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ABSTRACT 

This exploratory study was designed to discover the 

culture of living with a head injured spouse. Using the 

ethnographic approach, five spouses of head injured survivors 

were interviewed. Analysis of data yielded five domains of 

meaning: concerns as a result of role transition, social 

isolation, loss, future and coping. Two cultural themes 

emerged as "no one understands" and a "wish list." 

Implications for nursing practice include increasing 

awareness of health care professionals regarding perceptions 

and needs of spouses of head injured survivors. 



9 

CHAPTER 1 

INTRODUCTION 

It is well documented that head injury is a serious 

problem that affects hundreds of thousands of individuals and 

their families each year in the United States and throughout 

the world. It has been estimated that 700,000 people in the 

United States alone are hospitalized each year with the diag

nosis of head injury (National Head Injury Foundation 

brochure, 1988). In the United States more people have been 

affected by head injury than have died in all of America's 

wars (Bush, 1988). It is a high-ranking health problem, with 

90,000 persons left in a cognitively impaired state each year 

(National Head Injury Foundation brochure, 1988). These 

figures are worthy of attention, but when one considers the 

families of the injured, the actual numbers of "victims" 

reach epidemic proportions. The classic cognitive and 

behavioral deficits associated with head injury pose signi

ficant problems for the families, particularly the spouses. 

To more thoroughly understand the potential needs of 

spouses, it is necessary to examine characterological altera

tions of persons with adult onset of head injury. Though 

each head injured victim is unique, owing to the nature and 

location of the injury and the personal system, it is 
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possible to categorize deficits that have the most profound 

effect on families. Lezak (1978b) has conceptualized these 

characterologica 1 alterations into five nonexclusive cate

gories. First, the head injured person has impaired capacity 

for social perceptiveness, resulting in se If-centered 

behavior in which empathy and seIf-critica1 attitudes are 

greatly diminished, if not lacking altogether. Secondly, an 

impaired capacity for control and self-moni tori ng of one's 

own behavior gives rise to impulsivity and impatience. 

Thirdly, stimulus-bound behavior (the inability to appropri

ately process more than one environmental distraction at a 

time) is enacted as social dependency, and difficulty in 

planning and organizing activities. The fourth category of 

change in the character of the head injured survivor is, 

according to Lezak, the most common, that of emotional 

alterations. Emotional alterations can be apathy, silliness, 

lability, irrationality, and either greatly increased sexual 

interest or loss of sexual drive. The fifth category is the 

inability to profit from experience, which limits the 

person's capacity for social learning. For example, due to 

difficulty in retaining new information, the head injured 

person may need to be reminded time and again not to grab 

things from others' hands. Such actions are embarrassing and 

frustrating for family. 
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Awareness of the disabilities adds to the injured 

individuals' problems when the disabilities result in a not 

inappropriate but often stubbornly unyielding depression. 

Self-centeredness without insight and distortion by defective 

social awareness may give rise to fearful, even grotesquely 

irrational paranoia, as when a head injured spouse accuses 

his wife of infidelities every time she leaves the room. 

Typically, when one member of a family system is 

affected by a disabling illness or injury, other family 

members of the system experience significant change. Par

ticularly dramatic changes take place when a spouse is brain-

injured. Panting and Merry (1972) and Thomsen (1974) comment 

on the vulnerability of different types of family relation

ships under the stress of head injury, finding that, in 

general, the husband-wife relationship is less stable than 

the parent-child relationship. 

Roles within the family are quickly, often perma

nently changed. The injured partner is normally unable to 

carry out his or her duties and responsibilities. The un

injured spouse frequently must assume singular responsibility 

for a variety of tasks: parenting, maintenance of income, 

decision making, caretaking of the injured spouse, and 

dealing with health care and social service systems. 

Contemporary studies have focused on issues of head 

injury as they relate to stresses upon relatives of head 
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injured patients (Oddy, Humphrey, & Uttley, 1978), coping 

strategies for families after brain injury (Falconer, 1985), 

family needs after brain injury (Elliott & Smith, 1985; 

Livingston, 1986), family support groups following brain 

injury (Mauss-Clum, 1981), and the utility of the family role 

in brain injury rehabilitation (Roa, Sulton, Young, & Harvey, 

1986; Muir, Jacobs, & Martel, 1982). Very little research 

has been conducted on the spouse's perspective of living with 

a suddenly, most likely permanently, characterologically 

altered mate. 

What is it like to be married to a bra in-inj ured 

spouse? Admittedly, the experience will not be identical for 

any two spouses. The multiplicity of factors in any spouse's 

experiences are as different as one person is from another. 

However, questions remain concerning the similar experiences 

among spouses. For example, what concerns do they have for 

themselves and for their spouses since the head injury? What 

sources of support have helped in coping with these concerns? 

How does the uninjured spouse balance additional responsi

bilities? A qualitative research approach to studying 

nursing phenomena provides a means of examining commonalities 

among spouse responses. Little is known in this area of 

spouse perceptions of living with a characterologically 

altered mate. Data from ethnography may provide a more 
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thorough understanding of experience from the spouse's point 

of view. 

Statement of Purpose 

The purpose of this study is to explore the question, 

"What is it like to be married to a head injured spouse?" 

The study is designed to describe and analyze the perceptions 

of spouses of head injured survivors. The investigation will 

attempt to discover how changes in their relationships can 

guide the type of supportive rehabilitative nursing care the 

spouses' need. 

Significance 

With the advent of health care cost containment to 

include safe, timely discharge from the hospital, and in 

support of nursing's traditional holistic approach to the 

patient, the nurse must meet the needs of the patient's 

immediate family as well as those of the patient. The infor

mation the family receives prior to discharge from the acute 

care setting focuses on the needs of the head injured patient 

and, for example, guidelines for "handling" maladaptive 

behaviors at home. Nurses need to focus on the needs of the 

spouse as well. The spouses' caregiving responsibilities 

render them in need of guidance. 

The spouse must learn to live with a person who may 

appear physically the same as prior to the head injury, but 
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who now behaves in unfamiliar and confusing ways. "The 

spouses live in social limbo, for he or she no longer has 

a partner with whom he or she can participate in social 

activities, nor is he or she free to get one. Today's social 

milieus tend to consist mostly of couples or singles; the 

single spouse fits into neither" (Lezak, 1978a, p. 593). 

Lezak further points out that the spouse cannot mourn decent

ly because the mate is lost but not dead. The spouse cannot 

divorce with dignity or in good conscience because of guilt, 

fond memories, etc., nor are sexual or affectional needs of 

the spouse met because many of the head injured survivors no 

longer have full capacity for empathy. Romano (1974) refers 

to the state of the survivor as "personality death." 

Rosenbaum and Najenson (1976) concluded in their 

study that wives feel the husband's disability is a social 

handicap. Isolation, loneliness, depression, and sexual 

difficulties are attributed to the unique interpersonal 

relationship with the injured person. To be able to focus on 

the concerns of spouses of head injured survivors, nurses 

need to have a base of understanding of the views of this 

group of health care consumers. 

The purpose of this study is to conduct a qualitative 

investigation using ethnographic methodology to explore 

spouses' perceptions of living with a head injured mate. 
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Summary 

Very little is known about spouse issues as the 

result of head injury. A need exists for scientifically 

grounded studies to explore these topics. Increasing the 

understanding of spouses' percept ions/needs after the 

occurrence of the catastrophic injury to their mate could 

1) guide nursing interventions to match these perceptions of 

their needs, 2) enhance spouse satisfaction with inpatient 

nursing care, thus utilizing the nurse's expertise post 

discharge, and 3) add significantly to nursing's body of 

knowledge as the nursing role in the outpatient arena 

continues to grow and develop. 
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CHAPTER 2 

LITERATURE REVIEW 

There is little published information on the unique 

needs of spouses of head injured survivors. A paucity of 

information exists to answer the question, "What is it like 

to be married to a suddenly, often permanently, head injured 

spouse?" Little has been done which simply asks the spouse, 

"What do you need?" or "What do you want?" However, results 

regarding the effects of head injury rehabilitation on 

families (Oddy, Humphrey, & Uttley, 1978; Roa, Sulton, Young, 

& Harvey, 1986; Mauss-Clum, 1981) suggest that the issues of 

role transition, caregiving, and support may be relevant to 

the spouses. 

Role Transition 

Role theory pertains to a pattern of behavior occur

ring within specific social contexts. It refers to "distinct 

expectations, responsibilities, and privileges associated 

with a person's position within a social structure" (Fife, 

1985, p. 108). Social life is structured according to roles 

that individuals assume in interaction with each other. 

These roles can circumscribe behavior and define an indivi

dual's social position. They are also the basis for expected 
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response of others. Roles are the primary means by which 

persons are associated with a specific makeup. The inter

relationship of roles within a specific social system enables 

persons to consider the ways individuals interact with one 

another to accomplish common purposes. 

A change in role relationships, expectations, or 

abilities can require that the person incorporate new 

knowledge, alter behavior, and thus change the definition of 

self in the social context. When this change occurs, role 

transition is experienced. 

The term "role transition" refers to the process of 

moving in and out of roles in a social system (Burr, 1982). 

Meleis (1975) suggests three categories of role transitions: 

1. developmental transitions, which occur in the normal 

course of growth and development; 

2. situational transitions, which involve the addition 

or subtraction of persons in a preexisting constel

lation of roles; and 

3. health-illness transitions, which occur when an indi

vidual moves from a well state to an acute or chronic 

illness state, or from an illness state to a well 

state. 

Sustaining a head injury demands role transition for 

both the patient and spouse. Restructuring of the family 

following a catastrophic head injury is a substantive 
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process; concomitant role changes must be accepted and 

implemented. The head injured wife may need to depend on her 

husband to shop, dress the children, perform housework. 

Conversely, the head injured husband may depend on his wife's 

income as the family's entire source of money. This may 

suggest that the spouse would fit into the second category 

and the injured mate into the third category. 

In 1988 Moch studied the dynamics involved in the 

process of role transition with ten married couples. Themes 

that emerged in these families were learning new roles, 

letting go of previous roles, meeting ego needs, coping with 

cultural expectations, and friendship pattern changes. 

Difficulties were encountered in finding new ways to feel 

good about oneself, as positive reinforcement and social 

support were lacking. 

Corbin and Strauss (1984) discussed trajectory of 

illness in their study of sixty married couples adapting to 

life with a chronic illness. They described this trajectory 

as the course of chronic illness, the work involved in its 

management, and the impact on the lives of those involved in 

the management. Types of work to be done with each phase of 

chronic illness include: carrying out regimens, preventing 

or living with social isolation, modifying routines and 

lifestyles, maintaining positive self-concept, dealing with 

role change, dealing with social isolation. 
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Dependent, head injured spouses often resent being 

"told what to do and report feeling treated like children" 

(Rogers and Kruetzer, 1984, p. 344). The marriage rela

tionship can change from a partnership to one involving 

dependency and supervision. One of the functions for the 

spouse in this new role is caregiving. 

Caregiver 

In a 1987 study by Silliman et al. on the perspec

tives of family caregivers, 49% of the caregivers were 

spouses. They mentioned three reasons for caring for their 

disabled (stroke) spouse: 1) caregiving was part of the 

spouse role; 2) it was the automatic and natural thing to do; 

and 3) there was no one else, i.e., the patient would have 

been placed in a nursing home. None of the caregivers 

(N = 89) participated in a support group, seventy-five 

percent stating that help from family and friends was suffi

cient . 

When a catastrophic head injury is accompanied by 

physical limitations, the spouse may be called upon to render 

care. In addition, the cognitive and behavioral changes that 

typically result from head injury often create a need for 

supervision, and, at times, "parenting" of the injured 

person. Lezak (1988) points out that "the spouse, who almost 

inevitably becomes the caretaker, usually becomes the bewild

ered target of the patient's anger, fears, and frustrations 



20 

and as such, may take a lot of verbal and physical abuse" 

(p. 122). 

In 197 9, Archbola conducted a study of twenty middle-

aged sons and daughters providing care for a parent who had 

suffered a stroke. Many of these caregivers harbored 

feelings of anger and resentment which were never dealt with 

openly in the family unit. The requirements of the parent 

for care changed the lifestyle of the caregiver. There was a 

decrease in freedom of mobility and time. Caregivers stated 

that one method of assistance was the provision of social 

support. 

Social Support 

Families experiencing the tragedy of head injury 
will have different needs for intervention during 
various stages of dealing with this disability. The 
one factor that remains constant during this coping 
process is the necessity for professional services 
provided by someone knowledgeable about the aftermath 
of head injury. (Zeigler, 1988, p. 52) 

At this point spouses are particularly able to bene

fit from other spouses in a group setting (Zeigler, 1988). 

The therapeutic milieu provided by a group of other spouses 

experiencing this unique dilemma can be very constructive. 

In 1977, a group called "Women Who Care" was estab

lished in Marin County, California to meet the needs of 

elderly caregiving wives, many of whom had husbands with 

behavioral and cognitive problems. The group began as a 

mutual self-help group but soon expanded to an advocacy group 
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which was successful in establishing a "Wives Respite 

Project" (Crossman, London, & Barry, 1981). In discussing 

support groups, Coleman (1984) indicated that: 

. . . support groups play a very significant role in 
helping caregiving wives. The isolation expressed 
from loss of friends and family disappears when these 
women come together. . . . They learn that it is 
alright to cry, to feel angry, to resolve their feel
ings of guilt when they wish their husbands would 
die. (p. 18) 

Holahan and Moos (1982) investigated the relationship 

between social support and indices of psychological adjust

ment in a random community sample of 267 male and 267 female 

adult family members. In terms of life change events, the 

study demonstrated a relationship between life change and 

psychological morbidity. These findings are in agreement 

with work that has proposed that distress is greatest for 

persons who experience both a high level of life change 

events and low social support (Antonovsky, 197 9; Dean & Lin, 

1977 ) . 

In 1985, Rose, Firestone and Bass conducted a study 

of twenty families of psychiatric patients regarding effec

tiveness of group processes. All of these family members 

identified the need to talk to someone about what they had 

experienced. This particular group identified that they 

gained emotional strength, regained a sense of control, 

learned new coping strategies, and recognized their own 

credibility through participating in a group (p. 28). 
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Frustration, anger, irritability, and guilt are 

common personal reactions reported by wives and mothers of 

head injured survivors (Rogers, 1984). Many reported that 

friends no longer visit; they are increasingly socially 

isolated; and they have no sexual outlets. Many observed 

that they "are married but don't have a husband" and "I am 

married to a stranger" (Mauss-Clum, 1981, p. 168). 

A survey was conducted in August and September, 1988 

to determine where spouse support groups existed in the 

United States (Zeigler, 1988). No support groups specifi

cally for spouses of head injured survivors are available in 

thirty-four states and the District of Columbia. Since the 

number of spouses affected by head injury is less than the 

number of parents affected, the availability of spouse mutual 

support groups is limited. 

This literature review lends credence to the fact 

that more research needs to be conducted with spouses of head 

injured persons. Before quantitative studies are mounted to 

measure spouses' needs and concerns, these needs and concerns 

and their change over time must be identified. Before nurses 

can implement and evaluate improvements in supportive rehabi

litative nursing care to spouses of head injured individuals, 

they need to know what the spouses perceive as needing to be 

improved. If "the nurse's area of responsibility is to the 

patient's perception of his condition" (Wiedenbach, 1964, 
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p. 12), it would seem efficient and worthwhile to simply ask 

spouses about their perceptions. Such information is needed 

to understand the perceptions of spouses of head injured 

persons. 
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CHAPTER 3 

METHODOLOGY 

The purpose of this study was to describe and analyze 

perceptions of spouses of head injured survivors. A quali

tative research approach was selected to accommodate this 

purpose. Qualitative research methods involve observing, 

describing, analyzing, interpreting and understanding the 

patterns, characteristics and meanings of specific, contex

tual or gestalt phenomena (Omery, 1987). Because of the 

limited knowledge regarding the complex topic under study, 

and because the problem lends itself to the use of interview 

for data collection, a qualitative design was chosen. 

Research Design 

The qualitative research design used ethnography and 

an inductive method of discovery described by Spradley in 

1979. Ethnography emphasizes understanding the views of 

informants and is most frequently used in areas of research 

where little is known. Much social science research has been 

directed toward the task of testing formal theories. One 

alternative to formal theories, and a strategy that reduces 

ethnocentrism, is to develop theories grounded in empirical 
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data of cultural description. Ethnography offers an excellent 

strategy for discovering grounded theory. 

Method 

The ethnographic interview was used to explore the 

culture of living with a head injured spouse. Ethnography is 

a method used to obtain insights into the meaning of par

ticular things and events as understood by participants of a 

culture (Braden, 1988). The essence is description and com

parison. Taxonomies, domains of meaning, and cultural themes 

were identified using this ethnographic method. 

Setting 

For the interviews the researcher suggested a meeting 

room, private office, or home, anticipating that this would 

be mutually agreeable to both researcher and subjects. 

Interruptions and distractions were avoided so that thought 

processes were not lost and so that time was not spent 

regaining the level of intimacy that had been established. 

Steps to avoid interruptions included removing telephones 

from interview area and closing doors. 

Sample 

Spradley (1979, p. 46) identified five criteria for 

the selection of a good informant: thorough enculturation, 

current involvement, an unfamiliar cultural theme, adequate 

time and a non-analytical focus. Informants were chosen 
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according to the above criteria to the extent possible with 

the limited selection of available subjects. The subjects 

were enculturated and thoroughly involved with marriages 

ranging in duration since the head injury of three months 

through twenty-one months (Table 1). None of the informants 

had experience with or knowledge about head injury prior to 

their personal experiences with their spouses. This was an 

unfamiliar cultural theme. The informants were not familiar 

with the health care system or profession; thus, their focus 

was nonanalytical. All subjects, with prescheduled inter

views with this researcher, had adequate time. In addition, 

the following requirements specific to the cultural group 

being investigated included: 

1. The informants were either male or female. 

2. The informants were willing to participate in the 

study. 

3. The informants were verbally fluent in the English 

language. 

4. The informants were married to their spouses before 

the injury occurred. 

5. The head injury had been sustained within the past 

five years. 

Data Collection 

Some subjects were recruited through the Tucson 

Chapter of the Arizona Head Injury Foundation Family Support 
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Group and were known to this researcher through her role as 

group facilitator. Other subjects were recruited through 

their relationship with the researcher as a rehabilitation 

nurse during their spouses' rehabilitation program. 

Subjects were given verbal explanation of the study 

and were invited to participate. They were told that the 

research was a thesis project and that the purpose was to 

learn more about their perceptions of living with a head 

injured spouse. Explanations were given to participants 

regarding anonymity. After the subjects had chosen to 

participate, they were assigned a number so that data were 

maintained according to subject number. Subjects were 

assured of confidentiality in that what they said would not 

be related to anyone except as data of an overall study and 

that only after analysis had occurred. 

"Freedom not to participate" was emphasized, and 

subjects were assured that they could drop out of the study 

at any time if they chose without any negative effect on 

their membership in the family support group. The nature of 

data collection was explained to each subject in addition to 

the need to audiotape the interview. They were assured that 

the tapes would be erased after transcription as another 

means of anonymity. Permission was asked and granted prior 

to taping. Subjects were assured of freedom to ask ques

tions, that their questions would be answered, that no risks 
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were identifiable, and that no cost was involved. Those who 

chose to participate were given a written disclaimer. This 

document included information which was given orally. The 

researcher's telephone number was provided for additional 

questions. 

Spradley's (1979) ethnographic technique was used to 

explore the culture of spouses who are married to head 

injured mates. The typical interview was conducted in a 

private meeting room, lasting approximately one hour. The 

audiotapes were transcribed the day following the interview. 

The data were analyzed in order of the interviews (Appendix 

C). The purpose of the ethnographic interview is to "get 

people to talk about what they know" (Spradley, 1979, p. 9). 

Each informant participated in no more than two interviews. 

The ethnographic interview focuses on three types of 

questions: descriptive, structural, and contrast. 

Descriptive questions enable the ethnographer to 

collect an ongoing sample of the informant's language. They 

are intended to encourage an informant to talk about a 

particular cultural theme. Descriptive questions were asked 

in each interview. An example of a descriptive question was: 

What is it like to be married to a head injured 

spouse? 

Structural questions based on descriptive data were 

asked to determine how informants organized their knowledge. 
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These questions permit the identification of domains of mean

ing, the basic units of cultural knowledge (Spradley, 1979). 

Examples of structural questions were: 

Tell me about the concerns you now have for yourself. 

Tell me about the concerns you now have for your 

spouse. 

Tell me how you have coped with these concerns. 

Contrast questions address the differences in similar 

experiences. The informants respond by relating how events 

or objects may be distinguished in their world (Spradley, 

1979). Contrast questions allow the differences between 

domains to become apparent. Examples of contrast questions 

included: 

Tell me about your life now versus before the head 

injury. 

If your best friend's spouse sustained a head injury, 

what advice would you give him or her? 

The researcher used peer debriefing and triangulation 

as methods of testing data (Sand elow sk i, 1 986). In using 

peer debriefing, the researcher solicited opinions of 

colleagues who have contact with the subjects immersed in the 

phenomenon to discuss and examine emerging processes. These 

colleagues were able to see the same categories (validating) 

and trends as the researcher and the colleagues were able to 
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clarify ambiguous processes. This jury of peers included 

rehabilitation nurses, as well as members of other discip

lines (speech pathologist, occupational therapist) working 

with head injured survivors and their spouses. 

Triangulation is a technique used to establish struc

tural corroboration (Guba, 1978). Evidence is structurally 

corroborative when pieces of evidence validate each other. 

Triangulation, or the use of a variety of perspectives, using 

a variety of methods and drawing upon a variety of sources to 

test researcher predictions as strenuously as possible was 

attempted. Information from informants was compared with 

general literature on head injury, as well as lay articles 

from the National Head Injury Foundation and television 

documentaries on head injury (West 57th, Good Morning 

America). 

Throughout the research process, the researcher kept 

memoranda about analysis being done, information which was 

relevant but not included in the words of the subject, the 

researcher's own interpretations and subjective feelings 

about the research. For example, the researcher noticed that 

one subject's mouth became very dry and the subject became 

restless in the chair during the interview. Notes were made 

to compare those actions with the comments on the tape at 

that time. As a result of this memoranda, the researcher 

repeated the question, What is it like to be married to a 
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head injured spouse? This question had made the subject 

nervous in the first interview. 

These memos became an integral part of the data. 

They helped direct the researcher to further data collection 

and served to clarify, refine, verify existing data (Chenitz 

& Swanson, 1986, p. 8) In qualitative methodology, the 

researcher is an important part of data collection and 

analysis, thus subjective ideas were tested with other data 

bits. 

Data Analysis 

The analysis of data collected through the ethno

graphic interview was conducted in a manner so that organiza

tion of cultural knowledge was discovered. The interviews 

were tape recorded. Transcription of tapes was done by the 

researcher for analysis of components of the cultural system 

and the inherent relationships as conceptualized by the 

informants (Spradley, 1979). Four types of analysis are 

proposed by Spradley (1979): domain, taxonomic, componen-

tial, and theme. This researcher used domain, taxonomy 

analysis, and identification of cultural themes. Componen-

tial analysis was not used, as each head injury is unique, 

eliciting different behavioral, physical impairments. These 

individual problems would make it difficult as details of 

each category would never be exhausted. 
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Domain analysis allows for categories of meaning to 

emerge. Domains of meaning are the basic units of cultural 

knowledge and are structured by "cover terms," which are 

names for each particular category of cultural knowledge. 

Domains of meaning also contain two or more "included terms" 

that belong to the category of knowledge named by the cover 

term. A semantic relationship links cover terms to all the 

included terms in the category. 

A taxonomy is made up of domains and shows relation

ships among all the included terms. The following example 

from this research (Figure 1 ) will illustrate domains and a 

taxonomy. The cover terms of the domains of meaning are 

different responsibilities (role transition), staying home 

(social isolation), living with a stranger (loss), what will 

I do? (future), and take care of self (coping). Included 

terms in the domain of role transition are "take care of," "I 

do everything now." In the domain of social isolation are 

included terms such as "friends disappear," "upsetting 

others." The loss domain has terms such as "we don't talk 

anymore" and "I'm married but I'm not." The semantic rela

tionship between the cover term of different responsibilities 

and the included terms of "take care of" and "I do everything 

now" is that of strict isolation. Strict isolation is a type 

of semantic relationship suggested by Spradley (1979) as 

useful for analyzing domains of meaning. The taxonomy, ways 



Taxonomy Domain Cover Term Included Terms 

Role Transition Different 
Responsibilities 

I do everything now 
Take Care of 

Ways Things 
Have Changed 

Social Isolation Staying Home Friends disappear 
Creates altercations 

Loss Living With a 
Stranger 

We don't talk anymore 
I'm married but I'm not 

Future What will I do? Afraid marriage will 
fail 
How long can I do this? 

Coping Take care of self Take it one day at a 
time 
You have needs too 

Figure 1. Relationship of taxonomy, domains, cover terms, included terms. 
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things have changed, shows a relationship among all the 

included terms in that they are all ways things have changed 

since the head injury. 

As each interview was completed and transcribed, data 

were analyzed for domains and taxonomies. Second interviews 

were conducted after all initial data had been analyzed. The 

two available subjects validated the identified domains of 

role transition, social isolation, loss, future, and coping. 

In addition, they defined priorities in the Concern for 

Future domain. The concern for the future of self seemed 

most important to the two subjects. The second interview 

helped clarify the statement TAKE CARE OF SELF. 

After all interviews were completed, data were 

analyzed for identification of cultural themes. Cultural 

themes are derived from the domains and are defined by Opler 

(1947) as a "term to denote a postulate or positions, 

declared or implied, and usually controlling behavior or 

stimulating activity which is tacitly approved or openly 

promoted in a society" (p. 198). Cultural themes are 

abstracted from the domains according to frequency in which 

they occur and the importance or impact they have on the 

culture being studied. The cultural themes identified in 

this study were: that (1) friends, general public, health 

care professionals (doctors and nurses) do not seem to 

understand what it is like to be married to a head injured 
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spouse; and (2) "Wishes" that would help spouses in the 

future. 

Trustworthiness of Data 

To minimize error in research, specific actions were 

taken. An audit trail was created. This is a compilation of 

data collection and analysis in the order it occurred. The 

audit trail leaves a path for future researchers to verify 

the work. Triangulation, comparing data with other sources, 

was done to verify and give substance to the findings. 

These techniques were maintained during data collec

tion in an effort to-minimize investigator bias and promote 

confirmability among the findings. The use of observation, 

peer debriefing, member checks (returning findings to the 

subjects themselves), and the collection of "referential 

adequacy materials" (Guba, 1981) promoted credibility of the 

study and production of plausible findings. 

Limitations 

Trustworthiness of research can remain limited in 

certain aspects. By reason of design, sample size was small 

in this qualitative design. This limits generalizability of 

findings. 

Participants were known to the researcher through her 

facilitator role with the Arizona Head Injury Foundation 

Spouse Support Group. Several were known to the researcher 
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through her role as rehabilitation nurse during the acute 

phase of their spouses' rehabilitation program. These 

factors could have suggested an obligation to the researcher. 

The sample may not reflect representedness of the 

aggregate group of spouses. These participants, by joining 

the spouse support group, are demonstrating a willingness to 

attempt adjustment to their situation, which may differenti

ate them in some ways from spouses who do not join. 

Human Subjects 

Data collection was done in accordance with the 

protection of human subjects. Subjects were given verbal 

instruction in the nature of the research, the absence of 

risk, and the freedom not to participate. A written 

disclaimer to describe the purpose of the study and data 

collection was given to each subject (Appendix A). 

Summary 

A qualitative research design using the ethnographic 

interview was used to explore the cultural perspective of 

living with a head injured spouse. The taxonomy of "ways 

things have changed" was identified from the data. Role 

transition, social isolation, loss, future, and coping were 

the domains of meaning identified from this study. "No one 

understands" and "Wish List" were the cultural themes. 
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CHAPTER 4 

ANALYSIS AND PRESENTATION OF DATA 

The purpose of this study was to explore spouses' 

perceptions of living with a head injured mate. This 

qualitative investigation used ethnographic methodology to 

interview five spouses of head injured survivors. The five 

domains of meaning that emerged from content analysis are 

discussed in this chapter. Cultural themes derived from 

analysis of interviews with the spouses are discussed. 

Informants 

Informants of this study were five spouses of head 

injured survivors, four female and one male. Their ages 

ranged from twenty six to forty-two years of age. All 

couples were Caucasian. Their lengths of marriage since the 

head injury ranged from three months to 21 months (Table 1). 

Only one couple had biological children (two toddlers) at the 

time of injury. The head injuries were sustained as a result 

of motor vehicle accidents, pedestrian accident, and a 

horseback riding incident. 

All five of the injured spouses were living at home, 

one requiring supervisory care. One head injured spouse had 

a job, his pre-injury job as a mechanic. Three of the 
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Table 1. Demographic data of subjects. 

Subject Sex Age Age Length of Length of 
Number Spouse Marriage Marriage 

Prior to Since Head 
Head Injury 

Inj ury 

1 F 42 49 3 yr, 6 mo 17 mos 

2 M 26 25 2 yr, 2 day 19 mos 

3 F 38 36 10 yrs 3 mos 

4 F 28 28 4 yr, 2 mos 19 mos 

5 F 31 41 9 yrs 21 mos 
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injured spouses attended part time day treatment programs for 

brain injury or day care programs for disabled (three or four 

days per week). 

Interviews were conducted in hospital meeting rooms, 

private home, and library meeting room. Length of time of 

interviews ranged from thirty to sixty minutes. Second 

interviews were conducted with two subjects, each lasting one 

hour, to clarify and validate domains. Two of the other 

subjects were unavailable for the second interview. One 

subject was not included in the validation as her spouse had 

since died of causes unrelated to the head injury. Infor

mants were given numbers to protect their identity. 

Subject 1 

This couple had moved to Tucson only two weeks prior 

to the head injury. According to the uninjured spouse, the 

couple had not developed any friendship networks in that 

short period of time; no relatives lived locally. A teenage 

boy from the informant's previous marriage lived with the 

couple. This spouse had begun a new job four days prior to 

the accident. At the time of the interview, the injured 

spouse was independent in all activities of daily living 

(ADL's) and was unsupervised during the day while the spouse 

was at work. 
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Subject 2 

The couple were both students at the local univer

sity. Neither had relatives living locally. Both had a 

network of school friends. The informant has continued with 

his studies. The spouse has been unable to do so and 

requires an attendant to assist with all ADL's, morning and 

evening feeding, and overall supervision for safety. 

Subject 3 

This couple lives in a rural area outside city 

limits. Both the spouse and injured mate have the same jobs 

as prior to the accident. The head injured spouse's mother 

lives locally. The informant reports that her husband has 

actually improved his behavior since the injury (Appendix C, 

Subject #3). For this reason, many of her responses are not 

included in the data analysis. Her response of the contrast 

in behaviors supports the fact that head injury alters the 

personality. 

Subj ect 4 

This subject has continued with the same job as prior 

to the injury. The injured spouse is blind in the left eye 

as a result of the traumatic head injury. He is independent 

in all ADLs. He uses public transportation independently, 

attends day program for brain injury, and is able to be left 

alone until the wife returns from work (approximately two 

hours). The subject's parents live locally. 



41 

Subject 5 

This couple had two toddler age children at the time 

of the head injury. She takes them with her everywhere she 

goes, as the injured spouse is unable to supervise them. She 

spends most of each day visiting with her mother. The 

injured mate stays home and watches television. He is inde

pendent with all ADL's. 

Interview Data 

Five domains of meaning emerged from content analysis 

of the interviews with spouses of head injured survivors 

(Table 2). Domains of meaning included concerns regarding: 

1) role transition, 2) social isolation, 3) loss, 4) future, 

and finally, 5) coping. A narrative of the meaning of 

domains is the focus of this section. Informant's statements 

are in quotation marks. 

Role Transition Concerns 

The domain of role transition was derived during the 

initial interviews with informants. This domain included 

responses to the descriptive question, "What is it like to be 

married to a head injured spouse?" and to the contrast 

question, "Tell me about your life now versus before the head 

injury." The responses to both these questions were similar, 

thus confirming the domain. These questions were two ways of 

asking the same thing, therefore assuring that the subjects 



Table 2. Domains of meaning of percep
tions of spouses of head 
injured survivors. 

Role transition 

Social isolation 

Loss 

Future 

Coping 
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felt free to talk. Most of the subjects said, "It's 

different," "it's hard," "it's frustrating," and "it's a 

devastating lifestyle." Individual informants responded: 

"the once viable person is no longer there," "its very hard 

to remember that this is the same person that I married," 

"the personality has changed." The categories of role 

transition that emerged were parent, protector, provider, 

caretaker. Informants felt their role as partners had been 

replaced with these roles (Table 3). 

Parent 

One informant responded, "I took on the role of 

mother. The whole role is changed, right down to him 

throwing temper tantrums in the grocery store like a child." 

Other informants responded: "I must guide her through all 

things we do," "I find myself much more mothering than I ever 

thought I would be of a husband," and "I'm the one who takes 

him everywhere." 

Protector 

One informant said, ""We are no longer partners, as I 

have to worry about her ability to function." Other re

sponses included: "What happens if he is out in public and 

has a seizure?" and "He's incapable of communicating in the 

world." One spouse shared, "I don't want to see him hurt." 
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Table 3. Domain of meaning: role transition. 

Parent Mothering 

Guiding 

Taking him everywhere 

Protector Help her function 

Help him communicate with people 

Don't let him get hurt 

Provider All the responsibilities 

Getting a job 

Caretaker Showering 

Remembering to eat 

Making all the appointments 
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Provider 

One spouse said that, "He used to take care of every

thing—the bills, the car, now I do it all." Other responses 

were "I'm the one who's got all the responsibilities" and "I 

have to find a job to support us." Interestingly, the male 

informant made no comments regarding the role of provider. 

He did, however, mention the loss of the future career of his 

spouse. 

Caretaker 

This category included responses of, "I have to do 

everything for him," ". . . not able to think of doing 

everyday things like taking a shower, cleaning themselves, 

remembering to eat." Another spouse shared that "I feel like 

my existence is carefully circumscribed by her needs." 

Social Isolation Concerns 

The domain of social isolation emerged from the 

structural questions of "Tell me about the concerns you now 

have for your spouse" and "Tell me about the concerns you now 

have for yourself." Most informants said, "It's difficult to 

go out," "Their injured behavior is different from what they 

would normally do, " and "Friends disappear." The categories 

of social isolation that emerged were spouse behavior and 

public reaction (Table 4). 
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Table 4. Domain of meaning: social isolation. 

Spouse behavior Throwing tantrums 

Inappropriate comments 

Can't have fun 

Gets real agitated 

Picks up on feelings differently 

Strange thought processes 

Public reaction Look at him weird 

Get up and leave 

They walk away 

They don't understand 

Aren't invited to people's homes 

Uncomfortable around him 
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Spouse Behavior 

"The inability to discuss things" is an example of a 

response in this category of social isolation. "Creates 

altercations" and "when people started to meet him, it was 

this abrupt, abrasive, loud mouthed, pushy person" are state

ments from other informants. One spouse said it was "easier 

to stay home than to take him out in public and wonder how he 

will respond to all the stimulation of the environment." 

Public Reaction 

The informants shared the following responses regard

ing public reaction: "They (other people in social group 

settings) eventually get up and leave," "They are uncomfor

table around him," "She was totally offended by my husband's 

behavior." Some spouses felt that because their mates were 

free of physical impairments, others could not "excuse" or 

understand that the cognitive impairments were causing the 

behaviors. 

Concerns of Loss 

The domain of loss emerged from the contrast question 

of "Tell me about your life now versus before the head in

jury." Most subjects responded with "My best friend is 

gone," "There are traces of the old person," "This isn't the 

person that I married." Another informant said, "The little 

things you took for granted prior to the injury just don't 
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happen anymore." Categories of loss that became evident were 

loss of friend, loss of sexual partner, loss of personal 

freedom (Table 5). 

Friend 

"We can't sit around and talk anymore," "it hurts not 

to be able to share," and "He can't understand my emotions" 

are examples of the responses in the domain of loss. One 

informant said that "They can't fight for the relationship 

because they don't know it's lost." 

Sexual Partner 

This category emerged after the second interview with 

two subjects, which contained the guided question of "Has 

your physical relationship changed?" This category did not 

emerge from the contrast question "Tell me about your life 

now versus before the head injury." Responses from the two 

subjects were: "He doesn't respond," "It's superficial," 

"There's no spontaneity like before," and "It's like sleeping 

with a stranger." One informant shared "I miss her not 

wanting me." "Physical pleasure is gone" was another 

response in the category of loss of sexual partner. 

Freedom 

"I don't have the capacity of going out and making a 

life, so to speak, finding companionship" and "I feel like my 

whole life is narrowed down" are informant responses. One 
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Table 5. Domain of meaning: concerns of loss. 

Friend Can't share things 

Don't know who he is 

Traces of the old person 

Living with a stranger 

Sexual partner Dimin: Lshed desires 

Don ' t do romantic things 

Sense of obligation 

Superf iicial displays of affection 

Freedom Loss of chances to be someone on my own 

The capacity to make friends 

Sacrificing self for something that has 
no returns 
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spouse shared "Its like I no longer have a life, it's like 

every minute of the day is related to that head injury." One 

informant said she felt like women could not fully understand 

the meaning of "women's lib" until they had experienced 

living with a head injured spouse. She said, "its an issue 

of what you HAVE to do versus what you WANT to do." 

Concerns About Future 

This domain emerged as responses to two of the struc

tural questions of "Tell me about the concerns you have now 

for yourself" and "Tell me about the concerns you have now 

for your spouse." Most subjects responded with "How long can 

I live with this new person?", "Can I accept the changes in 

her?", and "He has unrealistic future plans." Categories of 

concern that emerged were self and other (Table 6). The 

second interview confirmed that the concern for self was a 

priority. The question was "What is your most overwhelming 

concern?" Most informants responded: "What am I going to do 

with him if he doesn't improve?", "Am I going to stay married 

to somebody who can't give me what a wife might need?", "I 

worry that I won't be able to do the things I want to do." 

Spouses also shared "I'm afraid the marriage will fail" and 

"I'm afraid the relationship will never get better." One 

subject stated that he was sacrificing himself "for something 

that has no returns--!'m giving more than I'm getting." 
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Table 6. Domain of meaning: concerns about future. 

Self The marriage might fail 

Do I want to do this forever? 

Can I live with him this way? 

Don't know how long I can take this 

Other What will happen if I leave? 

The children need discipline 

He doesn't want to get better 

She's never going to be independent 
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Some informants responded: "What will he (she) do 

without me?" and "He (she) thinks he (she) can do things he 

(she) can't." Overall, the informants were concerned with 

their spouses' loss of independence and with their future if 

they (informants) were no longer with their spouses. 

Coping 

This domain began to emerge from the structural 

question of "Tell me how you've coped with these concerns" 

and from the contrast question of "If your best friend's 

spouse sustained a head injury, what would you tell him or 

her?" Some informants responded with "Stay in touch with 

friends" and "Take it one day at a time so it doesn't seem so 

bad." All respondent's said, "Take care of yourself." This 

domain needed further clarification with the second interview 

question of "Please elaborate on how you would cope" 

(Table 7). 

Feelings 

"I get feeling hopeless when I look too far ahead," 

"take it as it comes," and "You have needs too" were examples 

of feelings about coping. One spouse said "There's an escape 

out if I need it." He was talking about the many relatives 

that could assume wife's care. Another informant shared that 

her spiritual beliefs helped her to cope. One spouse said 
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Table 7. Domain of meaning: coping. 

Feelings Spirituality 

Don't look too far ahead 

One day at a time 

Don't give up hope 

Ways Take care of self 

Talk to friends 

Lunch with friends 

Go to a movie 

Educate yourself on head injury 
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that keeping a sense of humor helped make him feel like he 

was coping. 

Ways 

One spouse said she liked to talk to friends about 

things other than head injury. She felt she needed a "rest" 

from the subject. Another subject said she enjoyed diver-

sional activities without her husband, such as going to a 

fitness center or meeting friends for lunch. One informant 

goes to movies weekly. "Having friends to listen" was 

another response. Other ways of coping included counseling, 

support groups, and staying busy with work. 

When the informants were asked how they knew if these 

feelings and ways of coping were effective, if they felt they 

were coping, responses were: "I don't think anybody ever 

totally copes with head injury," "I don't really know if I am 

or not." Several informants felt they were coping when they 

were not irritable with spouse, when they were patient and in 

control of managing their behaviors. 

The subjects all felt they have recognized the NEED 

to take care of themselves but are unable to identify HOW to 

do that. One subject shared that "I have a sense of obliga

tion to stay and not take care of myself, and I recognize 

that this feeling is misplaced." 
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Cultural Themes 

Cultural themes are major themes that are derived 

from the domains of meaning. They are recurrent principles, 

either declared or implied, that link subsystems of the cul

ture, creating a holistic view (Spradley, 1979; Opler, 1945). 

The cultural themes that emerged from the domains were "no 

one understands" and the "wish list." 

No One Understands 

This cultural theme was declared by informants and is 

present in many domains. "No one" seemed to include friends, 

general public, doctors, and nurses (Table 8). None of the 

subjects mentioned family. It illustrates the need of 

spouses to have others understand their unique position, 

which is that head injury goes beyond the hospital walls, 

affecting spouses' lives for many years to come. 

Within the Social Isolation domain, in the Spouse 

Behavior category are illustrations of this cultural theme. 

One informant said ". . . tantrums in the grocery store — he 

can't communicate at any kind of level." "Sometimes it's 

very difficult going out, not because he looks all that much 

different, but because of his reaction to environmental 

stimulation." "I don't want to subject myself to that" is 

another example of the cultural theme "no one understands." 

In the Public Reaction category of the Social 

Isolation domain are examples of the Cultural Theme. "They 
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Table 8. Cultural theme: no one understands. 

Friends They feel sorry for him 

They don't know what to do or say 

Eventually they get up and leave 

They pity him 

Public They walk away 

They are uncomfortable with him 

Look at him weird 

Doctors and Nurses They don't prepare us for this 

They don't see the human side 

Clinical interests aren't everything 

They don't see beyond the immediate 
crisis 
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(people) didn't see the other side. They saw this man yell

ing for no apparent reason" illustrates the spouses' feelings 

regarding public reaction to some of the behaviors associated 

with head injury. Spouses feel that the public might be more 

tolerant or understand if they knew that head injured persons 

cannot monitor their behaviors, that cognitive impairments as 

a result of head injury make behaviors unpredictable at best. 

These are all examples of the general public not under

standing . 

Spouses felt friends don't understand. One subject 

responded, "most of the time they (friends) just walk out 

because he's not the same person." She added, "He will 

insert things into the conversation that aren't appropriate. 

They don't understand or know how to respond, so they even

tually get up and leave." 

Spouses felt doctors and nurses don't understand. 

One informant said "they don't see beyond the immediate 

crisis." One spouse shared that her doctor suggested 

marriage counseling. "It's difficult to go to counseling 

when the head injured person cannot fully follow the 

conversation or remember what was going on." This subject 

felt that if the physician had understood the long-term 

cognitive effects of head injury, he would not have recom

mended counseling. "Nurses tell us how to manage the 

behaviors but don't tell us how to manage ourselves through 
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this" is an example of how doctors and nurses fit the 

cultural theme of "No one understands." 

Wish List 

Interspersed in the domains were suggestions made by 

spouses to those who will be faced with the situation of 

living with a head injured spouse one day (Table 9). The 

following wishes are for the welfare of those to come: 

DO get immediate support (from National Head Injury 

Foundation Support Groups) whether you think you need it 

or not. 

DO educate yourself through literature on understanding the 

behaviors of head injury. 

DO seek psychological counseling to prevent internalizing of 

your emotions. 

DO be an advocate for the head injured population. 

DO help to increase public awareness of head injury and its 

consequences to all family members. 

The wishes interspersed in the domains illustrated 

that the health care professionals may not understand. One 

spouse shared that her husband's behavior was labeled 

alcoholic. The physicians had declared him incompetent yet 

believed him when he said he had a drinking problem. "They 

took him at face value because they didn't understand the 

full ramifications of the brain damage." Another informant 
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Table 9. Cultural theme: wish list. 

Networking Reach out 

Need someone right away who has shared 
your problem 

I know there is understanding 

We're all feeling the same hurt 

Advocacy Support legislation affecting safety laws 

Have spirit to defend his needs 

Don't give up 

Increase Public Need to understand behaviors 
Awareness 

They just don't know 
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said "medical profession seems to feel that if a person can 

walk, talk, everything is OK," illustrating the cultural 

theme of not understanding. Another spouse shared "It's just 

that they (doctors and nurses) don't know, they don't see 

past the medical crisis. We need to make them aware." 

In the loss domain (sexual partner category) the 

cultural theme is illustrated with the responses of "the 

nurses need to prepare us for this sexual change in our 

relationship" and "we need to know that the sexual responses 

may be diminished as a result of the head injury." 

Trustworthiness of Data 

To minimize, error in research, data were compared to 

information found in Headlines, a journal published by New 

Medico Associates. This association specializes in the 

treatment of head injury and has multiple sites throughout 

the country. Data were discussed with a rehabilitation 

nurse, thesis advisor, and a physical therapist. Member 

checks were conducted with two subjects to further validate 

domains. 

Summary 

The informants for this study were five spouses (four 

female, one male) of head injured survivors. All of the 

survivors had different levels of cognitive and physical 

impairment. 
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The domains of meaning that emerged from the data 

were concerns about role transition, social isolation, loss, 

future, and a final domain of coping. In the domain of Hole 

Transition were categories of parent, protector, provider, 

caretaker. The Social Isolation domain consisted of two 

categories of spouse behavior and public reaction. The Loss 

domain included categories of loss of friend, loss of sexual 

partner, and loss of personal freedom. A domain of concerns 

about the future also emerged. Feelings and ways were 

categories in the Coping domain. The cultural themes that 

emerged from the data were "No One Understands" and "Wish 

List." To minimize error, data were confirmed by experts and 

validated with second interviews of two subjects. 
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CHAPTER 5 

DISCUSSION AND CONCLUSIONS 

This research was designed to learn from spouses what 

it is like to be married to a head injured mate. The conclu

sions of this research project are divided into the following 

sections: conceptual orientation, literative review, recom

mendations for nursing practice, and recommendations for 

further study. 

Conceptual Orientation 

The culture of this study includes families of head 

injured survivors. Spouses are survivors of this disability, 

as well as their disabled mates. The human responses of the 

survivors to the head injuries create alterations in 

relationships. The spouses' responses to the injuries are 

manifested in concerns related to role transition, social 

isolation, loss, and future. Health care for head injured 

survivors means rehabilitation. For spouses, health care can 

be defined in terms of facilitating coping strategies for the 

concerns (Figure 2). This conceptual orientation does not 

imply any association or cause-effect relationship. 

The concerns of the spouses themselves are, in part, 

due to role transitions that have occurred as a result of the 
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CULTURE 

Families of <_ 
head injured 
survivors 

Spouse. 

. HUMAN 
RESPONSE 

Relationship. 
alteration 

Concerns: 
role transition 
social isolation 

loss 
future 

HEALTH CARE 
RESPONSE 

Rehabilitation 

Coping: 
support strategies 

Figure 2. Conceptual orientation. 
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head injury. The 50-50 partnership has disappeared. The 

spouse has moved from the partner role to the roles of care

taker, provider, protector, and parent. Another concern, 

social isolation, resulted from the head injred behaviors as 

well as public reactions to these behaviors. Spouses were 

concerned for their sense of loss of a friend, sexual part

ner, and of their personal freedom anxiety about the future 

was expressed. These concerns of role transition, social 

isolation, loss, and future can guide nursing interventions 

to assist spouses in coping with these concerns. 

In an 1987 article that was reprinted from Headlines, 

a publication of New Medico Head Injury System, a wife of a 

head injured spouse wrote of her concerns. They validated 

the domains of concern of this study. She wrote of "not 

fitting in socially," of the lack of "sexual expression" in 

the relationship. The biggest concern to her was the issue 

of lifelong care of her spouse. As stated by the informants 

of this study, she struggled with the question "Can I do this 

for the rest of my life?" and "What is best for me?" She 

spoke of guilt and a feeling of inadequacy as these questions 

became uppermost in her mind. One of the informants of this 

study said she felt guilty about verbalizing similar concerns 

to the researcher during interviews. She mentioned the 

difficulty in breaking marriage vows. However, she also 

shared that she had things in life she wanted to do, things 
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that her spouse could not participate or share in. All of 

the informants expressed concern for their futures, as well 

as for the life their spouses would have if they "left." 

No literature has been located to support this concern. 

Literature Review 

Ethnographic data from this study will add to the 

knowledge of the topics examined in the review of the litera

ture: role transition, social isolation, loss, future care, 

and coping. 

Role Transition 

Role transition is a concept of role and denotes a 

change in role relationships, expectations, or abilities. 

Role transition requires a person to incorporate new knowl

edge, alter behavior, and thus change the definition of self 

in the social context (Meleis, 1975, p. 265). A number of 

role transitions can be related to spouses of head injured 

survivors and should be considered by the nurse because of 

her strategic position. Meleis (1975) suggests three 

categories of role transition. These categories can be 

applied to the spouses (Figure 3). The categories of role 

transition that Meleis (1975) suggests are developmental, 

situational, and health illness. First, developmental 

transitions occur in the normal course of growth and 

development. In the case of head injury, this course is 
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Meleis Role Transitions Spouse's Role Transitions 

become: 
Developmental >> A Parent 

A Protector 
A Provider 

Situational 
loss of: 

"> Friend 
Sexual Partner 
Provider 
Freedom 

Health-Illness 
(Head Injured Spouse) 

needs: 
Caretaker 

Figure 3. Meleis's (1975) three categories of role transi
tion (adapted by Davis, 1989). 
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altered for the spouses. The persons they married may need 

supervision with activities of daily living, eating; or may 

need supervision outside the home to monitor behaviors, 

interactions with others. 

Situational transitions involve the addition or 

substraction of persons in a preexisting constellation of 

roles. In the case of the spouses, they have lost a partner. 

This is illustrated within the categories of the role transi

tion and loss domains. The spouse has lost a friend and 

sexual partner, and sometimes a financial provider. The 

spouse has also lost personal freedom. 

Health/illness transitions occur when an individual 

moves from a well state to an acute or chronic illness state. 

The injured spouse is certainly in this category. In addi

tion, this illness state was sudden, not allowing for the 

well spouse to incorporate the behaviors necessary for the 

new roles of caretaker, provider, protector, parent. 

For health purposes, head injured patients cannot be 

considered isolated units, but must be considered in terms of 

the effects that their sudden, and often permanent illness 

will have on significant others, particularly spouses. 

Social Isolation 

According to Weiss (1973), social isolation arises 

from the absence of ties to a social group, such as friends. 

Shaver, in 1977, discussed social isolation as a form of 
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loneliness associated with feelings of meaninglessness, 

worthlessness, and boredom. 

In a study of sixty-five spouses of terminally ill 

partners, Stetz (1988) explored the demands made of spouse 

caregivers. Caregiving demands were defined as challenges 

with respect to providing at-home care. The second most 

frequently reported category of caregiving demand (twenty-two 

percent) was alteration in spouse's social role. Similarly, 

in this study, informants expressed concerns of "not having 

any time for myself" and "narrow focus on life." 

Constantino (1988) tested 117 widows for levels of 

socialization and depression. Spouses of head injured 

survivors have shared feelings of loss similar to widows' 

i.e., "he's dead but he's not," "I can't mourn openly because 

he is living." In this longitudinal study (three-, nine-, 

twelve- month intervals), it was found that participation in 

a socialization group tended to allow the widows to rise from 

their loneliness, 'depression, social isolation. The 

informants of this current study expressed concerns regarding 

social isolation with comments such as "we don't see them 

anymore because our lives are totally different now," "he 

can't converse with anybody so we stay home." 

In 1985, Oddy completed a seven-year longitudinal 

study of thirty-four head injured survivors and their fami

lies to measure vocational and social activities. Loneliness 
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of the relatives was the greatest burden. Only one-half of 

the relatives had limited contact with friends. 

Romano (1974) observed families of thirteen patients 

who had experienced a traumatic head injury in terms of 

social implications. Communities were threatened to see a 

person who dressed peculiarly, could not take full responsi

bility for his actions, whose voice wasn't well modulated, 

and whose manner moved from euphoric to combative. Ke found 

that in the face of this behavior, communities tended to 

demand exclusion of the head injured person from participa

tion in community life. This researcher found similar 

examples of this in the social isolation domain (i.e., "he 

interjects bizarre comments to the conversation" and "they 

tend to walk away"). 

Sexton and Munro (1985) conducted a study of seventy-

six women married to chronically ill spouses. They studied 

the impact of chronic illness on the spouses' lives. When 

asked about changes in their lives, twenty-one percent 

indicated that they had to focus attention on their husbands' 

health and environment. One informant in this researcher's 

study said "my life is circumscribed by her needs," which 

supports the literature findings. Also, approximately thirty 

percent of the wives reported they had given up social 

activities (dancing, moving, travelling) because of their 

husbands. It was difficult to plan activities in advance, as 
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the functioning level of their spouses could not be pre

dicted. This supports this researcher's domain of social 

isolation, in particular the category of spouse behavior 

("it's easier to stay home"). 

Rosenbaum and Najenson (1976) studied the changes in 

life patterns of thirty spouses of head injured soldiers of 

the Yom Kippur War. Changes were found most dramatic in 

interpersonal relationships with spouses, in-laws, and 

friends. The sense of social isolation was confirmed by the 

wives reporting fewer social meetings with friends since the 

injury. They felt their husbands' disability was a social 

handicap. The five informants of this thesis project also 

stated that "friends disappear," they don't know what to say, 

so they just walk off." Interestingly, these five spouses 

did not mention family members in resonse to any of the 

descriptive, structural, or contrast questions. In addition, 

the Najenson report is based on cultures of Israel, which 

make comparisons with United States culture difficult. 

In July, 1987, Lezak presented a paper at the 

Presidential Address at the International Neuropsychological 

Society's Tenth European Conference in Spain. 

The healthy spouses are typically cut off 
from opportunities to meet and enjoy the 
companionship of others because they have no 
place in society: being neither able to 
participate in social activities with married 
couples nor being single, they are truly in 
social limbo. 
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This is supported by another included term in the 

Social Isolation domain of "I feel like I'm all by myself." 

Spouses are legally married yet appear socially single. They 

do not fit in with single, divorced, or widowed friends 

because they are not free to seek new relationships. Being a 

threesome with married friends is only interesting once in a 

while. One informant in this study said that she and her 

spouse go out socially but only with other head injured 

couples. This is easier for her, knowing someone else under

stands the behaviors of her mate. Spouses are in a unique 

dilemma. The transition to other roles and the social 

isolation can lead to feelings of loss. 

Loss 

Loss may be defined as a state of being deprived of 

or being without something someone had (Peretz, 1970, p 4). 

The loss of a spouse as a friend due to a head injury is an 

unpredictable loss. The incapacitation of this valued person 

has resulted in some aspect of loss of that person. 

Most losses, according to Schneider ( 1 984, p. 31 ) 

"have an external, or discretely recognizable, aspect." 

These losses include relationships. A relationship is a 

significant attachment that a person has made to a person 

(Schneider, p 31). Any relationship that meets important 

needs may be lost when role transitions occur. "We used to 

talk decisions over together," "We used to share simple 
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things," "Now I have to guide her through everything" are 

illustrations of the included terms of the loss domain. The 

first two illustrate the categories of loss of friend and the 

third the loss of freedom. 

In 1 985, Oddy et al. completed a seven year longi

tudinal study of thirty-one head injured survivors (twenty -

seven males and four females) to reassess personality 

problems and social activity. Difficulty in becoming 

interested in things was most commonly reported by the wives. 

The informant of this current study with children said that 

her spouse has taken no interest in their two toddler-age 

children. She also quoted him as saying, "I don't want to do 

nothing. I don't care." She reported that he sits and 

watches television all day and that there is "No conversation 

between Joe (fictitious name) and me. He used to be very 

outgoing. He used to talk to me about everything. None of 

that." The literature is virtually void of research in the 

area of spouses' loss of a friend as a result of head injury. 

More specifically, no research was found that addressed 

issues of "personality death" and its impact on spouses. All 

the informants of this study consider that to be a signifi

cant loss. Their friend, their partner in decision making is 

no longer present. 
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Coping 

Lipowski (1970) defined coping as all cognitive and 

motor activities a person uses to compensate the unit for any 

irreversible loss. Lazarus (1966) described coping as a 

process, not a single act. He went on to say that coping can 

be viewed in terms of achieving life's goals and meeting life 

demands (1966, page 153). Coping is what one does about a 

problem to bring about relief, reward and equilibrium (Weis-

mann, 1979). Coping involves dealing with situations that 

present a threat to the individual so as to resolve feelings 

of guilt, anxiety, grief. In the case of head injury, the 

uninjured spouses may perceive this chronic illness as loss 

of role fulfillment, loss of social fulfillment, or loss of 

love. 

Caplan (1963) identified effective coping strategies 

such as searching for information; freely expressing both 

positive and negative feelings; actively invoking help from 

others; breaking problems into manageable bits and working 

them through one at a time; and maintaining optimism about 

the outcome. The informants of this study have used these 

strategies (Table 7). One spouse said he read as much as 

possible about head injury in an effort to better understand 

behaviors. Others sought the "shoulders" of friends to 

ventilate frustration and concerns. Several informants said 

that the way they coped was to "take it one day at a time," 
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otherwise they began having feelings of hopelessness. All 

subjects said that they would tell their best friends "Not to 

give up hope." Some would tell their friends that things 

would be different, but they could still be okay. 

Cozac (1988) conducted qualitative phenomenological 

research of seven spouses of coronary artery bypass surgery 

to discover the spouse's perception of having a mate very 

ill. These spouses indicated that they coped with the situa

tion by generating hope. All five informants responded to 

the question "what would you tell your best friend?" with 

comments such as "keep loving them as much as you can," 

"stick with it," "be patient," and "it's going to get 

better. " 

Interestingly, the informants shared that many times 

they weren't sure if they were coping effectively or not. 

They had only their own opinions as the spouses could not 

provide feedback as to whether or not things were going well. 

Health care delivery is the "Application of knowledge 

to prevent or treat health care issues to the benefit of the 

individual or community (Stedman's Medical Dictionary, 1973). 

The knowledge gained from this study can be used by nurses 

and other members of the interdisciplinary rehabilitation 

health care team to plan, implement, and evaluate appropriate 

health care objectives for spouses of head injured survivors. 

The categories of the role transition domain can lead to the 
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social isolation, feelings of loss. The concerns the spouses 

have for the future of self and others can lead to ways and 

feelings of coping. 

Summary 

When husbands or wives in a good marriage sustain 

brain damage, their spouses abruptly lose their chief 

companion and source of emotional support and affection at 

the very time he or she needs it most. Suddenly, the 

uninjured spouse has involuntarily left the role of fifty-

fifty partner, decision maker. The spouse is suddenly a 

caretaker to an adult who looks like the person he or she 

married but behaves in bizarre, confusing ways. These 

behaviors require that the uninjured spouse take care of the 

mate, offering protection from physical and emotional harm as 
> 

a result of no one understanding why the behaviors are 

occurring. 

The female spouse is now in a role of financial 

family provider. The male is now a homemaker. These dimen

sions of role transition, coupled with the altered cognitive 

functioning of the spouse, make it difficult and uncomfort

able, at best, to participate in social activities. This 

sense of social isolation leads to feelings of loss of a 

friend as well as loss of freedom. There are no more 

discussions regarding important decisions, no more sharing 

his or her concerns. In addition, the uninjured spouse is 
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not free to seek companionship, as he or she is legally 

married but in a "social limbo." 

In addition to concerns they have for themselves in 

terms of potential for future relationships without their 

spouses and in terms of alternate caregivers, spouses 

expressed a concern that no one understands what it's like to 

be married to a head injured survivor, and how it changes 

one's life. 

Spouses have "ways" of coping, and "feelings" about 

those ways of coping. Most enjoy talking with friends, 

attending support groups, and doing things without their 

spouse. Their feelings about coping were less concrete. 

They are not sure they cope. They know they need to, but the 

majority of the informants admitted to not always doing what 

they needed to--TAKE CARE OF SELF. Some felt guilty doing 

things for themselves, such as going to a movie or out to 

dinner with friends while the spouse is alone at home. Other 

informants could offer no reasons why they did not consis

tently monitor their own needs. 

Recommendations for Nursing 

Information from this study may be used to increase 

awareness and understanding among health care professionals 

of the unique situation spouses are faced with. Nursing 

needs to address the spouses' concerns as a result of the 

role transitions, social isolation, loss, and their wishes 



77 

for the welfare of those to come. Nurses need to be aware of 

a cultural theme of this study, "no one understands." This 

cultural theme can imply that the first step to heighten 

public awareness would be to give their informed assistance 

to prevent head injuries from occurring. The public needs to 

support mandatory seat belt and helmet laws. There are some 

who, if they understood the lifetime consequences of sus

taining a head injury, would be more supportive and involved 

with prevention strategies. 

The changes of roles within the marriage, the social 

isolation, the sense of loss and anxiety about the future are 

concerns that spouses can mutually share and understand. 

They need to network with other spouses. The cultural themes 

of "no one understands" and "wishes" call for the need for 

the public, as well as doctors and nurses to provide empa-

thetic, informed understanding. 

Immediate Networking 

Nurses in acute care and rehabilitation in patient 

settings need to work with spouses to organize support groups 

to obtain mutual self help. Most support groups for survivor 

are for families in general. On a larger scale, head injury 

registries need to be instituted in every state-designated 

trauma center. This way, all head injuries could be tracked 

from time of entrance to emergency departments. Initial 
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contact could be made by other spouses to assure the dis

traught spouse that he or she won't stand alone. 

Rehabilitation nurses may need to form support groups 

for themselves. Head injured behaviors can become stressful 

to those who provide continual care in the acute rehabilita

tive phase. 

Empathetic Education 

Doctors and nurses must take the time to acknowledge 

questions and concerns. With some, this is done during 

weekly fifteen minute mu It id is ci pi inar y team conferences. 

Primary nurses need to incorporate brief, uninterrupted 

periods during the care of the head injured patient to listen 

to and support the spouse. Nurses need to offer encourage

ment and advice on ways to "take care of self." One idea may 

be to create a form of "job sharing"; a group of spouses 

could take turns supervising each other's spouses to allow 

the others to "take care of self." Another consideration, 

based on results of this research, may be to institute 

nursing follow-up visits to the home after discharge. This 

would provide the opportunity to give understanding, support, 

and guidance to the caregiver spouse. 

Public Awareness 

Spouses of head injured survivors have been placed in 

a new and confusing social structure due to their sudden role 
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transitions and social isolation. Their needs will present 

ongoing challenges for health care workers. Part of the 

responsibility of nurses in meeting spouses' needs is to 

educate the public (other nurses, doctors, friends, the 

general public) on not only the organicity of the injury, 

with its cognitive, social alterations, but on the altera

tions of the lifestyles of the family members, especially 

spouses. 

Public education and awareness of head injury could 

be achieved through education in the high schools. Perhaps a 

seminar could be conducted in driver education courses; it 

could be mandatory that all students attend. Also, head 

injury as a disability to the entire family could be part of 

the focus of required rehabilitation courses in baccalaureate 

nursing programs. 

Public awareness could be heightened through new 

media human interest stories, billboards (National Head 

Injury Foundation), and community fundraisers (possibly 

involving the head injured persons if appropriate). 

Recommendations for Future Research 

The following recommendations have been generated by 

this study: 

1. Conduct a longitudinal study (six, twelve, twenty 

four months post injury) to determine if spouse 

concerns change over time. 
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2. Conduct a study to determine if perceptions of male 

and female spouses are the same or if they differ 

based on gender. 

3. Replicate the study to further examine the domains 

using subjects with spouses who have "similar" levels 

of cognitive and physical impairment. 

4. Conduct a study of "personality death" with spouses. 

5. Conduct a study relating pre-morbid personalities to 

"good adjustment" to head injury. 

6. Conduct a study of male spouse survivors. 

7. Conduct a study on developmental asepcts of family. 

8. Conduct a study of intervention strategies for 

nurses. 

Conclusion 

Few illnesses, injuries, or diseases result in the 

devastating and overwhelming damage to the survivors and 

spouses that accompanies head injury. The individual who 

sustains the injury is no longer the same person--he or she 

may behave and think differently. The differences may be 

large or small, but they are differences nonetheless. When a 

member of a marriage changes, the other member changes. They 

are suddenly part of a new social structure with ongoing 

concerns and challenges. Nurses must conceptualize both the 

survivor and spouse as the patient. The unique role of 

health care professionals, and nurses in particular, is to 
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guide these spouses to an optimal level of wellness and 

adj ustment. 
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DISCLAIMER 

Research Project: Perceptions of spouses of head-injured 
survivors. 

The purpose of this study is to learn about spouse's 
perceptions of living with a head injured spouse. This 
information is important to nursing. Increased knowledge of 
a spouse's needs after head injury will guide nursing care of 
head injured victims and their spouses. This study is part 
of a thesis research project at the University of Arizona 
College of Nursing. 

Participation in this study will include no more than 
three interviews with the researcher. Each interview will be 
approximately one hour long. The interviews will take place 
in a convenient, private location, such as your home, or the 
Arizona Head Injury Foundation offices. The interviews will 
be audiotaped and transcribed. The audiotapes and notes will 
be destroyed after the research has been completed. Confi
dentiality will be maintained by assigning a number rather 
than a name to responses. Basic demographic data such as 
age, length of marriage prior to the head injury, etc. will 
be recorded as well. 

You are being asked to offer your opinion to 
questions the researcher will ask. By responding to these 
questions, you will be giving your consent to participate in 
this study. Your name will not be recorded anywhere in the 
data. You may choose not to answer some or all of the ques
tions if you so desire. Any questions you have regarding 
this study will be answered. You may withdraw from the study 
at any time without any ill will or risk to any relationship. 
There are no costs involved in this study. There are no 
known physical, psychological or sociological risks. 

If you have any questions, please contact me. 

Nancy Davis, BSN, R.N. 

Graduate Student 
University of Arizona 
College of Nursing 
(602) 298-0225 
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BEGINNING INTERVIEW QUESTIONS 

Research Project: Perceptions of spouses of head-injured 

survivors. 

Grand Tour Question: What is it like to be married to a 

head-injured spouse? 

Major Questions 

Tell me about your life now versus before the injury. 

Tell me about the concerns you have now for yourself. 

Tell me about the concerns you have now for your spouse. 

Tell me how you have coped with these concerns. 

If your best friend's spouse sustained a head injury, what 

would you tell them? 
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SAMPLES OF INTERVIEW DATA 

Subject 1, 2/17/89, 5:00 pm-5:45 pm 

Role Transition 

"He's a different person and I don't know how to 
respond," "I'm no longer just a wife." 

Parent 

"They saw this man throwing tantrums," "A parent 
can't divorce a child!" 

Protector 

"I don't want him to get into a situation he can't 
maneuver out of," "Not everyone will tolerate the way he 
expresses his opinions." 

Provider 

This subject did not directly respond with comments 
about her role as provider. She had just begun a new job 
days before the head injury occurred. Prior to this data 
collection, she lost this job as a result of excessive 
absenteeism due to husband's needs. 

Caretaker 

This subject seemed to have "give up"on reminding her 
husband to shower, etc. She expressed concern over where he 
was during the day and what he was doing. She realized he 
needed more supervision than she was able to provide. 

Social Isolation 

"Sometimes it's difficult going out . . . every time 
it's been a very negative experience," "We are not invited to 
people's homes." 

Loss 

"I can't sit down and discuss situations with him," 
"I don't have the capacity of going out, finding companion
ship ." 
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Future 

"I don't know if it's [the relationship] going to 
improve," "I worry that I won't be able to do the things I 
want to do." 

c°Pinq 

"Now I'm seeking counseling," "if I really got into a 
bad situation I could call a member of the spouse support 
group. I have done this." 

Cultural Themes 

No One Understands 

"People won't talk to him," "Sometimes people are 
uncomfortable around him," "the medical profession seems to 
feel if a person can stand up and walk and talk everything is 
okay." 

Wish List 

"Talk with somebody who is having a common experi
ence," "it [public] just needs a few of us standing out and 
demanding to be heard," "I called the Surgeon General of the 
United States Navy." 

Subject #2, 2/20/89, 11:00 am-12:10 pm 

Role Transition 

"It's very hard to remember that this is the person I 
married," "It's an emotional roller coaster." 

Parent 

"When we do things, I guide her through them," "Help
ing her get by." 

Protector 

"I worry about her ability to function without me 
around," "Concern for her safety." 
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Provider 

This subject did not discuss issues of financial 
concern. He did express concern over the fact that his wife 
had lost he career. 

Caretaker 

"I do her evening care," "I put her to bed." 

Social Isolation 

"her friends from school have disappeared," "Anyone 
who visits the house is a friend of mine," "It's difficult to 
go out because it has to be planned." 

Loss 

"I can't share things with her anymore," "I miss her 
not physically wanting me." 

Future 

"The relationship is not going to be what we wanted," 
"Will I ever be a father?", "I've lost my choices to be 
someone on my own." 

Coping 

This informant felt his friends helped him cope by 
listening. he also enjoys movies. This informant admitted 
that he isn't sure he does cope. 

Cultural Themes 

No One Understands 

This subject's spouse has several physical handicaps. 
He feels that other people are more tolerant of physical 
handicaps than they are of behavioral difficulties. 

Wish List 

"Stay in touch with other people," "Remember that you 
have needs too." 



90 

Subject #3, 2/21/89, 5:00 pm-5:25 pm 

Role Transition 

"He made a quick recovery," "He's a lot more talka
tive," "Since the accident his drinking has improved," "Our 
life is better since the head injury." 

This subject did not discuss issues of parenting, 
protecting, providing, caretaking. She felt the head injury 
had actually improved her husband's behaviors. She stated 
that he stays home more, that he is more sensitive to her 
moods and concerns. Her concern for the future was that he 
would revert to his pre-head injury behavior of drinking. 
Drinking was a factor in the cause of his head injury. This 
subject coped by verbalizing this concern to her spouse and 
his family. She mentioned preventive measures such as 
helmets as a way to cope. 

Subject #4, 2/25/89, 5:30 pm-6:15 pm 

Role Transition 

"The personality has changed," "Little things that 
you took for granted prior to the injury just don't happen 
after the injury." 

Parent 

"They are not able to remember to eat," "They are not 
able to think of doing everyday things like taking a shower." 

Protector 

"I don't want him to be hurt," "What happens if he 
has a seizure in public and I'm not there?" 

Provider 

"I've had to take the responsibility for everything," 
"Wit him losing the jobs [three], financially it's rough." 

Caretaker 

This subject's spouse was independent with all ADL's. 
The care the spouse required was supervisory in terms of 
reminding him to follow through with assignments from Day 
Treatment Program, to complete assigned household chores. 
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This subject's caretaking responses were categorized in the 
domain of Role Transition to Parent. 

Social Isolation 

"We don't do anything much," "it's hard in social 
situations with people who don't know he has sustained a head 
injury," "When you take them out, you are not sure how they 
will respond." 

Loss 

"It's hard not to be able to talk intelligently with 
someone you are in love with," "It's like sleeping with a 
stranger." 

Future 

"Do I want to be head of the household forever?", "We 
were planning on four [children] prior to the accident." 

Coping 

"Take it as it comes." This subject coped by parti
cipating in support groups, exercising, socializing with 
friends and exclusive of spouse. She felt she was coping 
effectively when she could confidently and calmly deal with 
her spouse's impaired behaviors. 

Cultural Themes 

No One Understands 

"They [doctors and nurses] don't always see it from 
the human side. They only see the clinical improvements," 
"There's not enough public awareness--people need to see that 
head injured people need to be taken as human." "Nurses need 
to know all community resources no matter what field they are 

Wish List 

"Come to support groups right away," "Don't internal
ize all your feelings." 
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Subject #5, 2/26/89, 4:00 pm-4:30 pm 

Role Transition 

"His personality has changed," "He's not the person I 
married." 

Parent 

"I'm the one who takes him everywhere." This subject 
provides supervisory care for spouse. She stated that he 
refuses most attempts she makes for him to shower or help 
with housework. 

Protector 

This head injured spouse walks one block to the con
venience story to buy candy and cigarettes. The informant 
expressed concern that he was not getting correct change back 
from his purchases. She expressed concern that he smokes too 
much and is worried about health issues for the family. She 
feels he is safe with the cigarettes. 

Provider 

At the time of data collection, this family was ob
taining financial assistance from spouse's disability income. 
This informant was not employed. She did express concerns 
about having to find a job if she did not remain in the 
marriage. 

Caretaker 

"I am the motivator," "I have to do everything for 
him." 

Social Isolation 

"He doesn't converse with people," "They pity him, 
"They don't know what to think." 

Loss 

"He doesn't pay any attention to the children," 
"There's no conversation between us," "Our romance isn't like 
it used to be." 
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Future 

"I don't know how much longer I can take this." This 
subject expressed concern for the future of her children 
without the guiding influence of a father. 

Coping 

This informant's support came from her spiritual 
beliefs. She also said, "Take it one day at a time or you 
get to feeling it's hopeless." 

Cultural Themes 

No One Understands, and Wish List 

This subject has had minimal encounters with the 
public, friends, health care professionals. Her husband was 
in another state for seven months of head injury rehabili
tation. She remained locally. She and her spouse do not go 
anywhere in public. The cultural theme emerged only in the 
domain of social isolation with this informant. 
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