitalized". 

Sparky also complained of the . inconsistency among his nurses 

in watching him catheterize himself or take, his medications. Some 

always insisted on watching him do these- things and others did not, 
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or did not do so consistently. He resented the invasion of his privacy 

that being watched catheterizing himself represented, and called this 

and being watched while he took his medicines evidence of the nurses 

"throwing their power around" and having a "poor attitude". Other 

things that constituted a "poor attitude" were nurses who "lack a per

sonal touch", "lack the incentive to be a 'real' nurse", "don't care 

or care less than they say", and "treat me without respect". "Adopting 

an attitude towards patients that they wouldn't use with anyone else" 

was evidence of a poor attitude and of incompetence. Sparky thought. 

This attitude, along with lacking the incentive to be a real nurse, 

being too busy, and not caring or caring less than they say are the 

"foundations of poor nursing", according to Sparky. 

Sparky also believed that there were things about physical 

therapy that made his recovery more difficult. These included his 

therapists pushing him beyond his pain tolerance, being told he was 

"uncooperative" and not being listened to or responded to. Sparky 

believed also that his therapists had limited practical experience 

in their knowledge of, and, familiarity with, adaptive equipment and 

assistive devices. He suspected that his therapists were familiar 

only with merchandise offered by a single supplier and felt that the 

poor selection of wheelchair models and options recommended to him 

was part of a "neglective attitude" on the part of his therapists. 

Having help he didn't need or want forced upon him, and not 

being allowed to try some things also made Sparky's recovery more diffi

cult for him. He said that inappropriate help is not really what you 

need. "It gives you attention", he said, "but not your problem". 
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Getting sleep or rest in the hospital was also difficult for 

Sparky. He offered, "I wouldn't say the hospital is the place to get 

rest, that's for sure." 

Sparky believed that "the bullshit system" made his recovery 

more difficult. According to Sparky, it is a system of incompetence 

and not being allowed to rest or sleep. Of incompetence he said, "You 

don't need that when you're hurt...You get one bad nurse once in awhile 

and that could make the entire (hospitalization) bad... Actually, 

it's a pretty disgusting situation. Incompetence is the main thing 

in the hospital. They really need to control it." 

Sparky believed he responded in kind to the way his caregivers 

treated him, especially in the last week of his hospitalization (after 

the painful wire was removed from his back). He said, "I had paid 

enough already to get screwed around enough. Now they can take it 

from me for awhile." 

Contrasts Among Informants of 
What to Want and Hope For 
According to Time Since Injury 
(Figure 12) 

Of the informants, Ace had been injured most recently (41 days 

before the first interview). He did not spontaneously express any 

of his thoughts regarding what he wanted or hoped for, but when asked 

about these things he spoke of them without reticence or hesitation. 

Ace, as all of the other informants, spoke of his desire to 

do all he had done before being injured. Ace "knew", without being 

told by his physicians, that this would be impossible. He said, "My 

right leg is the one that won't completely recover, and possibly my 
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Figure 12. Contrasts Among Informants ot What to Want and Hope For According to Tine Since Injury 
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right arm, to...This sort of eliminates a lot of things I used to do, 

which I probably won't be able to do anymore...For sure I know I'll 

never be able to run and do things like that that I used to do with 

my boys...I just know it myself." 

Like most of the informants, Ace displayed some variation at 

different times during the interview period as to his expectations 

of his future capabilities. This variation seemed not to be a reflect

ion of any change in actual prognosis. Rather, it appeared to be an 

expression of hope, longing, and wishful determination. After making 

the above comments, Ace said in a later interview, "...I think I can 

swing it around and I can beat it, but it's going to take awhile. 

It's gonna take a lot of work and therapy." 

Ace's short term goal was to stand alone without assistive 

devices. He frequently dreamed of standing and walking, saying, 

I dreamed that I have walked on the crutches 
and the bars over here at PT. Instead of 
going to the small exercises like sitting 
up, I'm always going straight from the wheel
chair to the bars, thinking that if they 
will brace my elbows enough...I can balance 
myself. I think I can walk...I've never had 
a bad dream, where...I can't walk no more. 
I always look forward to running again. 

Ace said he found great satisfaction in these dreams. 

Running was only one of Ace's long term hopes and wants. He 

also wanted to hike and play baseball as before his injury. Though 

he wished to return to the work he did then, he knew he would be unable 

to resume those activities. Instead, he hoped to work as a volunteer 

in a halfway house, being an example to others and impressing them 

with the consequences of drinking or using drugs. He spoke of the 
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time when he drank heavily, and the concern of others around him at 

that time. "I've been told over and over and over by my wife and my 

mother..., but you know how we are. We think we know better. But 

you can never tell until it does happen", he said. His accident, he 

said, "affected everybody". Speaking of his message to the youth of 

his community he said, "You can't tell them not to drink..., but just 

to stop the heavy drinking. To stop the heavy drinking, to look at 

themselves, look at their families, their relatives...everybody that 

would be involved in case of death. (It's a) horrible thing for the 

relatives." 

Sparky had been injured 69 days before the first interview. 

The main thing he wanted in the short run was to maintain the integrity 

of his paralyzed muscles and the function of as many muscles as possible 

in order to keep them prepared for the day when he would be "cured". 

"You know", he said, "you're not fully recovered until you actually 

do get up and walk. ...To be explicit, either electrically, mechani

cally, or physically, I'm going to walk again...whatever it takes...one 

way or another, it will change." He wanted all sensory and motor 

function restored eventually. About future employment plans. Sparky 

said, "I can see myself working in an office. I won't say confined 

to an office because that makes it sound like you're in a trap...I 

can see myself owning my own business, being in my own office, behind 

my own desk. And that's the way I've always seen myself throughout 

my entire life." 

Coach was injured 148 days before the first interview. Like 

all the informants, he expressed a desire to do everything he did before 
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his injury. He specified that he wanted to walk without braces or 

assistance, to work at a non-sedentary job, to have normal bowel and 

bladder function, and to get all his feeling back. Coach anticipated 

going back to work eventually but had "no idea" what kind of job he 

would have. "I never wanted to sit", he said, "I never want to have 

a job where I was sitting down... I wanted a job that I was on my feet 

all the time, moving around." Coach had no plans to go back to school. 

He remarked, "I never intend to go back. I was never a schoolboy. 

I always wanted to do things by trial and error." Later he said, "I 

still don't know what I want to do. Right now I'm just concerned with 

trying to get better." 

At the time of the last interview, Coach was encouraged that 

he might get still more function back in his legs because of strange 

tickling and tingling sensations he perceived in his feet and a sen

sation of pressure he felt in one foot when he stood in his braces. 

Three of Coach's short term hopes involved ambulation in his 

reciprocal braces. By the last interview he was standing in them and 

taking tentative steps in physical therapy. He had advanced to having 

the right knee unlocked and felt that being able to bend that knee 

more would enable him to walk more. Coach wanted very much to progress 

to being able to walk up stairs, an insurmountable obstacle when in 

a wheelchair. He also hoped to eventually walk with the braces alone, 

without the aid of cane or crutches. No matter how well Coach did 

in his braces, he anticipated that he would never be entirely free 

of his wheelchair. 
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The last of Coach's short term desires was to get a part time 

job coaching football for young people. He said that friends were 

looking for a position in this area for him and he was hopeful that 

this could be accomplished. 

Music Man had been paralyzed longer than any of the informants, 

having been injured 221 days before the first interview. His immediate 

hope was to "find a good attendant and get settled in". At one time 

Music Man expressed a wishful desire to be restored to his previous 

physical ability and to do all he had done before his injury. He summed 

up the balance between "hope" and "reality" when he said, "I'd like 

to work, which is really ridiculous. I've never wanted to work before. 

I'd like to do the things I did before, but there's things I won't 

be able to do, maybe never and maybe not for awhile. You can't have 

the wrong attitude, but you can't have the right attitude, either. 

Right?" 

Recommendations for Nurses 
Caring For SCI Patients 
(Figure 13) 

When the informants spoke of their dissatisfaction or negative 

experiences with their nurses or hospitalization, each was careful 

to point out the positive experiences they had or to speak of the diffi

cult jobs their nurses contended with. Nevertheless, the informants 

related many hospital experiences or situations that they were unhappy 

with. Some of them spoke at length and in detail. Some mentioned 

things almost in passing. Much of that information is contained in 

this domain and was gleaned by presenting the informants with a 
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Staff Morale 
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Talk out problems between staff members 
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Keep a good humor and attitude 
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would to a stranger Be Friendly 
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and Empathetic 

Improve the guality of caring 

Be More 
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Consider how you'd feel as a patient 
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Don't push the patient beyond his 
physical or mental tolerance 

Be More 
Compassionate 
and Empathetic 

Understand when the patient loses control 

Be More 
Compassionate 
and Empathetic 

See if the patient needs anything before 
he has to ask 

Have Patience 
With 
Patients 

Listen when the patient has a problem 

Have Patience 
With 
Patients 

Be prompt when the patient needs immediate help 
Have Patience 
With 
Patients 

Don't say, "What do you want NOW?" Have Patience 
With 
Patients 

Don't "bite the patient's head off" 
Have Patience 
With 
Patients Don't "jump on his back" when he tries to do 

something because he can't wait for help 
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With 
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Talk to the patient 
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With 
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Listen to the patient when he has a problem Improve 
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With 
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With 
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Believe the patient when he says he needs 
immediate help 
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With 
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Be able to tell when the patient's not joking 
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Be motivated to do a good job 
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Improve "poor attitudes" 
Improve 
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Yourselves 
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Yourselves 
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Yourselves 

Don't "take your own sweet time" 

Figure 13. Recommendations for Nurses Caring for SCI Patients 
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situation and asking this question: "If you could speak for five minutes 

before a convention of 10,000 nurses caring for patients with spinal 

cord injuries, what would your message be - what do you think would 

be important for them to know?" ' This question allowed the informants 

to make remarks which would be regarded as helpful suggestions rather 

than negative criticism and elicited a surprising number and range 

of comments. Even those informants who overall expressed satisfaction 

with their hospital experiences contributed remarks here that more 

clearly indicated their unhappiness with some aspects of their care. 

Every informant seemed genuinely concerned that future patients in 

their situation be spared some of their experiences or that the experi

ences of future patients could be improved so as to be less stressful 

and more conducive to a positive recovery. 

All of the informants recognized and remarked on their obser

vations of the problem of low staff morale and how it impacts on nurses 

as well as patients. 

Music Man, Coach, and Sparky all expressed that having more 

nursing staff overall would be an essential ingredient in improving 

staff morale. Coach believed that hospitals keep staff levels low 

to save money but that profits are large enough to support more staff. 

Sparky noted, 

(The nurse has) eight patients a day, all 
of them have got problems, and after a day 
or two of that, (the nurse) thinks, 'All 
these people do is just bitch'. In the little 
bit of time (the nurse) does see you everyday, 
you try to tell them you do have a problem 
and there should be something done about 
it. But they hear that from (all their) 
patients and they get a conglomeration of 
a lot of problems set back in the back of 
their mind. 
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Music Man said that float nurses don't really solve the problem. He 

commented, "Those in the office, they send floats up, and the floats 

think, 'Oh, I'm in a new place so I don't have to do anythi ng'... I 

saw a lot of that." Music Man also remarked, 

During shift change they should have more 
people on the floor. I know they've got 
to have their little conference and that, 
but they leave. They'll leave me with one 
person on that whole floor, maybe two people. 
They've got to watch everybody and there's 
no way they can do all that. That's one 
of the worst times (to get help). 

He continued, 

I think they probably ought to have a lunch 
schedule. (They should have) certain times 
so everybody could cover and it would be 
a lot easier on everybody else...Five nurses 
will go to lunch and they'll leave two on 
the floor or two will go and they'll leave 
five... It should be able to work a little 
different. 

All of the informants believe that nurses should be able to 

work well with others and should talk out their problems among them

selves. Music Man said. 

The biggest problem is they have trouble 
getting along with each other sometimes. 
That's where a lot of the problems are 
created. They sometimes... have trouble work
ing with other people. Some nurses get upset 
because other ones don't care as much. Some 
get upset because the other ones do too much 
for the patient. They've got to find another 
medium and stick with it...You can always 
do better, but they (do) try real hard. 

Music Man also remarked that some nurses went into his room and shut 

the door to "get away and hide from the rest of the world" when they 

were upset by other staff members. 
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Coach said also that nurses must work well with others and 

not take their problems out on patients or other staff members. "If 

there are going to be problems, ...talk them out with somebody. Some 

people come (to work) with their problems and then they take them out 

on others. If they're good enough fellow workers, they should be able 

to talk about it so they won't ruin their work." He also said, "If 

they don't want to be there, give them a week's vacation...Take a 

break." Music Man again noted, "They do work hard and they. ..try real 

hard, but they can still go home. They don't worry about it. A lot 

of them don't realize (that patients) have to stay (here), which is 

kinda rough." 

Sparky addressed the larger picture, saying, "My personal view 

is (that) everything starts right at the top...Somewhere we're getting 

what feels like a nurse in there that's just looking for a paycheck, 

...just working out the week...A few bad apples spoil the whole crowd... 

If (the hospital) has to do something, I'd say (it is) to improve the 

sentiment of the workers." He thought ways to achieve this might in

clude giving bonus vacation trips to some of the best nurses and 

offering stock options to those who work in the organization as an 

incentive to do good work. Sparky also remarked that word spreads 

among the lay public as to which hospitals give good care and which 

do not and that consumers of health care elect to go to the hospital 

with the best reputation and thereby increase it's profits. 

Coach and Sparky spoke of the need for nurses to be friendly. 

Sparky's advice to nurses is, "Keep a good humor and attitude about 

it. It actually works for you." He believes that some nurses don't 
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treat patients with respect and that they adopt an attitude with 

patients that they would never use on someone who wasn't a patient. 

Coach felt that some nurses are snobs and look down on patients, but 

that others are very helpful. Sparky spoke of his own feelings as 

the recipient of poor treatment by a nurse, saying, "I've never really 

given anyone a hard time in my life, just to be an ass. I always take 

my own personal pride that I can make it just as easy as someone else 

instead of giving them a hard time, making them feel raunchy or making 

them feel terrible or beneath me to do something." 

Coach and Sparky both spoke of the importance of talking freely 

and casually with their nurses and were greatly appreciative of nurses' 

efforts to come and see them when they were assigned to other parts 

of the hospital. Sparky said, "You can be a nurse and come in and 

clean up. ..A nurse comes in and cleans up and that's all she does. 

She doesn't say a thing. Another nurse comes in and talks up a conver

sation while they're just doing one or two little things." Coach 

contributed, "Even coming in (at) a time that you don't even (have 

to). Come in to say 'Hi'. Talk to them (patients) maybe a minute 

or so and get friendly so you can get comfortable, both of you. You 

get comfortable with the nurse and the nurse gets comfortable with 

you." 

Coach, Sparky, and Ace all wished that some of their nurses 

had been more compassionate and empathetic. Sparky believed that these 

nurses should care more and he and Ace agreed that some nurses should 

improve the quality of their caring, that nurses in general should 

have a better understanding of what the patient goes through, and should 
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consider how they would feel if they themselves were a patient in the 

same circumstances. Sparky also expressed the opinion that nurses 

should be more impressed with the experience of back pain. Sparky 

and Ace also believed that nurses should not push the patient beyond 

his physical or mental tolerance, and Ace added that nurses should 

understand when the patient loses control. Sparky spoke of the need 

for nurses to give more "TLC" and Coach said that it would be very 

helpful if nurses would see if patients needed anything before they 

had to ask. He remarked, "I don't care how many shifts you have. Some

time, if possible, just stop by the patient's room and say, 'Hey, do 

you need anything?' ...Most of them don't come at all unless you call 

them. They should have a little time to find out what somebody needs. 

Even if it's just water or something to talk about." 

Being compassionate, Ace said, is the most important aspect 

of the care nurses give patients and involves understanding the greatest 

concerns of the patient, his condition, and his problems, as well as 

his loss of control when pushed beyond his physical or mental tolerance. 

It also includes having a better understanding of what the patient 

goes through and a consideration by the nurse of how he or she would 

feel as a patient. 

Sparky said, "(Nurses) care, but I think some really tell you 

they care a lot more than what they really care. ..It's obvious they 

don't really give a shit." He added, "They're trying to be good but, 

you know, a lot of them really lack that personal touch that allows 

people to get close to you." This is in line with what Coach said 

about the patient and the nurse becoming "comfortable" with each other. 
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Sparky's recommendation to nurses regarding caring is, "To be a lot 

more, maybe not sympathetic, but to be a lot more kind and (give) tender 

loving care. Be a lot more tender in what you do." He noted, though, 

that "it's just the personality behind the (nurse) that's going to 

make them do it." 

Sparky had much to say about the nurses' perception of the 

back pain patients suffer. He said, "In most circumstances with nurses, 

I don't think a lot of them have really felt...back pain", and he esti

mated that perhaps only 1% had experienced the kind of back pain he 

had. He continued. 

You begin to wonder how much carefulness 
they would give a patient when you just come 
out of surgery (and they) toss you around 
like a football. They just don't take into 
consideration exactly how much pain a person 
might be in, and I myself don't say what 
kind of pain I'm in. I'll just take it for 
granted that they know what they're doing...If 
you don't complain, they assume you therefore 
have no complaint. 

Regarding his later complaints of severe back pain. Sparky said, "They 

didn't really become impressed with it. They were baffled with it...What 

the hell (was) really the problem? They didn't really know themselves. 

(I) didn't know. The doctors didn't know. But I did know there was 

a problem." 

Sparky believed that some nurses who professed to care really 

didn't care but instead enjoyed the power they had over their patients. 

He said that, "They adopt an attitude, I think, like the patient is 

a person who classified as needing help and (they think), 'Now, they 

need help. I'm here to give help, and they're going to get by goddam 
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help whether they need it or not1...They get this real Superman feeling 

like they're 'Super Nurse1. They throw their power around." He added, 

"I don't like a nurse coming in and pushing me up against the wall" 

and cited as an example being "rolled over in a full twist on the bed 

about two days after surgery". 

Music Man was succinct when he volunteered, "The staff... every

body doesn't do the best they can, and some just don't care. You've 

got to care or people just don't get better." 

Coach said that it is important for nurses to "have patience 

with the patients" and he and Sparky and Ace all believe that it is 

very important for nurses to listen when the patient has a problem. 

Ace said that listening when the patient has a problem is another step 

in understanding him. 

Sparky addressed the notion that some nurses are too busy to 

listen to the patient. He said, 

They prefer to act like they're busy than 
(to) pay attention to the problem and take 
care of it before it happens... I guess it's 
sort of a way of pushing someone off in the 
hospital...And yet, if they were to take 
the few minutes it took for me to tell them 
my...problem, it would take about that long 
for them to fix it. But they're ignorant 
of the fact that unless the doctor tells 
them there's a problem, then there's no 
problem. I think it's a robotic effect... 

Coach explained the problem of nurse's impatience with patients 

as he experienced it. He said. 
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I always had to be turned and I never wanted 
to bother them, so I was always afraid to 
ask, 'Could I be turned?', (or) 'I need this', 
and 'I need that'. And a lot of nurses do 
have that attitude of 'What do you want NOW?'. 
You're afraid to ask because they're going 
to bite your head off or something. 

He continued, 

Why come to work if you're going to be that 
way? Take your frustration out at home. 
And if I wasn't comfortable (after being 
turned), I'd ask, 'Can you turn me again?', 
and they go, 'I'll be there'. Their bad 
attitude (is) one of the main problems that 
I've always encountered...I'd get 'What do 
you want?', and then if I didn't call somebody 
for something or if I tried to do something 
myself, thy'd come in and say, 'You're not 
supposed to do that. You're supposed to 
call us.' They'd just snap my head off... 
You'd be waiting and you go, 'I need to do...' 
whatever it is. 'I need to do it now', and 
you try to do it yourself and then they jump 
on your back, (even if) you just calmly said 
it. You can't just jump on everybody's back... 
(I thought) if you don't want to do it, fine. 
Call someone from (my) home and have it done. 

Coach, Sparky, and Ace all spoke additionally about the need 

for improved communication with patients and again stated the needs 

to have the nurses talk to the patients and to listen to the patient 

when he has a problem. Ace explained what this meant to him when he 

said, "They may notice you're a little depressed. They'll ask you 

if you'd feel better if you talked about it. They'll take you to a 

room for privacy for the conversation. But only a few nurses do it, 

the few that are truly concerned about you and understand you best." 

While Ace stressed the importance of humor in recovering, he cautioned 

that nurses should understand the patients' needs enough to know when 

he isn't joking. He also referred to being made to sit so long that 
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he suffered violent muscle spasms or was put off when he needed a urinal 

or bedpan and said that nurses must believe patients when they say 

they need immediate help so that patients needn't suffer avoidable 

pain, embarassment, or torment. He regarded these things as both physi

cal and emotional needs. 

Sparky said it would be helpful to be able to make complaints 

without reprisals from nurses. He noted, "I think it's a matter of 

how you complain. And a big problem is what kind of condition the 

nurse is in that day." He said what is needed is to "get to a situation 

where the patient can actually tell someone that there are problems 

in the hospital - tell them without having the fear of (being)...thrown 

around. Maybe like a suggestion box, where no one is really labeled 

as to who they are." 

All of the informants addressed the need for some nurses or 

hospitals in general to improve themselves. Ace said that nurses need 

to be more responsible in keeping accurate records of the patients' 

liquid intake and in keeping informed of the latest doctor's orders. 

He noted that when the nurse failed to notice a doctor's order for 

a procedure or appointment in another department, and therefore did 

not keep him informed, it gave him no opportunity to plan his day or 

prepare for what was to be done to him. This he found very unsettling. 

Ace also noted that although "poor attitudes" among staff mem

bers may not be the nurse's fault, they were most upsetting and 

aggravating to both the patient and the nurse, and were the cause of 

arguments between nurses. 
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Music Man, Coach, and Sparky linked "poor attitudes" with 

deficiencies in the motivation to do a good job. Music Man commented, 

"You're dealing with people, and people are always going to be wrong, 

or they're not going to be perfect all the time. You have to deal 

with that." 

Coach contributed more comments about nurses with poor 

attitudes. He said, "Well, you go through this schooling to be a nurse, 

you might as well use it...It's not just give a shot and this and that, 

to you. You've got to learn to be a person, too... It's just impr zing 

yourself. You don't need to go to school for it." When asked if he 

thought good nurses were born or were made, he said, "I think it could 

go either way. ..It's easier for the ones that are born with it. You 

can be nice...but it can be developed, too." Coach added that another 

indicator of a poor attitude and poor motivation on the part of a nurse 

is "taking (their) own sweet time." 

Sparky offered, "You can't really change a bad nurse into a 

good nurse. You just have to have the management be more aware, be 

able to pick and select and have the power to get rid of those that 

are not good and those that do get complaints.. .Management. That's 

where everything starts." In this vein. Sparky said that it is of 

utmost importance for hospitals to control incompetence. He did dis

tinguish, however, between incompetence and a lack of practical experi

ence, saying that some nurses simply didn't get enough of that in school 

and that this needed more attention on the job. 

Sparky made a concise statement with global application when 

speaking of his recommendations for nurses caring for SCI patients. 
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He said that medicine and nursing "must go beyond treating a' patient 

so they can (just) survive. They have to be able to recover." 

Cultural Themes 

Spradley defines a cultural theme as "any cognitive principle, 

tacit or explicit, recurrent in a number of domains and serving as 

a relationship among subsystems of cultural meaning" (1979:186). 

Cultural themes are large units of thought that are elements in the 

cognitive map which make up a culture. A cognitive principle is a 

common assumption about the nature of the experience of the people 

in a culture that is accepted by them as true and valid. 

Cultural themes are assertions that apply to numerous situa

tions, recur in two or more domains, and have a high degree of 

generality. Most cultural themes exist at the tacit level of knowledge 

and are not easily expressed by the individuals of a culture. Though 

they slip into the area of knowledge where people seldom find the need 

to express them, cultural themes are nevertheless used to organize 

behavior and interpret experience. 

In this study, cultural themes can only be hypothesized because 

of the limitations imposed by the small sample size. All of the data 

accrued were examined again and again in an effort to discern similari

ties and differences between the domains of meaning and to search for 

cultural themes. This immersion into the data yielded the following 

four cultural themes: 

1. Listen to Me! 

2. I Want to Help Myself 
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3. My Body Has Changed, But I Haven't 

4. My Life is Hard 

Listen to Me! 

The most dominant theme discerned from the data in this study 

was the need of the informants to be listened to by the people who 

cared for them or who held other significance for them. This theme 

recurred in eight of the 12 domains, either explicitly or implicitly, 

and, in fact, pervaded all discussions with the informants. 

Being listened to was a non-physical measure in the domain 

"Caretaking Measures by Health Care Professionals". It was implied 

in the domain "Ways I Care For Myself" when the informants said that 

two ways they cared for themselves were to be outspoken and to demand 

proper treatment. This implication also appeared in "Things Others 

Do to Help Me" as "putting up with my problems" and "giving strength 

and support". "Getting along well with staff", "not being pushed up 

against a wall", and "having my morale boosted" all appear in the domain 

"Things I Have Enjoyed Since My Injury", and necessitate being listened 

to. When Ace spoke of having to wait to be turned when he hurt, in 

the domain "Things That Frustrate, Irritate, or Tire Me", he did so 

with the feeling that if his nurses listened and truly understood that 

he was in pain, he would not be made to wait and suffer. In the domain 

"Characteristics of a Day", Sparky said that some things that made 

a day bad were "a bad nurse ordering me around", "a nurse reducing 

me down to a child", and being made to catheterize when he didn't 

believe it was necessary. All of these, in Sparky's view, involved 
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not being listened to or responded to appropriately. Not being listened 

to and/or also responded to appeared several times in the domain "Things 

That Make Recovery More Difficult", and were used in reference to nurses, 

therapists, and doctors, as well as to the state of being in the hospi

tal in general. Finally, in the domain "Informants' Recommendations 

for Nurses Caring For SCI Patients", the informants implied or stated 

outright that listening to patients is part of being friendly, being 

compassionate and empathetic, having patience with patients, and 

improving communication with patients. 

Being listened to allows for the expression of all other needs 

and the hope that those needs can be met. When their needs to be 

listened to or responded to were not met (or were perceived as not 

being met), the informants in this study suffered consequences to their 

physical and emotional well-being that compromised their abilities 

to recover as fully as possible. Even if these consequences were 

temporary and not insurmountable, they were stressful and caused the 

informants considerable anguish. At their worst, they extended physical 

and emotional wounds and their resultant disability. 

I Want to Help Myself 

This second theme discerned from the data was evident in nine 

of the domains and was an underlying current that ran throughout all 

of the interviews. All of the informants wanted to help themselves 

as much as possible. The ability to help and care for oneself after 

a spinal cord injury restores a measure of autonomy and control over 

one's life. This is necessary in order to be able to chart one's own 
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course, even on a day to day basis, and to make and act on decisions 

independently. Being unable to control one's limbs or voluntary bodily 

functions makes the ability to exert control over other aspects of 

living and to fulfill other needs in life all the more precious. 

Assistance by nures and therapists in learning how to exercise, 

to accomplish functional tasks, and to become knowledgable about other 

aspects of their care were addressed by informants in the domain "Care-

taking Measures by Health Care Professionals". They detailed "Ways 

I Care for Myself" in that domain, and spoke of ways to help themselves 

by alleviating their pain in the domain "Features of Pain and Discom

fort". They spoke of many of their frustrations and limitations in 

accomplishing everyday tasks in "Things That Frustrate, Irritate or 

Tire Me", but persevered despite their fatigue and frustration because 

they wanted to care for themselves. Many of their activities had 

changed because of their injuries and many of the changes involved 

abandonment of certain broad self-care measures. Some involved the 

creation of solutions to new problems in order to help self. Many 

of the items in the domain "Kinds of Fears and Worries" involved the 

informants being unable to help themselves should a fire, fall, or 

other situation occur which threatened their safety or survival. In 

"Characteristics of a Day", Sparky lashed out at nurses who dictated 

to him about the timing or ways in which he must help himself. "Things 

That Make Recovery More Difficult" included "having help forced on 

me I don't need", and the inability to work in physical therapy because 

time had been wasted. The short and long term goals related by the 
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informants in the domain "Contrasts Among Informants of What to Want 

and Hope For According to Time Since Injury" all highlighted the infor

mants' desires to help themselves as they did before their lives were 

interrupted by their injuries, or to learn to help themselves more 

effectively. 

All of the informants were impressive in their determination 

to increase their abilities to help themselves by increasing their 

strengths and functional abilities beyond, and independent of, any 

particular plan devised by their rehabilitation teams. For Music Man, 

at the time of the interviews, the immediate concern was to help himself 

by accepting some of his permanent limitations as insurmountable and 

finding and training a good attendant. Other informants helped them

selves by expanding their functional abilities through the use of 

adaptive or assistive devices, some of their own designs. Sparky1s 

belief was that exercise and assistive devices were but steps in 

preparation for the most enduring solution to his situation: A cure 

for the damage done to his spinal cord. Finding a cure was the ultimate 

way for him to help himself. 

My Body Has Changed, 
But I Haven't 

This theme was the most tacitly expressed by the informants, 

implied more often than not. It was addressed somewhat obliquely in 

several domains, such as "Caretaking Measures By Health Care Profession

als", "Things That Frustrate, Irritate, or Tire Me", "Changes in 

Activities Because of Injury", "Kinds of Fears and Worries", "How Others 
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Treat People in a Wheelchair", "Things That Make Recovery More Difficult" 

and "Informants' Recommendations For Nurses Working With SCI Patients". 

All of the informants were careful to make clear through expla

nations and repetition that they were the same people that they were 

before they were injured. Their bodies had changed, but what made 

them who they were had not. Their personhood, their value as human 

beings was unchanged, their "souls", so to speak, had not stopped 

functioning as their limbs had. The informants expressed that most 

of their basic needs had not changed. Only their options in meeting 

them and some of their priorities had been altered. Were it not for 

their disabilities, they would still enjoy doing and experiencing the 

same things they did before their injuries. They had the same capacity 

to feel emotionally, as well. They had most of the same cares and 

worries, likes and dislikes that they had before their injuries, with 

additional ones imposed on them by their disabilities. The informants 

wanted to be treated, in many ways, with the same regard and respect 

they had commanded before their injuries altered their bodies and 

changed the roles they had been familiar with. 

While the basic features, needs, and value that the informants 

shared with other members of humanity were not changed by their injuries, 

many other things were, and the informants conveyed that these special 

concerns and circumstances required thoughtful and empathetic consider

ation by those who cared for them. Each informant was dealing with 

dramatic changes in his role in life. They became vulnerable and 

dependent on others as they had not been since childhood. A whole 

arena of new problems suddenly became theirs to cope with. They had 
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new sorrows and new limitations. They had lost their abilities to 

be productive and work as they had planned. They had to develop new 

long and short term goals within an unfamiliar framework of existence. 

Some informants implied feeling an alienation imposed on them by fully 

functioning members of society. The informants also experienced new 

physical pain and discomfort. Their frustrations and tasks at hand 

were considerable. In dealing with these things, the informants fre

quently expressed a desire to be treated as they felt anyone in their 

circumstances deserved to be treated , not as a number or just someone 

to be processed through the system. They didn't want to be "tossed 

around like a football" or to be dismissed or overlooked. They wanted 

their caregivers to "consider how they'd feel as a patient", to have 

patience, compassion, and empathy. They wanted the "TLC", reassurance, 

and special consideration they felt they deserved as human beings and 

as people with new and devastating spinal cord injuries. 

My Life is Hard 

Several of the domains of meaning contained statements made 

by the informants which related the difficulties that they encountered 

in their lives and how they felt about them. The cognitive principle 

that served as a relationship among these domains, and which was implied 

through these and much of the other domains, was "My Life is Hard". 

Though the informants never used this expression specifically, they 

used others that, when considered together, conveyed this theme beyond 

question. Examples could be found in the domains "Ways I Care For 

Myself", "Changes in Activities Because of Injury", "Features of Pain 
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and Discomfort", "Things That Frustrate, Irritate, or Tire Me", and 

"Characteristics of a Day". 

Music Man spoke of doing things on his own as the "hardest" 

thing he had to accomplish. Ace spoke of "struggling and struggling" 

to do more and to overcome his pain. Two informants addressed their 

inability to get away from people or to get away to "help forget", 

as they once had, as "terrible" and "hard". Coach described his pain 

and discomfort as a "bitch". The domain "Things That Frustrate, Irri

tate, or Tire Me" is most supportive of this cultural theme and includes 

such items as "having a ed up life" and that small tasks have 

become a "big deal" to accomplish. Finally, day-to-day life in a wheel

chair was described by Sparky as a "pretty shitty" situation. Elsewhere 

in the domains, informants often related in less explicit terms how 

and why their lives were hard. 

This chapter presents a discussion of the researcher-informant 

experience, characteristics of the sample, and descriptions of each 

of the four informants. Data are displayed and discussed in 12 domains 

of meaning. Four cultural themes have been extracted and their relation

ships to the domains of meaning are included. 



CHAPTER V 

CONCLUSIONS AND RECOMMENDATIONS 

This chapter presents the research conclusions of the study 

(including the relationship of the findings to the conceptual orient

ation and literature review), recommendations for nursing practice, 

and recommendations for further research. 

The problem investigated by this research was the cultural know

ledge used by spinal cord patients in rehabilitation to explain the 

experience of surviving and life after his or her injury. The purpose 

of the study was to investigate that system of knowledge so that such 

information can be incorporated into a plan for quality patient care. 

To that end, the ethnographic interview technique was used with four 

informants to discover culturally relevant domains. Conclusions were 

drawn based on the investigator's organization of the data into four 

general statements that, in part, hold the cultural system together. 

These cultural themes are: 1) "Listen to Me!"; 2) "I Want to Help My

self"; 3) "My Body Has Changed, But I Haven't"; and 4) "My Life is 

Hard". 

Relationship of the Findings to the 
Conceptual Orientation and Literature Review 

The conceptual orientation of this study includes the constructs 

of culture, human response, care, and stress. Cultural scene, the 

cultural knowledge of patients with spinal cord injuries, being a 
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survivor, life change with disability, and self-care are all derived 

from the constructs of the conceptual orientation (Figure 14). 

This study began with the premise that the experience of being 

a spinal cord injured patient in rehabilitation could be regarded and 

examined in terms of culture. These individuals live and interact 

in a culturally defined environment which they use to interpret their 

experience and generate social behavior. 

The informants in this study shared a cultural scene. It was 

the elements of meaning that defined some aspects of their experience. 

Their view was their cultural knowledge as expressed in the cultural 

themes. All of the informants wanted to be listened to and to help 

themselves. Each felt that, despite the changes in his body, he was 

the same person he was before injured. All of them expressed that 

their lives were hard. 

The cultural themes "Listen to Me!" and "I Want to Help Myself" 

relate to the construct of care and to self-care and represent the 

informants' concrete contributions to these more abstract aspects of 

the conceptual model. All of the domains, with the exception of "Things 

Others Do to Help Me", supported one or both of these cultural themes. 

According to Leininger (1977), caring behaviors are essential 

for human survival and development and, among other things, place heavy 

emphasis upon measures and activities which provide care to oneself 

over time. All of the informants recognized their needs for care and 

self-care and were eager to be listened to as they described these 

needs and how they or others should try to meet them. Leininger also 

states that efficacious caring must reflect elements such as concern. 



CULTURE 

CULTURAL SCENE 

VIEW OF PATIENTS WITH 
SPINAL CORD INJURY 
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Figure 14. Relationship of the Cultural Themes to the Conceptual Orientation 
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comfort, support, compassion, stress alleviation, nurturance, protection, 

and surveillance. The informants themselves asked for these very ele

ments throughout the interview process. This can be seen most explicitly 

in the domains "Recommendations For Nurses Caring For SCI Patients" 

(Figure 13), "Caretaking Measures by Health Care Professionals" (Figure 

2), "Characteristics of a Day" (Figure 8), "Things That Make Recovery 

More Difficult" (Figure 11), and "Things That Frustrate, Irritate, 

or Tire Me" (Figure 7). 

Orem (1980) states that every human being has universal requi

sites for bringing about and maintaining living conditions that support 

life processes and development, and the formation, maintenance, and 

promotion of functional integrity, and that these are the purposes 

individuals should have when they engage in self-care. She holds that 

self-care is a dynamic process in which people investigate and under

stand what self-care requisites exist for them and make decisions as 

to what can and should be done about them. People, she says, become 

self-care agents when they do "for oneself" and "by oneself". Fiore 

(1979) states that patients must be given the opportunity to participate 

actively in their own recovery, take responsibility for their own health 

care as much as possible, and to regain a sense of control over their 

own bodies. 

Orem defines six categories of self-care requisites. They are: 

1. Seeking and securing appropriate medical assistance. 

2. Being aware of and attending to the effects and results 

of pathological conditions and states. 



180 

3. Effectively carrying out medically prescribed diagnostic, 

therapeutic, and rehabilitative measures directed to...compensation 

for disabilities. 

4. Being aware of or attending to or regulating the discomfort

ing or deleterious effects of medical care measures performed or 

prescribed by the physician. 

5. Modifying the self-concept (and self-image) in accepting 

oneself as being in a particular state of health and in need of specific 

forms of health care. 

6. Learning to live with the effects of pathological conditions 

and states of the effects of medical, diagnostic, and treatment measures 

in a lifestyle that promotes continued personal development. 

Data from six of the domains of meaning fit readily within these 

categories. These domains are "Caretaking Measures by Health Care 

Professionals" (Figure 2), "Ways I Care For Myself" (Figure 3), "Changes 

in Activities Because of Injury" (Figure 5), "Features of Pain and 

Discomfort" (Figure 6), "Kinds of Fears and Worries" (Figure 9), "Things 

That Make Recovery More Difficult" (Figure 11), and "Contrasts Among 

Informants of What to Want and Hope For According to Time Since Injury" 

(Figure 12). 

The cultural themes, "My Body Has Changed, But I Haven't" and 

"My Life is Hard" are most appropriate as less abstract aspects of 

the construct of stress, the state of being a survivor, and the experi

ence of»"life change with disability. 

Smith defines serious illness as one that "holds a realistic 

threat to physical or psychological survival" (1979:441). In writing 
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about survival of critical injury or injury (1981), she enumerated 

several themes that can be elicited from survivors. Among these are 

a feeling of touching death or hitting bottom (accompanied by changes 

in values, priorities and goals), stigma and role changes within the 

family and at work, guilt at having contributed to their illness or 

injury, loss of privacy and dignity with feelings of intrusion and 

lessened control, group support by and with others who share the illness 

or injury experience, a focus on the positive (even if it involves 

denial), stages of experience, mastery and autonomy, healing, and the 

will to live. Throughout the domains, the informants can be seen to 

have experienced all of these things. 

In the domain "Caretaking Measures by Health Care Professionals" 

(Figure 2) remarks can be found that reflect role changes and the need 

for mastery and autonomy. The subject of group support by others who 

shared their injuries was addressed in the context of the importance 

of visits by staff members who cared for the informants and witnessed 

some of their experiences. This was also identified in the domain 

"Recommendations For Nurses Caring For SCI Patients" (Figure 13). 

In the domain "Ways I Care For Myself" (Figure 3), informants again 

relate the importance of mastery and autonomy. This is also found 

in "Changes in Activities Because of Injury" (Figure 5), "Features 

of Pain and Discomfort" (Figure 6), "Characteristics of a Day (Figure 

8), "Things That Make Recovery More Difficult" (Figure 11), "Contrasts 

Among Informants of What to Want and Hope For According to Time Since 

Injury" (Figure 12), and in "Recommendations For Nurses Caring For 

SCI Patients" (Figure 13). 
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Changes in values, goals, and priorities are evident in all 

of the domains of meaning. Role changes are most apparent in the domain 

"Changes in Activities Because of Injury" (Figure 5) but can be found 

in the narratives of other domains as well. 

One of the informants spoke most directly about the guilt he 

experienced as a result of his role in the accident which caused his 

injury, though he did not use the term "guilt". Instead, he described 

his activities surrounding the accident and related at another time 

the pain and grief his family experienced after his injury in "Things 

Others Do to Help Me" (Figure 4). 

All of the informants related a focus on the positive, even 

to the point of denial in some cases. This is most directly observed 

in "Contrasts Among Informants of What to Want and Hope For According 

to Time Since Injury" (Figure 12), but can also be seen in "Ways I 

Care For Myself" (Figure 3) and in the narratives of several other 

domains. 

Stages of experience have been identified by Weller & Miller 

(1977) and include shock, denial, anger, depression, and acceptance. 

Evidence of these stages is found throughout the domains, and informants 

frequently displayed characteristics of more than one stage at the 

same time, or fluctuated from one stage to another at different times. 

Some measure of healing was also evident in the narrative of each 

domain, though by no means was healing complete for any informant. 

The will to live can be found in discussions of needs, hopes, 

desires, frustrations, irritants, values, activities, and fears of 
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all of the informants. These things, too, are found among all of the 

domains of meaning. 

Each informant expressed in tacit terms that his personhood, 

his dignity, his value as a human being, and what made him "me" had 

all survived and remained unaltered. But the informants' bodies had 

not remained unaltered. Their injuries and disabilities imposed sudden 

arid dramatic changes in their lives. These life changes were accompan

ied by numerous physical, physiologic, emotional, and interpersonal 

stressors as identified by Stephenson (1977) and by Stensrud & Stensrud 

(1981). These included, but were not limited to, drugs and anesthetics, 

infectious organisms, trauma, immobilization, anxiety, fear, role change, 

separation from significant others, and disability. These stressors 

can be found throughout the data and among all of the domains in this 

study. Similarly, evidence of Brink's (1976) five stressors that make 

the hospital amenable to culture shock are seen across the domains. 

In fact, some of these stressors often followed the informants beyond 

the hospital as they became outpatients and moved back into more 

familiar settings within society. These five stressors are: 1) problems 

in communication, where unfamiliar words and abbreviations are used; 

2) mechanical differences existing in the hospital (or other) environ

ment; 3) the foreign customs involved in being a patient (or disabled 

person); 4) isolation, where activities of daily living occur within 

a situation comprised almost totally of strangers (or the disabled 

person's activities seem strange or unfamiliar to others); and 5) 

foreign attitudes and beliefs, where little decision making is left 

to the patient and he occupies a position as a low-status subordinate 



184 

in the hospital hierarchy (or the discovery by the disabled person 

that he cannot act on his decisions as a consequence of his physical 

limitations or other obstacles). Though these stressors can be seen 

throughout the data, they are most prominent in the domains "Things 

That Make Recovery More Difficult" (Figure 11), "Things That Frustrate, 

Irritate, or Tire Me" (Figure 7), "Features of Pain and Discomfort" 

(Figure 6), and "Kinds of Fears and Worries" (Figure 9). 

Stensrud & Stensrud (1981) addressed themselves entirely to 

the interpersonal stress generated as a consequence of being disabled. 

They note that interpersonal stress is particularly acute when a differ

ence exists between the self-perceptions of the disabled and the 

perceptions attributed to that group by the non-disabled. It is with 

the cultural theme "My Body Has Changed, But I Haven't" that the infor

mants in this study expressed their objection to this dissonance most 

emphatically. 

All of the informants experienced a life change of great magni

tude that was accompanied by some measure of permanent disability. 

Lost immediately were mobility, control, virility, independence, 

pleasure sensation and wholeness. There was also an abrupt threat 

of loss of life. In addition, the informants were threatened by long 

term losses, such as the major life functions of ability to work, to 

maintain close relationships (marriage, parenthood, love, or the ability 

to love and be loved), and the loss of the ability to take their antici

pated places in society, both in the present and in the future. The 

informants experienced changes in physical appearance, functioning, 

dependency, mechanical equipment, financial resources, and access to 
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large areas of life experiences. These losses have all been identified 

in the literature by Weller & Miller (1977) and Aadalen & Stroebel-

Kahn (1981). They also pervaded all of the interviews with the 

informants in this study. Their confrontations and struggles with 

these losses and life changes, are all generalized in the theme "My 

Life is Hard" and are most clearly demonstrated in the domains "Ways 

I Care For Myself" (Figure 3), "Features of Pain and Discomfort" (Figure 

6), "Things That Frustrate, Irritate, or Tire Me" (Figure 7), and 

"Characteristics of a Day" (Figure 8). 

Figure 14 ilustrates the relationship of the cultural themes 

to the conceptual orientation of a patient's view of spinal cord injury. 

The dotted lines in the diagram signify relationships which do not 

necessarily indicate cause or effect and which are hypothesized and 

therefore require further testing. 

Recommendations For Nursing Practice 

The art and science of professional nursing are concerned with 

and directed towards care of the patient as a whole human being. On 

a practical level, nursing does things to, for, and with other people, 

each of whom brings their own cultural knowledge and beliefs with them 

as they interact within the health care delivery system. Some of the 

cultural knowledge of nurses and patients is shared, but much is not, 

and can only be witnessed by the other. The professional nurse strives 

to incorporate the cultural knowledge and experience as well as the 

biological, psychological, and sociological aspects of a patient into 

a plan of patient care. 
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The purpose of this study was to investigate the system of 

cultural knowledge used by spinal cord injured patients in rehabili

tation so that this information may be incorporated into a plan of 

quality patient care. Indeed, the informants themselves expressed 

recommendations that provide valuable clues that can guide nurses in 

generating care plans and finding appropriate interventions in order 

to provide the kind of care necessary to meet specific needs of spinal 

cord patients and which may be generalizable to other patients. The 

informants' bluntness or bitterness should not be allowed to obscure 

or negate the value of their observations or recommendations. 

Results of this study indicate that spinal cord injured patients' 

lives before and during rehabilitation are hard. They have needs for 

care and self-care, a profound need to be listened to as they express 

these needs, and to be regarded as thinking, feeling human beings 

unchanged, at their cores, by their injuries. While respect for 

patients' knowledge and expressions of needs are growing within the 

health care professions, the data in this study indicate that some 

consumers of health care services believe it is still insufficient 

to meet their need. 

Nurses must be concerned with the assessment of the things that 

make recovery more difficult for their patients. Decisions and prior

ities for nursing actions are based upon the magnitude of these problems 

(as generalized in the cultural theme "My Life is Hard"), and upon 

the accentuation of resources within the patient that are appropriate 

to overcoming them (such as the desires to help self, express needs, 

and to assume a measure of the control over his life that he had prior 
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to becoming injured. Nurses must consider these things for each patient 

individually. Thus, it is imperative for the nurse to have the wisdom 

and make the effort to learn about the strengths and weaknesses of 

their patients as individuals and as members of a cultural scene. 

Nurses who convey their respect for the dignity, wisdom, and 

knowledge of their patients are better patient advocates. They are 

better able to assess the unique needs of each individual patient and 

to seek out appropriate care and caregivers as a step in caring for 

their patients as whole human beings. 

The ultimate goal of nursing and rehabilitation is to enable 

the patient to function in the world at large (not only within the 

hospital setting); to care for himself, and to take major responsibility 

for his health care. We must not obstruct patients' efforts to do 

these things by failing to listen to them. 

Patients enter the social scene of the acute care or rehabili

tation setting under stress. Nursing's cosntribution to their care 

can and must be aimed at making the patients' experiences in these 

settings and their outcomes positive ones. There is no place for an 

adversarial relationship between patients and their nurses. 

In order to listen well to patients, to become true advocates 

in meeting their needs, and to develop plans for quality patient care, 

nurses must be given the administrative support to practice what they 

learn from their patients, through the literature and studies such 

as this, and through programs of continuing education. Listening to 

patients and working with them to facilitate their care of self require 

time and an administrative philosophy supportive of these goals. 
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Based on the findings of this study, the following recommendations 

for nursing practice are suggested: 

1. The leadership of health care facilities must support efforts 

to maximize contact between nurses and individual patients by providing 

staffing levels and promoting the philosophy necessary for the accom

plishment of this goal. 

2. Nurses are encouraged to examine and clarify their own goals, 

values, and needs as they relate to the care of their patients. 

3. All nurses must remain open to the possibility that the 

"gut feelings" of their patients regarding "something wrong" may be 

well grounded, even if these feelings have not yet been supported by 

objective indicators. They must listen carefully to the expressed 

needs of their patients, recognize those needs as valid, and avoid 

subjective value judgments based on the content of those needs or the 

manner in which they are expressed. Nurses must then respond appro

priately in an attempt to meet or attenuate those needs in a timely 

fashion. Implicit in this recommendation is the necessity for respecting 

the knowledge and perceptions of each patient. 

4. In order to promote a mutually satisfactory plan of action 

to meet the care and self-care needs of the patient and to foster 

compliance on the part of the patient, it is suggested that a schedule 

of conferences between the patient and nurse be instituted so that 

they can each review and discuss their own assessments of the needs 

of the patient and contribute to the plan of care to be followed in 

meeting those needs. 
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5. The informants in this study made it clear that they regarded 

their nurses as the most accessible and informed of their health care 

providers. As such, nurses are in a unique position to assess the 

whole individual and assume strong roles as patient advocates, inter

ceding whenever possible to assist in meeting patients' needs. 

6. The data in this study suggest that long-term patients 

acquire a savvy about the social scene of the hospital that is surprising 

in scope and which makes them particularly astute at perceiving dis

harmony despite staff members' attempts to hide it, or even before staff 

members themselves become aware of it. Patients' perceptions of or 

involvement in staff conflicts erodes confidence in their caregivers, 

fosters further disharmony, and reduces morale on the part of patients 

and staff alike. Additionally, inconcistency in the performance of 

some patient care tasks shakes patients' confidence and may leave some 

nurses open to unjust criticism or manipulation. Nurses must respect 

patients' perceptions of disharmony among staff, even if out of the 

nurses' awareness, and are, of course, discouraged from involving 

patients in any dispute or disagreement among staff members. Also, 

nurses are encouraged to strive for consistency in areas of clinical 

practice so as to foster confidence in nurses' abilities to accomplish 

patient care tasks competently. 

Recommendations For Further Study 

Based upon the abundant data and cultural themes developed 

through the use of the ethnographic methodology in this study, the 

following recommendations for further study are made: 
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1. A replication of this study with additional informants of 

both sexes, and a comparison of those findings with the findings of 

this study. 

2. A replication of this study, seeking informants cared for 

by health care facilities different from those in this study, with a 

comparison of those findings with the findings of this study. 

3. A replication of this study with informants with other 
t 

chronic illnesses or conditions (such as rheumatologic diseases, neuro

muscular diseases, degenerative diseases, multiple trauma organ 

transplant recipients, or other forms of disability) and a comparison 

of those findings with the findings of this study. 

4. A study exploring the culture knowledge and experience of 

nurses caring for patients with spinal cord injuries or other chronic 

disabling conditions, using the ethnographic methodology. 

5. An exploratory study of the families of patients with spinal 

cord injuries or other chronic disabling conditions, using the ethno

graphic methodology. 
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HUMAN SUBJECTS INFORMATION FORM 

I am asking you to participate in a study entitled "Spinal 
Cord Injury - The Patients' View". It is being conducted to learn 
about how patients with spinal cord injury view their processes of 
rehabilitation. 

The purpose of this study is to identify the knowledge you 
have in regard to your injury and hospitalization. There may be no 
benefit to you now as a result of this study. However, it is hoped 
that the information you give will help nurses in the future to better 
understand and care for others going through experiences similar to 
yours. 

You will be asked to participate in several interviews (up 
to five) approximately a week apart. By responding to my questions 
you will be giving your consent to participate in the study. Each 
interview will last for about one hour and will be arranged so as 
not to conflict with any treatments or appointments you may have. 
Mutually agreeable meeting times will be arranged in advance and your 
interview will be alone and in private. The interviews will be tape 
recorded. Any information you give will be held in confidence. Your 
identity will be known only to me. All written notes or records and 
tape transcriptions will be coded to ensure your anonymity. After 
the information you give me is analyzed, the results may be submitted 
for publication and will be retained for possible use in further 
studies. No member of your medical, nursing, or therapy teams will 
have access to any tape recordings or written notes I have made. 
The tapes will be erased at the end of this study. 

There are no medical, psychological, or social risks to you 
with this study. There is no cost to you for your participation. 
Neither will you receive any money for participating. You are free 
to ask any questions about the study and you are entitled to receive 
answers to them at any time. You may refuse to participate in this 
study or withdraw from it at any time. There will be no ill will 
or consequence to you for doing so. Withdrawal will not affect your 
medical or nursing care in any way. 

Marie Dutton 
Graduate Student 
College of Nursing 
The University of Arizona 
Tucson, Arizona 85721 

Phone: (602) 626-6689 
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THE UNIVERSITY OF ARIZONA COLLEGE OF NURSING 
MEMORANDUM 

TO; Marie H. Dutton, R.N., B.S. 
8948 East Pine Valley Drive 
Tucson, Arizona 85710 

FROM: Ada Sue Hinshaw, R.N., Ph.D 
Director of Research 

Katherlne J. Young, R.N., Ph.D. 
Chairman, Research Committee 

DATE: July 25. 1983 

RE: Human Subjects Review: "Spinal Cord Injury - The Patient's View" 

Your project has been reviewed and approved as exempt from University review by 
the College of Nursing Ethical Review Sub-committee of the Research Committee, 
and the Director of Research. A consent form with subject signature is not re
quired for projects exempt from full University review. Please use only a dis
claimer format for subjects to read before giving their oral consent to the 
research. The Human Subjects Project Approval Form is filed in the office of 
the Director of Research, if you need access to it. 

We wish you a valuable and stimulating experience with your research. 

ASH:des 
4/83 
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StJVtary's 4 

HOSPITAL &HMJTH CiNTZR 
Ms. Marie Duteon, R.N. 
8948 E. Pina Vallay Dr 
Tucson, AZ 85710 

1801 WEST ST. MARY'S ROAD 
P.O. BOX *"** 

TUCSON. ARIZONA 85703 

PHONE (602)822-5833 

August 18, 1983 

Dear Ms. Dutton: 

Your theals proposal and huaan subjacta Infomatlon fora 
hava been reviewed and approved by Dr. Stuart Holtznan, M.D., 
Dr. Jon Laraon, M.D., and Mallnda Staveley, R.N. 

In addition, I have reviewed your propoaal and find that 
it meets the criteria for raaearch at St. Mary's Hospital and 
Health Canter. We will all look forward to having you ahare 
with us the reaults of your study, "Spinal Cord Injury - The 
Patlenta' View." 

Sincerely, 

Evelyn Chapman, R.N. 
Unit Director, Nursing Education 

EC:ra 
cc: Mellnda Staveley, R.N. 
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