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ABSTRACT 

Health professionals as well as families are being confronted with 

long-term care and caregiver issues that accompany the increasing 

incidence of individuals surviving traumatic brain injury. A sample of 

parents and brain-injured offspring from 20 families was employed to 

identify a qualitatively generated theory describing the parent's experience 

following a brain-injured child's return to the home setting. An exploratory 

qualitative design using grounded theory methodology was used during data 

collection and analysis. All the brain-injured offspring had survived a 

moderate-to-severe traumatic brain injury; were living with at least one 

parent; and were ages 17 to 34. A three-phase theory, Investing in the 

Comeback, was generated using grounded theory methodology. The 

theory's three stages, centering on fostering independence and seeking 

stability, describe the work of the parent living with a brain-injured 

offspring. Theoretic sampling guided the identification of categories, 

properties, conditions, and consequences. Four quantitative measures 

supplied descriptions of sample characteristics. Sample characteristics 

reported include demographics, cognitive deficit ratings of the child by the 

parent and the investigator, and the parent's perception of the family's 

functioning. 
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CHAPTER 1: INTRODUCTION 

This study was designed to discover the social and psychological 

processes experienced by parents living with a head-injured offspring. 

Substantive theory generation was achieved using the grounded theory 

methodology. Initial theoretical sampling strategies under which the theo!"'! 

was generated included farrJly functioning, cognitive performance and 

behavioral changes, as measured using quantitative instruments. Chapter 1 

serves as an introduction to the study and addresses the problem of 

traumatic brain injury and need for family caregiving research. 

Problem of Traumatic Brain Injury 

Traumatic brain injury, often termed the "silent epidemic," is the 

third-ranking cause of neurological impairment and the leading cause of 

death and disability for persons under the age of 35 years (National Head 

Injury Foundation, 1986). The striking presence of traumatic brain injury 

has been demonstrated by epidemiological studies and morbidity research. 

While epidemiological study results vary, possibly attributable to diverse 

subject selection protocols (Anngeners, Grabow, Kurland & Law, 1980; 

Fife, Faich, Hollinshead & Boynton, 1986; Kraus et aI., 1984), the generally 

acknowledged incidence rate for traumatic brain injury is 7.00 persons per 

100,000 popUlation (Kalsbeek, McLaurin, Harris & Miller, 1980). 
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Traumatic brain injury has higher new case rates than other more 

publicized neurologic conditions such as epilepsy, dementia, parkinsonism, 

acute cerebrovascular disease, cerebral palsy and multiple sclerosis 

(Kurtzke, 1982). 

A recent national survey indicated a declining mortality rate 

following head trauma (Kalsbeek et aL, 1980). Similarly, Levati, Farina, 

Vecchi, Rossanda & Marrubini (1982) reported nearly a two-thirds 

survivorship rate in their sample of severely head-injured individuals. John 

Fortune, director of the Northeastern New York Regional Trauma Center, 

credits the growing survivorship following head injury to the public's 

increased use of sport-related helmets and automobile seat belts as well as 

technological advances in emergency medicine (Carola, 1990). The 

magnitude of the head injury prevalence rate, 800 persons per 100,000 

population (Kurtzke, 1982), suggests the importance of looking beyond the 

issue of initial survivorship to the long-term care provision for the 

traumatically brain-injured individual. Long-term survivorship issues 

include: 1) individual losses; 2) financial strains; and 3) family effects. 

Individual losses have been commonly observed following a head 

injury. Physical residual deficits present following traumatic brain injury 

include limb paralysis, paresis, hearing loss and altered vision (Thomsen, 
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1974; Oddy, Coughlin, Tyerman & Jenkins, 1985). Subjective alterations in 

sleep-awake patterns following head injury include decreased sleep quality, 

increased number of arousals during sleep cycle and increased difficulty in 

returning to sleep (Parsons & Van Beek, 1982). Objective alterations in 

sleep-awake patterns include modified electrophysiological (EEG) tracings 

(Parsons, 1988). Mental changes encompass diminished attention

sustaining ability (Buchtel, 1987), amnesia (Schacter & Crovitz, 1977; Todd 

& Sutz, 1980; Baddeley, Harris, Sunderland, Watts & Wilson, 1987) and 

language difficulties such as aphasia, anomia and dysphasia (Oddy, 

Humphrey & Uttley, 1978; Jacobs, 1988). Reported social-behavioral 

changes include childishness, aggression, excessive loud talking, temper 

outburst, irritability, increased affectionate behavior, emotional outbursts, 

lack of ambition and withdrawal (Thompsen, 1974; Maus-Clum & Ryan, 

1981; McKinlay, Brooks, Bond, Martingale & Marshall, 1981; Brooks & 

McKinlay, 1983; Klonoff, Snow & Costa, 1986). 

Varying recovery functional levels were reported by the survivors in 

a study involving 215 severe head trauma patients (severe was defined as 

the following conditions lasting at least 6 hours following hospital 

admission: a Glasgow Coma Scale rating of <7, absence of eye opening, 

unrecognizable speech, and inability to follow commands) (Levati, Farina, 
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Vecchi, Rossanda & Marrubini, 1982). Nearly 60 percent of the survivors 

made "good" recoveries, 18.4 percent were moderately disabled, 6.1 percent 

were severely disabled and 1.5 percent remained in a persistent vegetative 

state. The defining attributes of "good" recovery is of specific interest, as 

"good" recovery is not synonymous with complete recovery. The 

importance of identifying and acknowledging the perspectives used in 

recovery definitions was examined in Doolittle's (1990) study of stroke 

survivors. The "good" recovery criteria reported by her sample was 

markedly different from the recovery criteria used by health professionals. 

In addition to the individual losses associated with head injury, a 

substantial financial drain is experienced by the individuals, the family and 

society. Jacobs' (1988) survey described changes in the survivors' 

employment situation following the initial trauma. Although one-third 

(36.7 percent) of the sample initially returned to their pre-injury employers, 

only 2 percent of the total sample were able to retain their pre-injury 

employment status. Prior to the injury, more than three-fourths of the 

sample (77.9 percent) reported wages as their major source of income. In 

contrast, following the injury only one-fourth of those surveyed (26.7 

percent) regarded wages as their major income source. The economic 

impact on the families was also addressed by Jacobs (1988). Nearly one-
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third of the families (28 percent) reported that the majority of their 

resources were used to meet the bills associated with the head injury. 

Another third (34 percent) of the subjects reported a mild to moderate 

drain on resources, with the final third (34 percent) declaring no economic 

change following the injury. Interestingly, a small percentage (3 percent) 

indicated an improved financial status after the injury. 

The societal cost of traumatic head injury was addressed by 

Kalsbeek and colleagues (1980) in a national survey. Direct costs 

(payment for real goods and services) and indirect costs (losses of the 

individual's economic productivity including wages) mounted to an 

incredible sum of $2.4 billion in 1974 and $3.9 billion in 1980. The total 

cost of head injury per injured individual averaged $4,114 in 1980. Such 

data may reflect just the tip of the economic burden incurred with head 

injuries. Indirect costs such as decreased productivity of the family 

members who assume the long-term care responsibilities and diminished 

health status of care providers have yet to be reported in the literature. 

Traumatic brain injury is a family affair. As technological advances 

increase, the probability is that the head-injured population will have a life 

expectancy comparable to the general population. The family'S role 

becomes especially important in the care of the traumatically brain-injured 



16 

member. In a recent survey of 310 families with membels who had 

sustained a moderate traumatic head injury, Jacobs (1988) reported: 1) 

most survivors lived with their families and, 2) the family assumed major 

responsibility for the individual's long-term care. Although generally 

concluding that a variety of long-term adverse effects occur within the 

families during management of caregiving demands, Jacobs did not provide 

explicit descriptions. 

Need for Family Care giving Research 

More than 31.5 million individuals experience chronic health 

problems in the United States (U.S. Census, 1982). Head-injured 

individuals are included in the group at high risk for chronic health 

problems. The aftermath of a chronic illness spreads beyond the individual 

with the primary health change. Chronic illness affects the entire family. 

In turn, the family's response to one member's chronic illness affects 

subsequent outcomes for the chronically ill individual (Olsen, 1970; Craven 

and Sharpe, 1972; Udelman & Udelman, 1980). The interactive nature of 

the individual-family system necessitates an expanded definition of 

patient/ client to include the family as well as the individual. McEwan 

(1974) describes the value of defining the family as the recipient of care: 
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The family is not only the basic unit of human social organization, 
but it is also the one that is most accessible for preventive and 
therapeutic intervention. The health of the family goes beyond the 
physical and mental conditions of its members to the extent that it 
provides a social environment for the natural developmental 
fulfillment of all who live within its ambience. (p. 489) 

The importance of families in regard to individual health was 

demonstrated by inclusion of the following two family-oriented priorities 

within the top 15 priorities of a nursing Delphi survey: 1) to sensitize 

nurses to the needs of family members of the critically ill patients, and 2) 

to evaluate which nursing behaviors and settings for care are most likely to 

produce positive effects on an individual or family in a health crisis-prone 

situation (Barnard, 1980). The increasing number of studies that uSc 

family and family-related variables reflects the value of the family 

perspective in stress-evoking situations (Litman, 1974; Foxall and Griffith, 

1986; Stroker, 1983; Venters, 1981; Shnur, Friedman, Dorman, Redford, & 

Kesselman, 1986; McCubbin, 1984; Fagin, 1987; Murphy, 1986). 

A number of studies have considered family members' needs during 

acute illnesses (Molter, 1979; Stanton, 1984; Maus-Clum & Ryan, 1984) as 

well as the interplay between family members and health care staff 

(Dunkel & Eisendrath, 1983; Gardner & Stewart, 1978). Additional 

studies addressed the family's role in social support and health recovery in 

relation to hospital stress (Ahmadi, 1985) adjustment following breast 
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surgery for cancer (Funch, 1982), adjustment following spinal cord injury 

(Frank & Elliot, 1987), psychosocial adjustment with cystic fibrosis (Lewis 

& Khaw, 1987) and treatment adherence following a stroke (Evans & 

Bishop, 1987). Few reported studies have investigated the family roles 

following head injury. The purpose of the research is to explore the family 

member's perspective of head injury survivorship. 

SummaO' 

This chapter provided an introduction to the study's research 

problem. An overview presented the magnitude of the traumatic brain 

injury problem. Head injury survivorship issues presented include 

individual losses, financial drain and family effects. The need for 

additional family study research was substantiated with the family 

presented as an appropriate target for nursing research. 
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CHAPTER 2: BACKGROUND OF THE RESEARCH PROBLEM 

Chapter 2, consisting of three sections, reports the current family 

research following traumatic brain injury. The first section discusses the 

foci and approaches used to examine the familial effects following head 

injury. The second section describes the limitations of current studies. 

The final section states the study's purpose and research questions. 

Historically, researchers of head trauma phenomena have focused 

on physical recovery outcomes of the individual who sustained the head 

injury. Considerable efforts have been made to understand the traumatic 

brain injury condition in terms of: 1) identification of prognostic variables; 

2) description of the physical, mental and social-behavioral changes 

occurring after the injury; and 3) scale development to measure post-injury 

changes. 

Concern for family members was voiced in studies conducted on the 

head-injured individual's recovery over 20 years ago (London, 1967; Fahey, 

Irving & Millac, 1967; Bruckner & Randle, 1972). However, few 

researchers have explored the head injury experience as lived by the 

uninjured family members. 

Examination of head trauma family literature revealed two major 

approaches to inquiry about families with a head-injured member. Family 
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variables were employed in one approach, while the other approach 

utilized family-related variables. Family variables are concerned solely 

with relational attributes of the family as a whole, intact system (Jacob & 

Tennenbaum, 1988). In contrast, family-related variables measure 

attributes of family components (Le., the individual member, parent-child 

dyad, parental dyad and triads). Although disruption of family functioning 

within families having a head-injured member has been suggested by 

several other researchers (Jacobs, 1988; Romano, 1974; Oddy & 

Humphrey, 1978), only four head trauma research efforts have employed 

family variables. Family-related variables employed in head trauma 

research include the non-injured relative's: sense of burden, mood states 

(chiefly anxiety and depression), relationships within the family, physical 

health, family member needs and social isolation. The following section 

will present a review of findings from studies employing family and family

related variables. 

Family Variables Studies 

Zarski, DePompei and Zook (1988) employed three measures of 

family functioning--Family Assessment Device (FAD), Family Adaptability 

and Cohesion Scales III (FACES III) and Family Invulnerability Test 

(FIT)--to investigate differences in family responses following head injury. 
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The FAD, based on the McMaster Model of Family Functioning (Epstein 

& Bishop, 1981) measures the family's structural and organizational 

properties and patterns of transactions among members. The foundation 

for the FACES III is the Circumplex model (Olson, Sprenkle & Russell, 

1979). According to Olson's model, a curvilinear relationship is proposed 

between the cohesion and adaptation scales and the health pathology 

dimension. Scores plotted from the two scales indicate family system types 

(ranging from rigidly disengaged to chaotically enmeshed) with both low 

and high scores interpreted as pathological. The FIT instrument is drawn 

from the Family Adjustment and Adaptation framework (McCubbin & 

Patterson, 1983). The sample (n =45) consisted of parents and spouses of 

head-injured patients. A wide range of rehabilitative functioning (levels 1 

to 8 on the Rancho Los Amigos scales of cognitive functioning) was noted 

in the patient sample drawn from acute and rehabilitation recovery stages. 

No controls were used, as the study's purpose was to test the empirical 

match between theory and instrument performance. Analysis of the results 

indicated the FACES III did not conform to the curvilinear form proposed 

by its makers but rather followed a linear format when used with this 

clinical sample. Such findings suggest that families experiencing healthier 

survivals following head injuries tend to possess greater enmeshed and 



chaotic qualities. Zarski and colleagues (1988) suggest that favorable 

family survival hinges upon the focusing on the head-injured member's 

normalcy versus limitations. 
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Douglas (1987) compared family environment variables in a sample 

of relatives living with a severely head-injured individual (severe defined as 

post-traumatic amnesia (PTA) lasting greater than 7 days). The Family 

Environment Scale (FES) (Moos & Moos, 1979) was used to measure the 

family environment variables 2Yz years to 10 years post-injury. The 

responses of parents (N=20) and wives (N=8) were compared with 

national normative families and families with one dysfunctional member. 

Families with a head-injured member were seen as more controlled, less 

expressive and less active in recreational orientation than the normative 

families. When compared with families having a dysfunctional member, 

the families with a head-injured individual were viewed as more cohesive 

and organized. Family functioning was considered more effective and less 

disruptive when the head-injured individual was a child rather than a 

husband. 

In contrast, Hickey (1987) reported perceived family function to be 

resilient to the stress of providing care to severely head-injured adults 

during the post-hospitalization phase. Family functioning was perceived as 
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healthy by her sample of caregivers. The sample (n=85) consisted of 

primary caregivers who completed the Family Relationship Inventory (a 

subset of scales derived from the PES), the Barthel Index, Beck Depression 

Inventory and State-Trait Anxiety Inventory. Scores for family cohesion, 

expressiveness, conflict and family support were found to be comparable to 

national normative families. Significant relationships were found between 

the family variables and caregiver anxiety and depression scores. These 

findings confirm that caregiver characteristics are related to family 

functioning. 

Brown and McCormick (1988) conducted qualitative interviews with 

six families that had a head-injured member. The sample included the 

head-injured individual (n=2), fathers (n=2), mothers (n=5) and wives 

(n= 1). In some cases multiple informants were drawn from the same 

family. The length of time since injury ranged from 1 to 11/2 years. Data 

collection was conducted over 8 months and included repeat interviews 

with the informants. An interview schedule was employed to identify pre

and post-injury family coping and functioning. Major reported themes 

included loss of the "old" member, feelings of neglect by non-injured 

members, unrealistic, wishful thinking by family members, stressor "pileup" 

in families that coped least well, conflictual feelings between negative 
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consequences of having a head-injured person in the home and the 

perceived sense of responsibility to provide care, disrupted family dYllamics 

and lack of standards :0 judge care. 

Family-Related Variables Studies 

Sense of burden. In longitudinal studies McKinlay, Brooks, Bond, 

Martingale and Marshall (1981) and McKinlay and Brooks (1983) followed 

family primary caregivers (n=55) of severely head-injured individuals. The 

caregiver's sense of burden (CSOB) was measured using a single-item 7-

point scale. At 3 months post-injury a statistically significant relationship 

(p ~.01) was reported between CSOB and length of post-traumatic 

amnesia (PTA). However, the relationship's strength had decreased at 6 

months and was not significant by the end of the first year following injury. 

A positive relationship was reported between the number of mental and 

behavioral changes (as rated by the relative) in the head-injured individual 

and CSOB. The level of CSOB remained elevated but constant during the 

first year post-injury. Based on their CSOB scores, the sample was divided 

into two groups with the low-to-medium burden group scoring 1 to 4 and 

the high burden group scoring 5 to 7. All but one relative in the high 

burden group reported personality changes in the head-injured individual. 

Personality changes were also reported by half of the relatives in the 
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moderate and low burden groups. These findings suggest that personality 

change alone was not sufficient to explain caregiver burden. The authors 

suggested that perhaps other factors, such as relative's personal resources, 

require further examination. 

Efforts by Livingstone, Brooks and Bond (1985) to employ a less 

global measure of burden led to their construction of a 25-item scale 

measuring family member perceived burden. The composite score was 

based on the presence/absence of clinical outcome measures (e.g. 

symptomatic complaints, ADL abilities, physical outcomes, cognitive 

function, personality changes and occupational status). Data were obtained 

from female family caregivers of minor head-injured (n=41) and severe 

head-injured males (n= 57) during the initial 3 months post-injury. 

Statistically significant differences were reported between the two groups 

regarding perceived burden. Low burden was reported with milder injuries 

while high burden was found with more severe injuries. Similar findings 

have been reported with another cognitively impaired population. 

Relatives of individuals with Alzheimer's disease have also reported the 

"subjective" burden to be greater than the "objective" burden of caregiving 

(Zarit & Zarit, 1982). 
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Mood states. Conflicting results have been reported regarding the 

two mood states (anxiety and depression) measured in relatives of the 

head-injured population. Livingstone and colleagues (1985) interviewed 

the female primary caregivers (wives, mothers and daughters [n=57]) who 

lived with survivors of severe blunt head trauma (defined as having a PTA 

[post-traumatic amnesia] greater than 48 hours and a Glasgow Coma Scale 

(GCS) score of less than 8 upon admission to the hospital). Using two 

measures with established psychometric estimates (General Health 

Questionnaire and Leeds General Scale), the mood disturbance identified 

in the sample was anxiety- and not depression-based. No difference was 

reported regarding the relatives' relationship to the head-injured individual 

with equal number of psychiatric "caseness" (caseness refers to the scores 

that would predict likely psychiatric cases) found with mother and wife 

samples. 

O'Brien (1986) attempted a group comparison study involving three 

samples: parents with a head-injured offspring (n = 53), parents with an 

orthopedic-injured offspring (n = 28) and parents of uninjured offspring 

who were friends with the two prior samples (n= 15). The head-injured 

sample varied in degree of severity and time since injury (range: 9 to 48 

months). Parental mood assessment was determined using the Carroll 
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Rating Scale (Carroll, Feinberg, Smouse, Rawson & Greden, 1981) and the 

Clinical Anxiety Scale (Snaith, Baugh, Clayden, Husian & Sipple, 1982). 

As a total sample, fewer parents demonstrated significant anxiety scores 

than depression scores. In fact, twice as many mothers in the O'Brien 

sample were significantly depressed when compared to national norms. 

Paternal depression scores in the sample were comparable to national 

norms. Surprisingly, the major hypothesis of this study, that caring for and 

living with a head-injured offspring places stress on the parents as 

manifested by increased incidence of mood disturbances, emotional distress 

and physical illness, was not supported. No significant group differences 

were found among parents of head-injured offspring, orthopedic-injured 

offspring or non-injured offspring. O'Brien offered four explanations for 

the unanticipated lack of discrepancy between his results and earlier 

studies. Whereas previous studies used a heterogeneous sample with 

regards to types of relationships shared between in!act m.embers and head

injured members, O'Brien limited his sampling to parents. Second, parent 

samples in the O'Brien study may have contained such variability as to 

compromise detection of statistically significant group differences. Third, 

sampling bias may have been achieved through only inclusion of families 

with a head-injured offspring living in the home setting. These parents 
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may demonstrate more adaptive and efficient coping than families in which 

the head-injured offspring left the home setting. Finally, parental response 

may be influenced by the length of time since injury. The relative 

contribution of the head-injured member's status to family stress may 

diminish as other Hfe events are experienced by the family. 

Douglas (1987) also investigated family member depression 

following head injury. The Wakefield Self-Assessment Depression 

Inventory was completed by the parents and wives of severely head-injured 

individuals. Significant levels of depression were reported in one-third of 

the total family member sample and in the entire wives subsample. 

Family relationships. Changes in family members' interactions have 

been alluded to in several studies. While no change in friction or contact 

with relatives was reported during the first year post-injury (Oddy, 

Humphrey & Uttley 1978), a follow-up study revealed increased friction 

between head-injured individuals and siblings during the second year (Oddy 

& Humphrey, 1980). A study of 44 severely (PTA >7 days) head-injured 

individuals reported increased friction between both the siblings and the 

patient as well as the parents and the patient (Wendall, Oddy & Jenkins 

1980). Furthermore, no relationship was demonstrated between reported 

personality change and family frictions except in cases when the personality 



change was specifically one of increased irritability. In addition, no 

relationships were found between family frictions and the head-injured 

individual's return to work or social contact. 
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Livingstone and co-workers (1985) examined social roles of relatives 

during the initial year following a severe head injury. When 3-month post

injury results were compared to scores from a community sample, families 

with a head-injured member demonstrated higher scores (indicating poorer 

functioning) in the following roles: work, social and leisure, extended 

family, nuclear family, marital and parenting. Scores remained elevated at 

6 and 12 months for all roles except for functioning in the extended family. 

Comparison of social adjustment scores between the relatives of severely 

head-injured individuals and minor head-injured individuals demonstrated 

statistically significant differences. Marital and family unit functioning was 

reported as significantly worse when the head injury was severe. Although 

the uninjured relative's work was found 'tv h~ unaffected in Livingstone's 

research, several other authors reported family members having to reduce 

time employed outside the home to the point of even resigning in order to 

take care of the head-injured individual (Jacobs, 1988; Wendall et aI., 1980; 

Carson, 1989). A case study (Richmond & Craig, 1986) reported family 

members experiencing disruptions in eating habits, performance of daily 



tasks and interpersonal relations with family members. Other family 

member reactions mentioned in the literature include overly optimistic 

behavior (Stravos, 1987; Maus-Cum & Ryan, 1981), uncertainty (Loen & 

Snyder, 1979) and role restructuring (Gibbs & Bell, 1987). 
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Physical health. Two studies examined the relative's physical health 

following a family member's head injury. Oddy and colleagues (1978) 

questioned relatives about their own physical and emotional health during 

the prior 6 months. Illnesses were classified as: 1) emotional (e.g., 

receiving prescribed minor tranquilizers or antidepressants), 2) 

psychosomatic (e.g. asthma, migraine, duodenal ulcers), or physical (all 

other illnesses). Using this categorization, relatives of head-injured 

members were described as experiencing more psychosomatic illness than 

either emotional or physical health changes. 

O'Brien (1986) studied parental health in a sample of families with 

a head-injured member through using two control groups: parents of 

orthopedic-injured offspring and parents of uninjured offspring. No 

significant group differences were reported in parent's health variables (e.g. 

physical health, anxiety, depression). However, total number of maternal 

illnesses was related to the head-injured member's level of depression and 

emotional distress. No relationship was found between these variables in 
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either control group. In addition, mothers who rated the head-injured 

offspring's psychosocial functioning lower than the head-injured offspring's 

self-rating had more reported illnesses. Such findings suggest that maternal 

health may be influenced by the degree of agreement regarding the 

offspring's level of functioning. 

Needs of relatives. Mathis (1984) compared the needs of families 

with a brain-injured relative (BIR) to the needs of families with a non

brain-injured relative (NBIR) in an acute care setting. Although 

methodological limitations restrict the conclusions to be drawn, findings 

suggest a difference in need prioritization by relatives. Molter's 45-item 

needs inventory was used to identify and rank family member needs. 

Although 7 of the 10 most frequently chosen items were shared by both 

groups, a difference was noted among degrees of importance assigned to 

responses by the groups. Notably, the need "to feel there is hope" was 

ranked first in importance by NBIR family members, whereas BIR family 

members ranked this item in ninth place. The highest in importance 

choice by BIR family members was the need "to feel the hospital personnel 

cared about my relative." Contextual factors not reported include length of 

the relative's acute care stay, accessibility of the family's support systems 



and neurological status of the hospitalized family member (e.g., Glasgow 

Coma Scale rating, functional ability). 
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Social isolation. A final family-related variable, social isolation of 

the uninjured relatives, has been studied by several investigators. Initially, 

the extended family and friends rally to support the immediate family but 

this effort appears short-lived (Brown & McCormick, 1988). Wives have 

been identified as more often experiencing social isolation than mothers 

(Rosenbaum & Najenson, 1978; Maus-Clum & Ryan, 1981). The decision 

to maintain previous social contacts may be made by individuals within the 

family as well as those outside the family. Attempts to insulate and protect 

family members from reactions of individuals outside the immediate family 

also contributed to the family's isolation (Thompsen, 1974). Romano 

(1974) described families who chose to limit associations with former 

contacts in order to maintain the family's denial of the long-term and 

possibly permanent residual effects of the injury. Although not reporting 

whether frequency of social contact had changed, Wendall's group (1980) 

noted parents took the head-injured offspring to visit other relatives. 

Unquestionably, such excursions serve to minimize social isolation of both 

the parents and offspring. Were such benefits a serendipity? Wendall 

questioned whether these visits were made jointly due to the offspring's 



supervision requirement or as a means of compensating for loss of the 

head-injured member's own social network. 
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Uvingstone and coworkers (1985) reported social and leisure with 

the extended family not to be affected following head injury. Such findings 

suggest that social isolation is limited to only the head-injured individual 

and their immediate family. 

Krefting's (1987) ethnographic study of community re-integration 

following head injury presents an explanation for why not all families with 

head-injured members become socially isolated. A theme that emerged 

from interviews with family members was the responsibility of family 

members to act as a social opportunity provider for the head-injured 

member. Conceivably, such a role could also serve to prevent social 

isolation of uninjured family members. 

Umitations of Current Studies 

Terms such as "family response," "family effects," "family reactions" 

are freely scattered throughout the literature. In order to examine the 

adequacy of current family studies following traumatic brain injury, four 

evaluation issues have been identified: 1) unit of analysis usage; 2) 

theoretical orientation; 3) quantitative methodology implications; and 4) 

severity of injury/functional status measurement. Based on findings 



reported in Table 1, the next section will present a discussion of the 

current studies using the four issues. 
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Unit of analysis. A study's unit of analysis is determined within 

three realms: conceptual, measurement, and analysis. These realms share 

a close connectedness when the unit of analysis involves the individual. 

The chasms easily widen when the unit is expanded to include two or more 

individuals. Concern for the consequences when the unit of analysis is not 

maintained in all three realms has been discussed by several authors 

(Uphold & Strickland, 1989; Thomas, 1987; Fischer, Kokes, Ransom, 

Phillips & Rudd, 1985; Oliveri & Reiss, 1984; Houston & Robins, 1982). 

Maintaining unit of analysis designation from conceptualization through 

data analysis is facilitated by using the five-level typology of family level 

measure proposed by Lewis (1983). Level One refers to measurement of 

individual family member properties from an informant's perception (e.g., 

mother's anxiety score on an anxiety scale). Level Two includes 

measurement of individual properties of at least two family members based 

on a summed score of individuals (e.g., average depression score of a 

husband-wife dyad). Level Three is achieved with measurement of a 

family property based on an individual member's perception (e.g., family 

power score as determined by the wife). Level Four refers to 



Table I: Historical perspectives of family studies following traumatic head injury 

Authors 

Maus-Clum et al. 
(1971) 

Walker 
(1972) 

Key: 

Study Focus 

• validation of family 
support group findings 

• id further research areas 
• describe primary family 

member experiences 
a. help needed versus received 
b. help provider 
c. changes in patient 
d. coping aids 

* current state head-injured WWII vets 
a. physical and mental health status 
b. epilepsy status 
c. occupational status 
d. social status 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family member 
reactions and 
coping aids 

none 
[pt. oriented] 

H = heterogeneous caregiver relationships to THI (e.g., paternal, spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

AA BCDH 

AA BC DH 

w 
VI 



Table I (cont'd) 

Authors 

Romano 
(1974) 

Rosenbaum et al. 
(1974) 

Thomsen 
(1974) 

Key: 

Study Focus 

• family member denial trends 
a. common fantasies 
b. verbal refusals 
c. inappropriate responses 

• comparison of wives of SCI & brain
injured soldiers 
a. interpersonal behavior and 

relationships 
b. mood disturbance symptoms 

• long-term problems for pt & relative 
a. residual physical disabilities 
b. neuropsychological dysfunctions 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family member 
denial 

marital roles 
family life 

changes 

family member 
burden 

H = heterogeneous caregiver relationships to THI (e.g., paternal, spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

? AABCH 

AA BCFH 

AABCH 

W 
0\ 



Table I (cont'd) 

Authors 

Lezak 
(1978) 

Oddy et al. 
(1978) 

Wendall 
(1980) 

Key: 

Study Focus 

• problems facing family member living 
with brain-injured person 

• nature of family member stress 
• presence of relative's physical or 

emotional illness in prior 6 
months 

• patient's social adjustment post
rehabilitation regarding work, leisure 
activities, contacts with friends 
and family life 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family member 

family health 
health 

family life 

H = heterogeneous caregiver relationships to THI (e.g., paternal. spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

? AABCH 

AABCH 

? ABCH 

w ...... 



Table I (cont'd) 

Authors 

McKinlay et al. 
(1981) 

Brooks et al. 
(1983) 

Key: 

Study Focus 

• features of personality or 
behavior included in "personality 
change" rating by relatives of THI 

• relationship between severity of 
injury and extent/type of 
"personality change" during the 
first year 

• "personality change" features 
associated with the relative's 
burden 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family life 

family member 
sub. burden 

H = heterogeneous caregiver relationships to THI (e.g., paternal, spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

ABCH 

AABCH 

I..U 
00 



Table I (cont'd) 

Authors 

Mathis 
(1984) 

Livingstone et al. 
(1985) 

O'Brien 
(1986) 

Key: 

Study Focus 

• comparison of family needs with 
brain-injured and non-brain-injured 
relatives in acute care setting 

• psychiatric and social adjustment 
of relatives of the head-injured 

• quantitative evaluation of parental 
adjustment with a head-injured 
offspring 

* relationships between coping 
behaviors and stressful family 
events and parental emotional 
well-being and physical health 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FY 

family member 
needs 

social roles 
burden 

parental coping 

H = heterogeneous caregiver relationships to THI (e.g., paternal, spousal) 
FY = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

AABCH 

BCH 

AAB 

W 
\0 



Table I (cont'd) 

Authors 

O'Brien (cont'd) 

Douglas 
(1987) 

Krefting 
(1987) 

Hickey 
(1987) 

Key: 

Study Focus 

• comparison of parental adjustment 
& coping in families with and 
without a head-injured offspring 

• perceptions of family functioning by 
severely head injured and relatives 

• examination of recovery after mild 
to moderate THI using ethnography 

• description of characteristics of 
family caregivers 

• quantification of family support, 
anxiety & depression 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family function 

family members 
roles 

family cohesion 
family expressiveness 
family conflict 

H = heterogeneous caregiver relationships to THI (e.g., paternal, spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

4 AACH 

BH 

3 AAH 

"'" o 



Table I (cont'd) 

Authors 

Brown et al. 
(1988) 

Zarski et al. 
(1988) 

Key: 

Study Focus 

• how family copes in response to THI 
stress (burden) 

• post-morbid family functioning 
• validity testing of FES, FAD. FIT 
• differences between family types 

based on Olson's Circumplex model 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family coping 
functioning 

family 
functioning 

H = heterogeneous caregiver relationships to THI (e.g., paternal. spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

? AACH 

3 AABCH 

.j:>
I-' 



Table I (cont'd) 

Authors 

Jacobs 
(1988) 

Key: 

Study Focus 

• identification of the long-term 
issues related to functional 
recovery following THI 
a. self-care 
b. mobility 
c. cognition 
d. communication 
e. social & adaptive living skills 
f. behavioral & emotional problems 
g. household business & housework 
h. childcare 
i. community skills 
j. education 
k. employment 

A = severity of injury limited to initial assessment following injury 
AA = severity of injury or functional status not specified 
B = no use of controls 
C = no definition of cognitive impairment 
F = used instruments without psychometric estimates 

FV 

family life 

H = heterogeneous caregiver relationships to THI (e.g., paternal, spousal) 
FV = family or family-related variables studied 
FLM = family level measure per Lewis (1983) 
? = unable to determine 

FLM Limitations 

? AABCH 

.j:-. 

N 
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measurement of family properties based on two or more members' 

perceptions using the same instrument (e.g., family cohesion as measured 

by both husband and wife scores on the FACES lIT). Level Five contains 

measurement of a family property using multiple instruments and multiple 

informants (e.g., family control measured using both spouses' scores on the 

Family Environment Scale, the Card Sort procedure and family therapists' 

ratings). The majority of studies reviewed demonstrate a Level One 

approach. Two studies achieving a Level Three approach included 

variables which measured family properties. Family properties measured 

were family cohesion, family expressiveness, family conflict (Hickey, 1987) 

and family functioning (Zarski et af., 1988). Although family properties 

were examined in both studies, measurement was limited to a single 

informant. Earlier family studies in sociology were severely criticized for 

claiming to conduct family research through use of only mothers' responses 

(also termed "mother sociology" by its opponents). Hickey used primary 

caregivers as informants, and Zarski's informants were heads of 

households. 

Level Four results were reported by one study. Using incongruence 

scoring, Douglas (1987) compared parental and spousal scores on the 

Family Environment Scales to national norms. Her sample included both 



parents from four families, single parents from eight families and eight 

wives. 
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Another contributor to the unit of analysis tangle is the 

heterogenous characteristics of informants. All the studies reviewed except 

for O'Brien's (1988) included a potpourri of informants having differing 

relationships maintained with the head-injured individual (e.g. mothers, 

wives, fathers, unidentified relatives, daughters, caregivers). Characteristics 

of the current relationship (e.g. cohabitating or not, frequency of coniact, 

primary caregiver status) generally remains ambiguous. Attempts have 

been made to answer some of the family member morbidity questions by 

comparing the maternal and spousal experiences following a family 

member's head injury (Livingstone et ai., 1985; Rosenbaum and Narjenson, 

1976; Panting and Merry, 1972). Notably lacking are studies from the 

perspective of fathers, husbands and siblings. 

Theoretical orientation. The second evaluative issue employed is 

the use of theoretical orientations. According to Kerlinger (1986), the 

basic aim of science is to explain natural phenomena, with such 

explanations being termed theories. Theory may be constructed through 

either a synthesis of empirical evidence or a derivation of a pre-existing 

theory (Walker & Avant, 1988). Only three studies reviewed explicitly 
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claimed a theoretical framework or orientation. Both Hickey (1987) and 

Douglas (1987) used Moos' coping with the crisis of physical illness (1984). 

Krefting (1987), using an ethnographic methodology to construct a 

mild/moderate head-injury recovery typology, reported theme categories by 

the injured and uninjured family members. Themes from the head-injured 

individuals included: "dead days," "loneliness," and "forgetting." Uninjured 

family member themes included: "responsibility," "vulnerability," "tough 

love," "reaction to experience," and "gender differences." The relationship 

to the head-injured member varied in Krefting's family member sample. 

No studies have reported the processes experienced by parents living with a 

head-injured offspring. Few studies have reported the processes 

experienced by family caregivers. Wilson (1988) described the process of 

"negative choices" experienced by family caregivers of Alzheimer's victims. 

An application of this theory to families of head-injured members is 

currently not appropriate. Use of Rolland's (1988) chronic illness typology 

demonstrates the broad distinctions between Alzheimer's disease and head 

injury. According to Rolland, the impact of chronic illness is dependent on 

four psychosocial characteristics: onset, course, outcome and incapacitation. 

Traumatic brain injury has an acute onset compared to the gradual, 

insidious onset of Alzheimer's disease. Traumatic brain injury's constant 



course and in some cases improvement is quite different from the 

progressive deterioration noted with Alzheimer's disease. After acute 

stabilization, traumatic brain injury is non-fatal versus the shortened life 

span and possible fatal outcome of Alzheimer's disease. The only shared 

characteristic by Alzheimer's disease and traumatic brain injury is the 

incapacitating nature of both conditions. 
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Although not explicitly stated, many of the studies appear to be 

following the theoretical guidelines of stress, coping and adaptation 

frameworks. Constructs with these frameworks include activators (input), 

mediators and consequences (outcomes). Theories of stress, coping and 

adaptation, such as the works by Hill and Hanson (1960) and McCubbin 

and Patterson (1983), include an appraisal component as a cornerstone. 

Although appraisal is acknowledged as a theoretical component, little work 

has been done to operationalize the appraisal component. Consequences 

of atheoretical research include difficulty in results interpretation and 

unclear guidance to direct continuation in future studies. 

Quantitative methodology implications. The third issue examines 

the assumptions inherent in studies using quantitative methodology. The 

majority of studies reviewed used a quantitative methodology. Prior to 

beginning their studies, the investigators selected variables to be examined, 
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formulated hypotheses and in the course of the study tested the hypotheses 

with pre-existing instruments. Such an approach makes two assumptions: 

1) the variables being tested are relevant and 2) the instrument contains 

relevant items to measure these variables in the population under study. 

Familial management of a chronic condition, such as head injury, is a 

complex, dynamic process. Notably scarce are studies that identify the 

subjective experiences of living with a head-injured member. Traumatic 

brain injury research has been limited to study of the individual's 

characteristics without evaluating the person's social context. Such an 

approach precludes examination of the interplay between the context and 

individual variables in the traumatic brain injury experience from the 

family member's perspective. Inclusion of both individual perceptions and 

contextual variables would enable the researcher to assess the validity of 

the variables usually selected for study in existing head trauma research. 

Many of the current studies have used measures having unreported 

psychometric estimates. Reliability and validity of the instruments were 

not stated for measures designed for a one-shot use in specific studies 

(Brooks et al., 1983; McKinlay et. aI., 1981). Interview schedules with 

unreported pilot estimates were used in several studies (Maus-Clum et al., 

1971; Thomsen, 1974; Jacobs, 1988; Brown et al., 1988). The single-study-
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instrument strategy yields sample specific results even when the instruments 

are determined to have promising psychometric estimates. 

Severity of injury/functional status. The final evaluative issue used 

to examine the current head trauma literature is the clarity of injury 

severity/functional status measurement. Severity of the head injury has 

commonly been reported in terms of post-traumatic amnesia (PTA) length, 

defined as the interval between injury and the recovery of continuous day

to-day memory, duration of hospitalization, or the admission Glasgow 

Coma Scale rating. Brooks and McKinlay (1983) reported injury severity 

to be related to the presence of personality changes but not the extent of 

such changes. Reliance on gross measures of injury severity may fail to 

demonstrate existing relationships, especially as time increases between 

injury and assessment. Only one study (Livingstone et ai., 1985) included 

the injured member's current status instead of sole reliance on neurological 

and functional data obtained shortly following the brain injury. Livingstone 

and colleagues (1985) reported the family member's well-being to be 

correlated to the head-injured individual's present functioning and not the 

initial injury severity score. 

Although the current literature contains beginning attempts to 

investigate the family experience following traumatic brain injury, several 
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limitations have been identified. Current studies are lacking clarity and 

consistency in use of family-oriented units of analysis. No existing theories 

describe the experiences of intact family members living with a head

injured member. Severity of injury or current functional status have been 

unspecified in many of the studies. 

Study Purpose and Research Questions 

The purpose of this study was to explore the parental experience of 

living with a head-injured offspring using a qualitative grounded theory 

approach. The specific aims of the proposed study were to: 

1. Discover the psychological and social processes experienced 

by parents living with a head-injured offspring; 

2. To identify parents' perceptions of factors that influence 

these processes; 

3. To generate a substantive grounded theory that aids in the 

understanding of how parents perceive the family experience 

of living with a head-injured offspring. The theory will be 

constructed within the context of perceived family 

functioning. 
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Summaty 

Current head trauma family research findings and limitations were 

discussed. Major limitations identified in current studies include confusion 

regarding unit of analysis, scarcity of theoretical orientation, inherent 

methodology limitations within the quantitative paradigm and issues 

surrounding disparity between severity of injury versus functional status 

measurement. The chapter concluded with the proposed study's purpose 

and research questions. 
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CHAPTER 3: THEORETICALCONTEXT 

Results of a study are enhanced and affected by the researcher's 

clarity in articulating the context under which the study was conducted. 

This chapter will present the theoretical context used by the researcher 

prior to data collection. The chapter is divided into three sections. The 

first section contains the researcher's assumptions upon entering the study. 

The second section describes the researcher's provisional 

conceptualizations for the research study. The final section discusses 

extant conceptualizations that were under consideration prior to entering 

the study. 

Initial Study Assumptions 

Although the purpose of inductive methodology is to generate a 

theory from the data, qualitative researchers have long recognized the 

impossibility of beginning an investigation in a context-free manner (Miles 

& Huberman, 1985). Glaser (1978), cautioned researchers using the 

grounded theory method to be cognizant of the assumptions being carried 

into the study. Identified assumptions will be examined throughout data 

collection and analysis to minimize potential bias. 

The assumptions identified by the author to guide the initial 

conceptual orientation in the present study are identified as: 
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1. Families are systems with identifiable structure and functions. 

2. Families and their members interact with physical, social and 

cultural environments (Friedman, 1986). 

3. The family and its members are ever-changing and growing. 

4. Changes occurring to one family member precipitate changes 

in other family members. 

5. The family member's responses following a head injury 

contain social and psychological processes. 

6. Social and psychological processes can be identified. 

7. Social and psychological processes are dynamic and evolve 

over time. 

8. The perceptions of family members are the basis for 

psychological and social processes. 

These assumptions are initial conceptualizations and serve as a 

check for the researcher's maintenance of theoretical sensitivity during the 

generation of the study's grounded theory. These assumptions are stated to 

explicitly inform the context under which the study began and may not be 

retained throughout the course of the study. 



Provisional Conceptualizations 

An earlier qualitative study by the investigator revealed pertinent 

factors potentially influencing the processes to be studied in the present 

study. These results will be discussed in this section. 
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Qualitative study. Interviews were conducted with family members 

of individuals who had sustained a moderate head injury. The sample was 

drawn from three families and included one mother-father-sibling triad, 

one mother-father dyad and one sibling. The mothers were ages 52 and 

60. The respective fathers were ages 56 and 68. Both siblings were 

females and ages, 26 and 28. Neither sibling shared housing with the 

individual who had sustained the head injury, but maintained frequent 

contact. Ethnicity of the mother-fat her-sibling triad was Mexican

American, and the remaining informants were Anglos. Two of the head

injured individuals were males, ages 32 and 19. The female head-injured 

individual was 13 years old. The length of time since the head injury event 

ranged from 3 months to 8 years. The mechanisms of the head injury 

included: a motorcycle accident, a pedestrian-bus accident and a tire 

explosion. A stay at a rehabilitation unit was completed by all the head

injured individuals and all had residual deficits from the head injury. Data 
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collection and analysis followed the grounded theory methodology and the 

interviews were audiotaped and later transcribed. 

Although category saturation was not achieved, several categories 

were identified (Figure 1). Inherent throughout the interviews was the 

core category of lifestyle restructuring. The most densely identified 

category was reformulating roles. Reformulating roles refers to the 

identifying and assuming of new activities to be performed by family 

members. Data bits suggest this process was initiated in the intensive care 

unit where family members became status updaters and monitors. Status 

updaters kept extended family members and friends informed of the head

injured individual's recovery. Monitors assessed the head-injured 

individual's ability to perform previously mastered daily tasks at regular 

intervals. Continuation of the monitor and status updater roles after 

discharge was identified as the family members rearranged their lives to 

assume care giving duties. 

Within "reformulating roles" the data bits clustered into two major 

categories: forming alliances and caregiving. Forming alliances refers to 

the patterns of interpersonal closeness between members. "Including" and 

"distancing" were two smaller categories within forming alliances. 



Lifestyle Restructuring 
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Figure 1. Categories within the core category "Lifestyle Restructuring." 
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Examples of "distancing" included selective listening or spending more time 

outside the home setting. 

The second major category within the reformulating roles is 

"caregiving." Caregiving categories include "ADL (activities of daily living) 

aiding," "monitoring," and "emotional protecting." "ADL aiding" refers to 

the caregivers partially or entirely performing activities that the head

injured individual was able to perform independently before the head 

injury event. Provision of ADL aiding was evidenced by discussions of 

specific activities (i.e., bathing, feeding, preparing food, dressing, managing 

elimination, arranging social activities, providing financial assistance, 

transporting). This category was present in all interviews. 

An additional mechanism of ADL aiding was "limiting rescuing." 

"Limiting rescuing" refers to the family members' restraining themselves 

from doing activities that the head-injured individual is capable of 

performing. This property was reported strongest by the informant who 

had the greatest time interval since the accident. The performance of 

"limiting rescuing" in this family occurred only after the TBI individual had 

repeatedly "proven himself." "Limiting rescuing" was also identified in data 

bits from informants with the shortest time interval since the injury. 
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Monitoring, the second caregiving category, refers to strategies used 

by family members to keep themselves informed of the head-injured 

individual's functional status. Monitoring consists of "keeping tabs on," 

"tallying the differences" and "projecting potential." "Keeping tabs on" 

refers to the family members remaining updated on the location and status 

of the head-injured individual. ''Tallying the differences" refers to the 

family member's evaluating the ways in which the head-injured individual 

has changed since the injury. Family members identified behavioral, 

cognitive, physical and personality changes. "Projecting potential" refers to 

the family members evaluating the TBI individual's future abilities. 

Estimation of the TBI individual's recovery potential included their 

marketability, social life and mental ability. The following statements 

provide illustrations: 

I expect her to walk again, we are working hard with her. We want 
her to talk and walk and to be the same not really the same but 
closer to the same. (4.5.13) 

He still has got to get a job and go to work someday. I think he'll 
be successful, but we haven't tackled that and I think there's still a 
lot of disappointment and depression yet to come (1.5.27) 

Family members described examples of "monitoring" occurring in 

the intensive care unit. The intensity and range of monitoring decreased 

with time since the injury. 
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Emotional protecting, the final caregiving category, includes 

"safeguarding esteem" and "keeping the cadence." Safeguarding esteem 

refers to protecting the head-injured individual from hurtful remarks or 

actions made by outsiders regarding disabilities and limitations. 

Keeping the cadence refers to the efforts made by family members 

to keep the activities and environment of the TBI individual close to pre-

injury flavor. Initiation of "keeping the cadence" began in the intensive 

care unit and continued on to the present. An example of "keeping the 

cadence" is: 

It was very hard when my daughter came here the first time in the 
wheelchair. Because I had seen her when she went out the door 
before the accident. So I said my daughter is not sick, she is coming 
to have dinner at the table with us with everything the same. I want 
everything to be happy. (4.3.19) 

Other data clusterings suggested, though not found to be densely 

represented by this sample, include: extreme centering on the head-injured 

individuals by select family members, grieving lost potentials, resetting 

values and appreciating assets. 

Extant Conceptualizations 

Extant conceptualizations serve to acknowledge existing pertinent 

perspectives from theoretical and empirical data. Extant variables are 

useful in identifying potentially relevant variables for study inclusion as well 



as aiding in sampling decisions. Three variables--time since injury, 

structural factors and functional/behavioral status--are presented as 

possible contextual factors in the proposed study. 
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Time since injury. Family responses was studied throughout the 

initial year following the head injury in three studies (Brooks, et at., 1983; 

McKinlay et at., 1981; Oddy et at., 1978). Only Oddy's group demonstrated 

changes in family member distress with the peak time occurring during the 

first month post-injury. Brooks (et at., 1983) suggests that shortly after the 

injury the family distress may center on the physical disabilities. Family 

members' tolerance for cognitive and behavioral problems may diminish 

with increased awareness of the chronicity of such problems (Brooks et at., 

1983; Lezak; 1988). Martin (1988) proposes that as the length of time 

since injury increases, the family becomes more knowledgeable about the 

individual's injury and develops more realistic expectations of long-term 

outcomes. 

Structural factors. The context for a family's response to illness is 

set by its structural factors (Turk & Kerns, 1989). Shared roles and 

behavioral expectations are characteristics of well-organized families. 

Families with ill-defined expectations of its members would be expected to 

be more inefficient when an illness-related crisis requires a coordinated 
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group response (Turk and Kerns, 1989). Darling and Darling examined 

families with a disabled child and proposed other factors affecting the 

family response to include: age of the disabled child, number of siblings in 

the family, length and stability of the marital relationship, ethnicity and 

parental educational and religious backgrounds. 

Functional/behavioral status. As discussed earlier, both the head

injured individual's cognitive and physical functional status may influence 

the family response following head injury. Livingstone and colleagues 

(1985) acknowledged earlier such reports and demonstrated that the 

marked effect of the behavioral changes (also called "altered personality"). 

Summary 

Upon beginning a study the researcher is operating within a context. 

Clarity in identification and expression of this context assists the researcher 

in curbing the magnitude of bias becoming embedded in the final results. 

This chapter presented the context under which the researcher began the 

study. Initial assumptions were identified regarding families and family 

members' response to change as well the nature of social processes. 

Provisional conceptualization of factors anticipated to influence the family 

processes were identified from an earlier qualitative study conducted by the 



researcher. The chapter concluded with a discussion of three extant 

variables that had been considered as potentially useful for the study. 
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CHAPTER 4: METHODOLOGY 

Both qualitative and quantitative strategies were used to collect 

data. Qualitative data collection and analysis followed grounded theory 

guidelines by Glaser and Strauss (1967). In the study's original proposed 

methodology, theoretical sampling was to have been guided by quantitative 

data regarding demographic information, an index of the head-injured 

member's cognitive performance, behavioral changes of the head-injured 

member and an index of family functioning. A pool of sample participants 

was to have been inducted into the first phase of the project. During 

Phase I the parents were to complete the quantitative measures which 

would be then analyzed by the researcher before starting the interview 

process. Several rehabilitation programs were contacted and expressed 

support for the study. Strategies used to identify the Phase I participant 

pool included: 1) contacting three hospital-based programs and one 

rehabilitation center and obtaining their active support for assisting in 

potential subject identification; 2) attending and recruiting at a state-wide 

publicized conference on head injury survivorship; 3) eliciting support of 

the local chapters of the National Head Injury Foundation. An 

advertisement was placed in the bimonthly newsletter of a local chapter of 

the National Head Injury Foundation (state-wide mailings were sent to 
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over 400 members). However, recruitment was much less than expected; 

only three families were inducted into the study between November 19, 

1990 and February 1, 1991. Due to difficulty in identification of a pool of 

potential participants, the investigator was required to review the aims of 

the research and reassess the feasibility of the original sampling protocol. 

The primary aim of the research was the identification of the social 

processes experienced by parents living with a brain-injured child. Use of 

the grounded theory methodology with theoretical sampling guided only by 

the interview data was considered as an appropriate approach to be used in 

meeting the research aims. The cachement area was extended beyond the 

initial metropolitan area. The quantitative measures continued to be 

collected for the purpose of describing the characteristics of the sample. 

This chapter, describing the methodology used for the study, is divided into 

four sections. The first section presents the grounded theory methodology. 

Data collection and analysis protocols will be discussed separately in the 

next two sections. The chapter concludes with a discussion of the strategies 

used for protection of human subjects. 

Grounded Them)' Methodology 

Grounded theory provides an effective means of developing a fresh 

perspective on complex phenomena as well as means of examining little-
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explored phenomena. "Discovery," the essential core within grounded 

theory, is the systematic generation of theory from qualitative data. Use of 

the "discovery" mode permits the researcher to inductively derive 

substantive theory from the data, in contrast to other research methods 

that seek to verify prior deductively generated theories. 

Using the "discovery" mode the researcher examines the data to 

answer the following questions: "What are the existing patterns within this 

data set?" and "How do these patterns relate to each other?" The 

emergent theory is said to be "grounded" in the data because one round of 

data analysis serves to guide subsequent data collection and analysis 

(Glaser, 1978). 

Grounded theory methodology has been used in nursing research for 

studying family experiences following heart transplantation (Mishel and 

Murdaugh, 1987), step-family relationships (Stern, 1982), family health 

(Swanson and Corbin, 1983), bereavement (Saunders, 1981), paternal 

adjustment during pregnancy (May, 1982), chronic illness management 

(Forsyth, Delaney & Gresham, 1984; Corbin & Strauss, 1984), care of 

individuals with Alzheimer's disease (Wilson, 1988) and lifestyle changes 

following a cardiac event (Frenn, Borgeson, Lee & Simandl, 1989). 

Grounded theory is useful in the construction of context-limited, 



substantive theories as well as the more generalizable, formal theories 

(Glaser, 1978). The inherent assumption that girds the grounded theory 

methodology is the existence of basic social life processes. Basic social 

processes are common life patterns that underlie human interactions. 
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Characteristics within grounded theory's foundation that are 

distinguishable from methods following the more traditional quantitative

based paradigms include: flexibility, theoretical sampling, researcher as 

instrument and concurrent data collection and analysis. The purpose of 

any grounded theory study is theory generation from the data rather than 

theory confirmation. Protocol flexibility permits the researcher to modify 

questions asked during current data collection according to analysis of 

earlier interviews. The researcher's efforts to remaining open to the theory 

that is suggested in the data is termed theoretical sensitivity. Maintenance 

of theoretical sensitivity by the researcher permits the data to drive the 

emergent theory construction. Theoretical sensitivity maintenance 

strategies include being well-read in the literature associated with the ideas 

being studied. Familiarity of variable construction methods employed by 

other fields (Le., psychology, sociology) aids the researcher in the creation 

of a theory that may be extended beyond a solitary field. Entering the 



research setting with a minimum of undeclared preconceived beliefs is 

another strategy for maintenance of theoretical sensitivity (Glaser, 1978). 

A second characteristic of grounded theory pertains to sampling. 
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Theoretical sampling, a strategy for guiding data collection procedures, 

helps to assure the researcher of the authenticity (representativeness) of 

the categories. Theoretical sampling decisions serve to increase the data 

available for examination of the categories and their relationships. Unlike 

the confirmatory methodologies that restrict data collection to respondents, 

data and not individuals are sampled using grounded theory. Such an 

approach allows use of relevant non-respondent data sources including 

memos, literature docudramas, poetry and newsclippings. 

Within grounded theory, the researcher is the instrument used to 

collect and analyze the data. As the instrument, the researcher needs to 

remain open to the data and not impose preconceived structure, concepts 

or theories upon the data. The questions asked initially are fairly general 

but become more specific as data collection and analysis progress. 

Grounded theory's final distinguishing characteristic is the 

concurrent nature of data collection and analysis. Studies applying 

quantitative methodologies complete data collection and analysis 



sequentially. Data collection and analysis within grounded theory are 

interactive and merge. 
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Research questions asked within the current study sought to 

understand the social processes of parents living with a head-injured 

offspring. Utilization of grounded theory's "discovery" mode served as an 

appropriate means to identify the perceived family processes. Within 

grounded theory methodology, data collection and analysis are interactive 

processes throughout the research study. In the interest of clarity, these 

interwoven components will be discussed separately in the following two 

sections. 

Sampling 

Sampling decisions made using the grounded theory methodology 

are quite different from the more traditional quantitative methodologies. 

Grounded theory sampling decisions are not based on a criteria set that 

was developed prior to data collection. Instead, the analysis of qualitative 

data is used to identify questions for further theory development and 

directs subsequent informant selection. This sampling strategy, called 

theoretical sampling, entails the researcher proposing hypotheses about the 

categories and linkages between categories using subsequent subject 

selection to test the support or falsification of these hypotheses. 
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Theoretical sampling provides a means of expanding the definitions and 

properties of the identified categories. Provisional conceptualizations from 

the earlier qualitative study suggested that the theory's emerging categories 

may have been affected by the family member's relationship to the brain

injured member, the brain-injured member's level of independence as rated 

by the family member, and the magnitude of change between pre-injury 

and post-injury behavior of the brain-injured member as rated by the 

family member. In the current study, sampling decisions were identified. 

Initially more broad, these choices became more specific as the study 

progressed. 

One sampling issue that complicated the theoretical sampling efforts 

was the concurrent occurrence of multiple categories within the emerging 

theory. The multi-dimensionality of human beings did not afford the 

researcher the luxury to selectively sample for one category (or variable) at 

a time. Instead, a primary sampling decision was required. Due to the 

interactive nature of collection and analysis, the methodology will self

correct for unproductive deviations from sampling (Chenitz and Swanson, 

1986; Glaser, 1978). Also in the current study, in which there was not 

unlimited access to families who met the fundamental criteria, some 

hypothesis were proposed but were delayed in testing. Theoretical 
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sampling was used but did not always proceed in a linear fashion. Table 2 

presents a sample of sampling choices and variables used in this study. 

Although the developing grounded theory guided the selection of 

informants, the following fundamental criteria were used initially for 

informant sampling: 

1. The informant is a parent of an individual who sustained a 

moderate to severe traumatic brain injury. Initially a 

moderate to severe traumatic brain injury (TBI) was defined 

as an admission Glasgow Coma Scale (GCS) ~7 and post

traumatic amnesia (PTA) lasting at least 1 week. Neither the 

GCS nor the PTA were used to define the severity of the 

injury. Some of the initial study participants were enlisted 

through community contacts and either hospital documents or 

GCS and PTA measures were not readily available. Severity 

of injury was instead measured through: 1) confirmation by a 

health professional (such as speech therapist, physician, 

nurse) currently involved with the brain-injured individual; 

2) verbal confirmation from the parent(s) that the head injury 

had been described to them as being moderate to severe in 

nature; 3) the parent(s)' description of the length of time for 



Table 2 

Variables and SamplinG Choices 

Variables 

Parental relationship to brain-injured 
child 

Degree of caregiver involvement 

Parental recovery expectations 

Child's level of independent 
functioning 

Parent's personal knowledge of 
traumatic brain injury 

Magnitude of child's behavioral 
changes 

Sampling 

Birth parents and step-parents 

Varying numbers of individuals 
living in the household; fathers 
and mothers 

Varying times post-injury 

Children with varying functional 
levels 
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Parents having contact with others 
who have a traumatic brain injury 

Varying degrees of pre- to post
injury changes in child 
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the brain-injured child's return of day-to-day memory was at 

least 2 weeks. 

2. The individual who sustained the TBI was currently living 

with at least one biological parent and had lived with this 

parent(s) for at least 1 month since discharge from the 

hospital or rehabilitation facility. 

3. The parent and offspring were able to speak and understand 

English. 

4. The current traumatic brain injury was the first loss of 

consciousness secondary to a blow necessitating 

hospitalization for a closed head injury event. 

Recruitment 

Several strategies were used to identify potential study participants. 

Several members of local chapters of the National Head Injury Foundation 

were contacted for assistance in recruitment. The board members' concern 

for maintaining confidentiality of members restricted the investigator from 

directly contacting potential participants. The investigator discussed the 

study's purpose, requirements and participant eligibility with the board 

members, who agreed to refer families who met the fundamental criteria. 



Verbal permission was obtained by those who made the referrals prior to 

their releasing names, addresses and phone numbers to the investigator. 

Recruitment within health care facilities proceeded after 
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institutional support was obtained. Contact information was received after 

verbal consent was obtained by a designated health professional, or an 

introductory letter was sent to individuals who met the fundamental criteria 

by a designated health professional. The introductory letter described the 

study's purpose and requirements. Included in the mailing was a self

addressed postcard that indicated ways in which the investigator was to 

contact the family. Following verbal or mail referral, the investigator 

contacted potential participants by phone to verify eligibility and continued 

willingness to participate in the study. 

Quantitative Instrumentation 

Data were collected using three instruments. An index of the head

injured individual's level of cognitive performance was obtained using the 

Cognitive Assessment Screening Exam (CASE) a cognitive screening 

assessment developed by the researcher. The behavior changes were 

measured using the Cognitive Behavior Rating Scales (Williams, 1987). 

The index of family functioning was computed with results obtained from 

the Family Assessment Device (Epstein & Bishop, 1981). Demographic 



73 

information was obtained using the participant profile form. The Family 

Assessment Devise, Cognitive Behavioral Rating Scales and participant 

profile sheet were completed by the parent after induction into the study. 

The researcher completed the Cognitive Assessment Screening Exam 

(CASE) during an interview with the head-injured offspring. Typically, the 

quantitative measure were completed prior to the parental interviews. 

Permission for use was obtained from the instruments' author and, as 

necessary, the instruments were purchased. As discussed earlier, the 

original methodology called for the quantitative measures to be collected 

from a pool of sample participants and analyzed before proceeding to the 

review process. The results were to be used in guiding sampling. 

However, due to difficulties elaborated upon earlier, the quantitative 

instruments were used merely to collect data for describing the sample, 

rather than to guide theoretical sampling decisions. The following section 

will present the instruments' theoretical foundations, psychometric 

properties and scoring systems. Copies of the quantitative instruments are 

located in Appendix B. 

Participant profile. Demographic information used in describing the 

sample characteristics was drawn from the participant profile sheet. The 

profile sheet yielded information about the parent, the head-injured child 
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and the family. Parental information includes age, ethnicity, education 

completed occupation and relationship to the head-injured child. 

Information regarding the brain-injured child consists of the child's age, age 

at injury, cause of head injury, length of stay in the hospital and length of 

participation in rehabilitation services. Family information describes the 

annual family income and the number of individuals living in the home 

setting. 

Cognitive Assessment Screening Examination. The CASE is a 55-

item instrument developed by the researcher consisting of 10 multiple 

behavior function content areas included in mental status assessment. 

Based on the clinical neurological exam, the CASE serves as a screening 

exam for cognitive deficits. The CASE contains the following content 

areas in which deficits are commonly seen following head trauma: 

orientation, attention, memory, abstract reasoning, executive control tasks, 

calculations, language (expressive), language (receptive), praxis, and 

visuospatial. The Trail Making Test Parts A and B (Reitan, 1986) were 

also completed as a part of the cognitive assessment. The Trail Making 

Test examines the individual's visual-conceptual and visuomotor tracking 

abilities. The CASE takes 60 minutes to administer. Equipment required 

for administration of the CASE include a pencil, watch, test booklet and 
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result recording form, four colored wooden cubes and six sheets of unlined 

white paper. Although currently the CASE has no established 

psychometric properties, the items were drawn from commonly used 

clinical assessment practices. During construction of the CASE items the 

investigator consulted with three speech therapist and two 

neuropsychologists who were currently working clinically with head-injured 

individuals. 

Cognitive Behavior Rating Scales. The Cognitive Behavior Rating 

Scales (CBRS), consisting of 116 items, include nine scales: language 

deficit, apraxia, disorientation, agitation, need for routine, depression, 

higher cognitive deficits, memory disorder, and dementia (Appendix B). 

The CBRS was designed to be completed by individuals such as family 

members who have detailed knowledge of the brain-injured individual 

(Williams, 1987). The item responses range from 1 ("not like the person 

being rated") to 5 ("very much like the person being rated"). The responses 

are summed and raw scores are transformed into t-scores and percentile 

scores. The alpha coefficients for the nine scales ranged from .78 (need 

for routine) to .92 (memory disorder). The 1 week test-retest correlation 

coefficients ranged from .61 (apraxia) to .94 (dementia). Paired t-tests and 

nonstepwise discriminant function analysis were calculated using two 
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samples: 1) spouses and children who were members of a local Alzheimer's 

Disease and Related Disorders Association and 2) spouses and children of 

normal individuals who were matched pairwise with the first group. Paired 

t-tests using the scale scores demonstrated lower ratings for the brain-

injured individual on all scales except depression. The canonical 

correlation of .91 achieved using nonstepwise discriminant function analysis 

indicated a high classifying rate for the CBRS. The CBRS has been used 

with family members of traumatically brain-injured individuals (Kazsniak, 

1990, personal communication). 

Family Assessment Device. The McMaster Family Assessment 

Device (FAD) was developed by Epstein and Bishop (1981). The 

instrument was developed using the McMaster Model of family functioning 

(Epstein & Bishop, 1981). According to this model 

the primary function of today's family unit appears to be that of a 
lab for the social, psychological and biological development and 
maintenance of family members. (p. 447) 

The McMaster model, using a systems approach, conceptualized six 

dimensions necessary to understand the family structure, organization and 

transaction patterns in dysfunctional families. The six dimensions are 

problem-solving, communication, roles, affective responsiveness, affective 

involvement and behavioral control. In accordance with systems theory, 
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family members are viewed as interrelated and behavior is the result of the 

structure, organization and transactional patterns. 

The FAD is a 60-item scale with seven subscales. Six of the 

subscales contain the six dimensions theorized in the McMaster model. 

The remaining subscale, general family functioning, includes items 

addressing the family as a resource, support for member differentiation, 

handling of emotions and the ability of the family to work together. The 

respondent is asked to indicate how each item describes his/her family. 

Four responses ("strongly agree," "agree," "disagree," "strongly disagree") are 

used in the Likert-type format (Epstein, Baldwin & Bishop, 1983). 

Scoring for the FAD is accomplished by summing individual 

subscales. A total scale score is not considered meaningful. Due to the 

scale directionality the lower scores indicate higher degrees of family 

functioning. Dysfunctional cut-off points have been identified (Miller, 

Bishop, Keitner, Miller & Epstein, 1987). Cut-off points are based on 

mean subscale scores with ranges from 1.9 (behavior control) to 2.3 (roles). 

Although whole family subscale scores may be obtained by averaging all 

the reported scores, this analysis will not be performed, as only two family 

members will complete the FAD. Likewise, a discrepancy score in each 

dimension between the individual score and the family score (with the 



individual's score excluded) may also be obtained (Keitner, Miller & 

Epstein, 1987), but will not be performed for the present study. 
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Cronbach alphas for the FAD subscales have ranged from .72 

(roles) to .92 (general function) (Miller et aI., 1985). Low moderate 

correlations (.40-.60) have been reported among the seven subscales. Low 

social desirability response bias was reported with low correlations (.06-.19) 

between the FAD and the Marlowe-Crowne Social Desirability Scale. 

Only the problem-solving (r = .66) and affective involvement (r = .67) 

subscales did not achieve .70 correlations during a I-week test-retest study 

with non-professional hospital employees. Although moderate correlations 

were reported among the seven subscales (r=.37-.67), when the effects of 

the General Functioning sub scale were removed the correlations 

approached zero (Keitner et al., 1987). 

Content validity of the FAD is drawn from the protocol used for 

item generation. The FAD items were collected from an earlier study that 

had identified family therapy outcome characteristics (Epstein et aI., 1983). 

Construct validity was tested using three family functioning instruments--the 

FAD, FACES II and Family Unit Inventory (FUI) (Epstein et aI., 1983). 

Both the FAD and FUI conceptualized family functioning as linear 

relationships and moderate correlations were discovered between the FAD 
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and FUI. In contrast, the FACES II proposed curvilinear relations and no 

correlations were noted with the other two measures. Interestingly, 

moderate correlations were found between the FACES II and the FAD 

when a linear relationship was proposed with both instruments. Significant 

correlations were also reported between the FAD and assessments by 

family therapists in a psychiatric patient sample. Lower FAD scores were 

reported with non-clinical than with clinical (psychiatric) samples, also 

suggesting a degree of validity. Moderate correlations (r= .53) were shown 

between the FAD and the Locke-Wallace Marital Satisfaction Scale. 

Evidence for predictive validity of morale showed the FAD (r=.47) having 

higher correlations than the Locke-Wallace Marital Satisfaction (r=.36). 

The FAD was developed using samples of patients in psychiatric day 

hospitals, stroke rehabilitation programs and inpatient psychiatric hospital 

(Epstein et at, 1983). Populations in which the FAD has been used include 

families and the stroke patient (Bishop, Epstein, Keitner, Miller & 

Srinivanson, 1986) (Evans & Bishop, 1987), male alcoholics and their 

female partners (Liepman et at., 1989), hospital employees (Miller, Bishop, 

Epstein & Keitner, 1985), psychiatric patients (Miller, Kabacoff & Keitner, 

1986) depressed patients (Keitner et at., 1987a) (Keitner, Miller & Epstein, 

1987b). 



A major appeal for use of the FAD in the current study is the use 

of the stroke population in the instrument's construction and subsequent 

testing. Although there are differences between this population and the 

head-injured population, both groups share similar residual impairments 

following the neurological event (e.g., alterations in cognition, personality 

changes). 
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The index of family functioning was calculated using the general 

family functioning scale from the FAD. Levels of family functioning were 

guided by the dysfunctional cut-off points identified by Miller (et aI., 1985). 

Interview Protocol 

The investigator used the grounded theory method in looking for the 

basic social processes that underlie the behavior of parents living with a 

brain-injured offspring. Several strategies were employed to identify these 

processes. The sample consisted of parents in 20 families (Table 3). All 

interviews were audiotaped after obtaining informed consent. Thirty-four 

interviews were conducted and ranged in length from 30 minutes to 3 

hours. Individual interviews with each parent were conducted with 17 of 

the families, while joint parental interviews were conducted with three 

families. Both parents were study participants in 16 of the families. 

Second interviews were recorded with three families. All the interviews 
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Table 3 

Interviews Conducted in the Sample 

Interviews Number of Interviews Number of Families 

Initial interviews 34 20 

Both parents together 2 2 

Both parents individually 28 16 

One parent 4 4 

Repeat interviews 3 3 

Individual 2 2 

Joint 1 1 
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began with the general tour inquiry, ''Tell me about your experience since 

(name of TBI individual) has returned to the home setting." The use of 

the grand tour inquiry in all interviews initially served broad category 

identification. The continued use in later interviews assisted the 

investigator to saturate categories. Later interviews included verification of 

earlier categories as well as linkage testing. Sample interview questions 

are located in Appendix D. 

Supplemental Data Collection Strategies 

In addition to the interviews the investigator engaged in participant 

observation through attendance of several head injury support meetings for 

family members, as well as social events and activities with the families 

(Le., eating in restaurants). Supplemental readings found useful during 

data analysis include Children Who Are Different, The Family With a 

Handicapped Child, The Man Who Mistook His Wife for a Hat, and Man's 

Search for Meaning. Also completed was a review of non-traditional 

documents such as human interest articles from newspapers about 

traumatic brain injury, National Head Injury Foundation newsletters and 

personal documents provided by the study informants. 
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Qualitative Data Analysis 

The primary analysis technique of grounded theory is constant 

comparative analysis. The term. comparative analysis describes a general 

method of data analysis where groups (data or respondents) are examined 

for similarities and differences. Uses for comparative analysis include: 

1) checking the accuracy of evidence between groups (using replication); 

2) establishing the generality of a fact; 3) specifying a concept in regard to 

other similar concepts in the course of a single-case study; 4) verifying 

theory; and 5) generating theory (Glaser, 1978). 

The constant comparative analysis proposed by Glaser and Strauss 

(1967) was used to generate categories, properties and linkages. Category, 

a concept element of theory, is a component of the pattern or process 

under study. Categories are termed by logical-deductive researchers as 

variables (Glaser & Strauss, 1967). Property describes the nature of a 

category. Properties distinguish categories and describe the context under 

which the category operates. Constant comparative analysis is 

accomplished during four stages: 1) comparison of incidents in each 

category; 2) category and concept integration; 3) theory delimitation; and 

4) writing the theory (Glaser & Strauss, 1967). 
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Data analysis began following the completion of transcription of the 

first interview and continued throughout the remainder of the data 

collection period. The transcribed interviews were "fractured" into data 

bits. Using the constant comparative analysis technique, data bits were 

compared, contrasted and grouped into similar categories. Working codes 

were assigned to the clusters of similar data bits. Working codes assigned 

to each data bit were initially quite concrete and usually formed from the 

informant's own words. For example, initially this data bit was coded as 

"giving up couple time together": 

That changed [my husband] and I as far as our freedom together. I 
used to travel with him off and on, you know, when I realized I had 
to give that up (B2.1.160-163) 

In later co dings with higher levels of abstraction the data bit was recoded 

as "rescaling life priorities." 

Until the core category was identified, the data continued to be "run 

open" to maximize the identification of codes. Glaser (1978) described 

"running the data open" as a necessity in finding the maximum fit between 

codes and data bits. Initially, many categories were created to minimize 

loss of data through premature closure. Later, similar categories were 

collapsed as conceptualization increases in level of abstraction. Prior to 

subsuming categories into a single category, the data bits again were 



analyzed using the constant comparative method to sustain a data-driven 

analysis. 
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A core category is a basic social process that underlies the data set. 

The core category identification served to focus the content universe for 

the researcher. Saturation of categories was considered to have been 

achieved when no new categories emerged with subsequent interviews. 

When no new categories were derived with subsequent interviews, data 

collection and analysis efforts were focused towards expanding the 

descriptions in each category. Category properties were identified by 

examination of these dense descriptions. Linkages between the categories 

were proposed and tested through directing subsequent data collection and 

analysis. 

Quantitative Data Analysis 

Data from the quantitative instruments were coded and entered into 

SPSS-PC+ V2.0. Descriptive statistics were used to compile the mean, 

standard deviation, range and frequencies for the demographic data, 

Cognitive Behavior Rating Scales, the Family Assessment Device and the 

Cognitive Assessment Screening Examination. 
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Methodologic Rigor 

The value of any study's final results is dependent upon the manner 

in which the data were handled during the study. Within the logico

deductive paradigm the final value of the results is dependent upon 

strategies employed to maintain reliability and validity. The term 

trustworthiness was used by Guba (1981) to describe the quality value of 

the results obtained within the naturalistic inquiry paradigm. 

Trustworthiness has four identified aspects: truth value, applicability, 

consistency and neutrality. Strategies to be used in the present project to 

protect the trustworthiness of the results will be briefly discussed. 

Guba (1981) uses the term credibility in referring to a study's truth 

value or plausibility. Peer debriefing is a credibility-establishing strategy 

used during the study. During several stages the codings and later the 

proposed linkages were shared with selected colleagues. Following the 

author's presentation of the results, colleagues were encouraged to raise 

clarification issues. Further analysis was conducted to address areas 

identified as vague. Colleagues chosen for peer debriefing included 1) a 

speech therapist who worked with head-injured individuals; 2) a nurse 

researcher familiar with grounded theory methodology; 3) a clinical nurse 

specialist who currently works with families of head-injured individuals; and 
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4) a clinical neuropsychologist who currently works with head-injured 

patients and their families. A second credibility-building strategy, member 

checks, was used during the later interviews with the participants. 

Participants were asked to confirm portions of the study's results. In 

addition, the theory components were presented to mothers of two brain

injured children who no longer lived in the home setting. 

The second aspect of trustworthiness, applicability, is termed 

transferability by Guba (1981). Transferability corresponds to the 

anticipated accuracy of results when the theory is transferred to a different 

sample or population. Transferability is more useful when using grounded 

theory design during formal theory development. The current study's 

purpose is the beginning formulation of substantive theory. The use of 

theoretical sampling served as just the initial step towards formal theory 

formation and transferability. 

Stability of the data, dependability, addresses the trustworthiness 

aspect of consistency. The creation and maintenance of an audit trail is 

one strategy that was used for promoting consistency. An audit trail 

consists of the original data set and all other documentation (Le. memos, 

daily journal, reflections on the peer debriefings) that were used during the 

theory generation. The audit trail serves to identify the appropriateness of 
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decisions through clarity in identification, explication and support (Lincoln 

& Guba, 1985). Field notes were written following each interview with the 

informant. Content of these field notes included initial impressions of the 

informant, the mood of the interviews and activities observed during the 

interview. A field diary w~ maintained that recorded thoughts, feelings, 

hunches, impedances, frustrations and questions to be explored with 

subsequent informants. Memos were also written following coding, peer 

debriefing and recoding sessions. 

Confirmability is the neutrality aspect of trustworthiness. The 

construction of an audit trail, a strategy for promotion of neutrality as well 

as dependability, was maintained during the study. The audit trail served 

to demonstrate confirmability regarding: 1) whether findings are truly 

grounded in the data, 2) the logic used to make data analysis inferences 

and 3) the researcher's efforts to manage negative evidence. 

Protection of Human Rights 

Human subject review by the College of Nursing Human Subjects 

Review Committee and Institutional Review for Protection of Human 

Rights were obtained prior to data collection. After potential participants 

were identified as having met the sampling criteria, the individuals were 

approached and invited to participate in the research study. In cases of 
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individuals who were identified through a health care facility, the individual 

who made the referral obtained verbal consent for the release of contact 

information to the investigator. A brief explanation of the research 

project's purpose, study requirements and protection of confidentiality was 

verbally presented to both the parent(s) and brain-injured child. Both the 

parent and child were encouraged to ask questions. Written consent and 

assent forms were presented after questions were answered. After securing 

informed consent to proceed, the instruments were given to the parent for 

completion. Code names instead of actual participant names were written 

on the response forms of the quantitative instruments. After the brain

injured child gave assent, the investigator administered the CASE. 

Following the completion of the quantitative measures, individual 

interviews with each parent were conducted and audiotaped. In three 

families joint parental interviews were conducted at the parents' request. 

The tapes were be transcribed by either the primary investigator or a 

professional transcriptionist. All names and identifying comments were 

altered to maintain subject confidentiality. Each participant was assigned a 

letter-numerical code for use during data analysis. The investigator 

listened to the interview while reading the transcripts to identify errors 



made during transcription. The tapes were erased after necessary 

corrections were completed. 

Summary 
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Both qualitative and quantitative strategies were used in data 

collection and analysis. Although theoretical sampling was originally 

planned to be guided by the quantitative measures, sampling decisions 

were instead guided by qualitative interviews. The grounded theory 

methodology was presented in the first section. Sampling and recruitment 

issues were discussed concerning the qualitative data collection. 

Theoretical foundations as well as the psychometric properties and scoring 

systems of the quantitative measures were topics described in the 

quantitative instrumentation section. Discussion of data analysis protocols 

began with the constant comparative process used in analyzing qualitative 

data. Descriptive statistics were compiled from the quantitative data to 

describe sample characteristics. The chapter concluded with a presentation 

of the strategies used for maintaining methodologic rigor and strategies 

used for maintaining protection of human subjects. 
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CHAPTER 5: PRESENTATION OF TIlE FINDINGS 

This chapter presents the theory of Investing in the Comeback, 

which was derived from the data collected during the research study. The 

theory is named after the core category and social process, Investing in the 

Comeback. which explains the majority of the data collected from parents 

who live with a brain-injured offspring. The chapter begins with a 

description of the sample characteristics. The next section is a 

presentation of the key theory elements and properties. Representative 

data will be used to illustrate the grounding of the theory and its 

components. The chapter will conclude with a discussion of the theory's 

structure. 

Sample Characteristics 

Demographic Data 

The study was conducted in two large communities and one small 

rural community in the Southwestern United States. The sample was 

identified through contact with health care professionals in rehabilitation 

services, support groups of the local branches of the National Head Injury 

Foundations and later by individual referrals from informants in the study. 

The group consisted of 20 families in which a son or daughter had survived 

a moderate-to-severe brain injury and lived in the home setting. 
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The current ages of the brain-injured child ranged from 17 to 35 

(mean=23, sd=4.58). Half of the brain-injured children were between the 

ages of 19 and 22 years. The use of the term "child" is not usually used 

with individuals in this range. Child is used to correctly represent the 

individual's relationship with the parental caregivers. More than one-third 

(41 percent) of the brain-injured participants were female. The current 

sample is reporting a higher percentage of injuries with females. Levin, 

Benton and Grossman (1982) reported a 3:1 male/female ratio and only 28 

percent of Jacobs' study sample were female (1988). Length of time since 

the injury occurred ranged from 8 months to 70 months (mean=31, 

sd=22.12). Over half the brain-injured members had been living 

independently prior to the injury. The amount of time that the brain

injured child had lived in the home after the injury ranged from 3 months 

to 69 months (mean=24.37, sd=20.52). The cause of injury included car 

accident, pedestrian accident, sport-related activity, and assault, with 

motorcycle accident being the more frequent cause (Table 4). Similar 

epidemiological results have been reported in other studies (Jacobs, 1988; 

Levin, Benton & Grossman, 1982). While none of the brain-injured 

offspring were competitively employed, three held part-time jobs and 

several others maintained volunteer positions. 



Table 4 

Causes of the Head Injury (n=20) 

Causes of Injury 

Automobiles 

Cycles * 

Pedestrian 

Falls 

Assaults 

n 

6 

11 

1 

1 

1 

Frequency 

% 

30 

55 

5 

5 

5 

* "Cycles" includes motorcycles, bicycles, and all-terrain vehicles 
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The majority of the parents were entering the middle-age years. 

The fathers' ages ranged from 36 to 68 (mean=48, sd=8.23). The mothers' 

ages were similar, ranging from 36 to 69 with a mean of 47 (sd=6.79). 

More than three-fourths of the fathers (78.9 percent) were employed full

time, compared to less than half of the mothers being employed full-time 

(Table 5). The majority of parents sampled were well-educated, i.e., 

completing more than a high school education (Table 6). In 70 percent of 

the families, only the parents and the brain-injured offspring lived in the 

home setting (Table 7). One-fourth of the families had a step-parent 

configuration. The majority of households were middle-income families, 

with the average family income being $50,000 (Table 8). 

Family Assessment Device 

The General Functioning subscale (GF) of the FAD is a measure of 

overall health/pathology of the family. Higher scores on the GF indicate 

higher pathology in the family. Studies (Miller et al., 1985) have identified 

2.0 as the cutoff point for use during categorical analysis of healthy versus 

unhealthy families. In the current study 20 percent of the fathers (n = 11) 

compared to 37 percent of the mothers (n = 12) scored above the 2.0 cutoff 

point used for categorical analysis of healthy versus unhealthy families 

(Table 9). Cronbach's alpha for this sample was .89, and is comparable to 



Table 5 

Parental Employment Status 

Father Mother 

Frequency Rate (%) Frequency Rate (%) 

Full-time 

Part-time 

Unemployed 

Retired 

Total 

16 

1 

1 

2 

20 

78.9 

5.3 

5.3 

10.5 

100.0 

9 

5 

4 

2 

20 

45 

25 

20 

10 

100.0 
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Table 6 

Education of Parents (fathers:n=17; mother n=18) 

Father Mother 

Frequency Rate (%) Frequency Rate (%) 

Attended only 
high school 3 17 0 

Completed 
high school 8 47 5 26 

Attended 
college 2 12 12 63 

Completed BA 
orBS 1 6 2 11 

Completed MS 
or PhD 3 18 0 

Total 20 100 20 100 



Table 7 

Individuals Living in the Home Setting (n=20) 

Number of individuals 

2 

3 

4 

5 

6 

10 

n 

1 

11 

4 

1 

2 

1 

Frequency 

% 

5.0 

55.0 

20.0 

5.0 

10.0 

5.0 

97 
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Table 8 

Family Annual Income (n= 16) 

Frequency 

Income in dollars n % cum % 

20,000--29,999 1 6.3 6.3 

30,000--39,999 6 31.4 37.5 

40,000--49,999 1 6.3 43.8 

50,000--59,999 3 18.8 62.5 

60,000--69,999 3 18.8 81.3 

75,000+ 3 18.8 100.0 
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Table 9 

Distributions of the General Functioninc Subscale of the Family 

Assessment Device As Rated by Fathers and Mothers 

Scores Fathers (n= 15) Mothers (n= 19) 
n cum % n cum % 

1.1 1 13.3 1 5.3 
1.2 2 26.7 
1.3 1 10.5 
1.4 2 40.0 2 21.1 
1.5 2 31.6 
1.6 2 53.3 2 42.1 
1.7 1 60.0 1 47.4 
1.8 1 52.6 
1.9 2 73.3 
2.0 1 80.0 2 63.2 
Cutoff point* ••••••••••••••••••••••••••••••••.••••••••••••••••••••••••••••••••••••••••••••••••• 
21 2 TI~ 

2.2 1 86.7 1 78.9 
2.3 2 100 1 89.5 
2.4 
2.5 
2.6 
2.7 1 94.7 
2.8 1 100 
2.9 
======================================= 

Mean: 1.67 
SD: 0.44 

Mean: 1.86 
SD: 0.47 

* Individuals rated above cutoff point are perceived as not healthy; 
individuals rated below cutoff point are perceived as healthy. 
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the .92 alpha reported in the literature. Results in this sample suggest that 

fathers rated general family functioning at a slightly more healthy level 

than the mother. 

Cognitive Behavioral Rating Scales 

The CBRS provides nine scores derived from observer ratings that 

measure the presence and severity of cognitive impairments as well as 

behavioral deficits. Although the commercially published form of the 

CBRS only permits ratings of the current behavior, the instrument's author 

shared a research form in which two sets of scores were provided by each 

parent. One set of scores indicates parental ratings of the brain-injured 

child's behavior prior to the head injury. The other set of scores indicated 

parental ratings of the brain-injured child's current behavior. No published 

information is available for the Cronbach's alpha of the before-injury rating 

scales. In the current study the nine scales rating before injury behavior 

were somewhat dismal. Four of the reliability coefficients for scales-

agitation (Q = .65), need for routine (Q = .61), higher cognitive deficits 

(Q = .64), and disorientation (Q = .29)--were lower than the. 70 standard for 

an immature scale. Due to these low reliability estimates, no further 

analysis was performed. Future data analysis may discover a means to 

permit comparison between the two rating sets. However, the present 
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analysis will be limited to only the current behavior rating set. Cronbach's 

alpha for the nine scales rating the brain-injured child's current behavior 

all exceeded .80 and were comparable to results reported by Williams 

(1988) in his sample of 400 normal subjects. The only results using a 

normative group were derived from a sample of family members (n=688) 

living with an older adult. Although the investigator acknowledges that the 

normative and current samples may differ, Table 10 shows a comparison 

between the two samples. 

Cognitive Assessment Screening Examination 

Language ability was rated using 13 items that evaluate six 

dimensions: naming, comprehension, repetition, writing, fluency and 

reading. Failure in performance of a three-step command (n=8) and 

failure in fluency (n=5) were the most commonly demonstrated deficits. 

Only two participants showed deficits in both comprehension and fluency. 

The presence of attentional deficits was assessed using two digit 

span activities. The brain-injured individual was given increasing longer 

number sequences to be repeated back to the investigator in the same 

order as presented. A second series of numbers were similarly read to the 

individual, but the respondent was requested to repeat the sequence back 
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Table 10 

Means and Standard Deviations of the Subscales of the Cognitive Behavior 

Rating Scales as Rated by Fathers and Mothers Regarding the Brain-

Injured Child's Current Behavior Compared to a Normative Group* 

Fathers Mothers Normative 

------------------------------------------------------------------------------------

Scales M SD M SD M SD 

-------------------------------------------------------------------------------------------------------

Language disorder 28.30 18.15 29.68 6.39 12.32 3.62 

Agitation 15.00 4.96 17.63 6.95 11.13 3.60 

Need for routine 19.00 5.37 19.11 7.62 11.00 3.79 

Depression 53.18 14.09 51.31 13.57 34.58 6.44 

Higher cognitive 35.61 10.82 33.62 10.44 17.58 4.76 
deficits 

Memory disorder 45.07 16.48 50.0 19.57 29.22 7.84 

Dementia 51.14 16.07 54.82 20.16 32.71 7.41 

Apraxia 13.50 5.37 13.59 5.29 5.61 1.44 

Disorientation 8.82 4.00 10.11 5.86 5.57 1.70 

* Higher scores are more suggestive of impairment 
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in an order reversed from presentation. The cutoff point for forward 

recitation was 6 and the cutoff point for reversed recitation was 4 (Lezak, 

1983). Attentional deficits were revealed with six individuals. The 

incidence of no deficits being shown was not surprising, as many of the 

subjects had completed a rehabilitation course in memory remediation. 

Degrees of disorientation were shown by three individuals. 

Memory function was tested with the Three Words-Three Shapes 

Test (Mesulum, 1985). This test evaluated delayed memory as well as 

incidental memory. Nearly half (n=8) of the sample demonstrated 

memory problems through failure to reproduce the three words and three 

figures after a IS-minute delay following a successful reproduction of the 

six components. Interestingly, individuals who were able to reproduce the 

items at the IS-minute delay were also able to reproduce them at 60 

minutes. 

Ten items were used for screening reasoning abilities. Eight out of 

20 subjects were unable to correctly state the similarities between four

paired words. Only three of the 20 subjects were unable to differentiate 

three-paired words. All the individuals in the sample were able to state 

appropriate responses to three problem-solving situations. Such results 

must be cautiously evaluated. This success rate may not accurately reflect 



the individual's actual behavior when placed within a problem-solving 

situation. 
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The CASE was administered to identify the presence of current 

deficits in cognitive areas that may often be affected following brain injury. 

Three participants completed the entire assessment successfully. The rest 

of the participants demonstrated deficits, with the greatest incidence found 

in memory, attention, and reasoning tasks. Although the CASE was useful 

in identifying deficit areas in some of the participants, the instrument was 

not sensitive enough to quantitatively support qualitative differences noted 

by the investigator during the exam. The CASE was designed using items 

that rate structural behaviors and not functional behaviors. As several 

participants reached the upper limits of the CASE scoring, the screen may 

have not been sensitive enough to identify cognitive deficits that were 

present in these individuals. 

All subjects but one demonstrated the ability to sustain performance 

of a newly learned hand motion sequence with both hands at a slow rate. 

Only eight of the subjects were able to maintain the correct sequence while 

increasing the performance rate. 



Trail Makin~ Test 

The Trail Making Test has been reported to be sensitive to the 

presence of brain damage. Cutoff points have been established for 

discriminating between individuals with and without evidence of brain 

damage (Reitan, 1986). Eight of the subjects exceeded the 39-second 

cutoff point for Part A (Table 11). Fifteen subjects exceeded the cutoff 

point of 91 seconds for Part B. Part B has been reported to be more 

discriminating in assessing the presence of brain damage. 

Investing in the Comeback 
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Events resulting in brain injury usually happen quickly and without 

warning. Throughout the child's survival and subsequent recovery, parents 

are required to modify and restructure their own pre-injury lifestyles. 

Investing in the Comeback is the derived theory that describes the parent's 

work after the brain-injured son or daughter returns to the home setting. 

During Investing in the Comeback, the parent's actions are directed 

towards expediting the child's achievement of optimal functioning. The 

parent's efforts during Investing in the Comeback are described in three 

phases (Figure 2). The first phase, Centering On, involves the parent's 

focusing attention and behavior primarily on the brain-injured offspring. 

During Fostering Independence, the second phase, the parent initiates and 
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Table 11 

Distributions on Part A and Part B of Trail Makin~ Test 

(in seconds to complete each part) 

Seconds Part A (n = 15) Seconds Part B (n= 19) 

116+ 3 260+ 3 
112-115 1 252-259 1 
108-111 244-251 
104-107 236-243 
100-103 228-235 
96-99 220-227 1 
92-95 212-219 
88-91 204-211 
84-87 196-203 
80-83 188-195 
76-79 180-187 
72-75 172-179 
68-71 164-171 
64-67 156-163 
60-63 148-155 1 
56-59 140-147 1 
52-55 1 132-139 3 
48-51 1 124-131 1 
44-47 1 116-123 2 
40-43 1 108-115 1 

Cutoff point* -_._-_ •••• --.--•••••.•••• 100-107 1 
36-39 1 92-99 
32-35 1 Cutoff point* ••••••••••••••••• 
28-31 2 86-92 
24-27 1 78-85 



Table 11 (cont'd) 

Seconds 

20-23 
16-19 

Part A (n = 15) Seconds 

1 
1 

70-77 
62-29 
54-61 
46-53 
38-45 

Part B (n = 19) 

1 
1 
2 
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======================================= 

Mean: 76.85 
Median: 39.96 
SD: 79.21 

Mean: 176.24 
Median: 132.32 
SD: 138.84 

* Individuals rated above cutoff point are considered brain-injured; those 
below the cutoff points are considered non-brain-injured. 
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maintains efforts to promote the offspring's resumption of independent 

functioning. The final phase, Seeking Stability. consists of the parent 

working to establish a regime that maintains the brain-injured offspring's 

optimal performance, while minimizing the strain on other family members. 

Each phase is an identifiable segment containing categories, properties, 

conditions and consequences which will be discussed separately. 

Categories are conceptual groupings. Properties are attributes, 

characteristics, or traits describing a category. Behavior change made to 

achieve a goal is an example of a property. Conditions are qualifiers of 

modified behaviors performed within a category. Consequences are results 

of behaviors enacted within a category. 

Phase 1: Centering On 

Centering On is the process of the parent focusing primary attention 

and behavior on the brain-injured offspring. Although Centering On is 

present following the child's discharge to the home setting, the origin of 

this phase begins much earlier and is probably initiated upon the parent's 

notification of the head injury event. Due to the sudden and unsignaled 

nature of head injuries, parents are frequently not present on site at the 

time of the injury. Initial notification often comes from the acute care 

facility. In keeping with the current study's research objective, the 



presentation of Centerin~ On is limited to discussing this phase and its 

components occurring after the child has returned to the home setting. 
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Centering On consists of two subcategories noted with parents who 

are initially providing necessary cares for their brain-injured child: Stepping 

In and Looking for the Essential Person (Figure 3). Conditions and 

consequences for Centering On are identified on Table 12. 

Stepping In, the first subcategory of Centering On, refers to the 

parent providing direct and indirect caregiving measures to meet the brain

injured child's needs. As a result of the initial trauma event, the brain

injured offspring may have sustained both bodily and cognitive injuries. 

The bodily injuries may be manifested as bone fractures and organ 

lacerations. Other injuries may be perceived as direct bodily injuries but 

actually are secondary indicators of primary damages occurring within the 

brain, such as limb paresis. Cognitive injuries may present clinically as 

disturbances in memory and problem-solving. The extent of care provision 

required by the parent varies and is dependent on the brain-injured 

offspring's abilities, the parent's knowledge of brain injury, the parent's 

comfort level in performing the cares and resources available. During 

Stepping In, the parent's behaviors are directed towards assuming 

responsibility for meeting the brain-injured child's needs. Efforts made 
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Figure 3. Stage 1: The Grounded Theory of Investing in the Comeback. 
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Table 12 

Conditions and Consequences for Centering On 

Conditions 

1) Regular living contact with the brain-injured offspring 
2) Extreme parental discomfort in releasing brain-injured offspring to 

independent functioning due to seeing the offspring's inability to 
function independently and trying to "make up" for those losses 

3) Brain-injured offspring's self-centeredness behaviors 
4) Relationship with brain-injured offspring existing prior to the brain 

injury 
5) Parental perception of lack of other acceptable choices for achieving 

caregiving responsibilities to meet brain-injured offspring's needs 

Consequences 

1) Parental social isolation from friends, work 
2) Other family members claiming preferential treatment afforded to 

brain-injured offspring 
3) Changes in parental physical health 
4) Loss of parent's own independence as the brain-injured offspring's 

schedule is viewed as primary 
5) Couple life on hold 
6) Increased spousal tensions/conflicts 
7) Delaying brain-injured offspring's resumption of independent activity 

performances 
8) Parental short-term time orientation (just getting through today) 
9) Parent's nearly constant contact with brain-injured offspring 
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during Ste~~ing In are initially intensified following the child's return to 

the home setting. Five properties characterize the parent's work during 

Ste~~ing In. 

The first property of Ste~~ing In describes the efforts made by the 

parent to obtain and maintain necessary rehabilitation services for their 

child. The individual's discharge from an acute inpatient facility does not 

necessarily hallmark the termination of therapies for maximizing the 

recovery from brain injury. In fact, rehabilitation services often continue. 

with the brain-injured individual receiving an assortment of therapies under 

an outpatient status. The parent becomes, if not in title at least in effort, a 

case manager. 

Proficiency in paperwork administration as well taxiing the child to 

therapies, evaluations and appointments become primary skills for the 

parent. As described by one mother: 

And then my life became busy making doctor's appointments and 
getting off work and running her to the doctor's appointments, and 
it became very difficult to get in a 40-hour work week and all the 
doctor's appointments and, you know, to pick her up from rehab 
when her therapies were through, it became quite a juggling act. 
Making the appointments so that she didn't miss a therapy, didn't 
miss school, was a pretty good feat (D2.1.12-19) 

Then, oh, gosh, three to four hours a week filling insurance paper 
work and keeping track of where things were billed to different 
doctors' offices and following up with the insurance carrier to make 
sure they paid them. Trying to work out payment schedules with the 
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portions that insurance doesn't cover, resubmitting insurance claims, 
appealing insurance claims and trying to get the documentation to 
get them to reconsider paying some of it, it seems kind of time
consuming. (02.1.22-26) 

Then another 2 hours a week trying to keep the attorney abreast of 
all the medical expenses, the progress and the changes in her care, 
dropping whatever I'm doing to get him information that he needs, 
so it seemed like I was burning the candle at both ends, trying to 
satisfy the attorney, keep the insurance going (02.1.29-32) 

The parent assumes responsibility for planning the child's care 

schedule, as well as instituting actions for maintaining the schedule. 

Resources such as personal time, energy and finances are used to obtain 

rehabilitation services provided by professionals. These new financial 

demands compete with the ongoing financial requirements of the uninjured 

family members. The extent of the rehabilitation services supportable by 

the family's financial resources may severely constrain the parent's 

managing efforts. Parents report insufficient insurance coverage as a 

common impedance in soliciting services. Due to intricacies within 

reimbursement systems, usually one parent, frequently the mother, assumes 

the major case management responsibilities. 

Another property of Stepping In explains the parent's involvement 

in direct care. During Stepping In, the parent assumes the brain-injured 

child's obligations for acting to achieve personal daily living tasks. The 

specific types of tasks, as well as the extent of aiding, are variable and 
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dependent on the child's physical abilities to perform the mechanics of 

performing activities such as bathing, personal grooming or mobility. In 

addition, the child's cognitive abilities such as identification of maneuvers 

necessary for the completion of a task and correct sequencing of these 

maneuvers contribute to the successful performance of the daily living 

tasks. Initially, the parent as caregiver assumes responsibility for activities 

that the child is unable to perform, such as feeding, personal hygiene, 

dressing, toileting and transferring. 

when I had her home was very difficult, the fact that she wasn't able 
to take care of herself at all. She was in a wheelchair, had to be 
moved around, at night she needed help getting up to go to the 
bathroom, she needed help with getting dressed and things, it was 
real hard on me to not have a woman around to help with these 
things. (H1.1.18-24) 

when we left the hospital she was in diapers and feeding tube, we 
wanted to take that feeding tube out and she couldn't eat and you 
know, when she was learning how to walk. (R2.1.354-360) 

The amount of time required by the parent in meeting physical care 

requirements diminishes as the parent becomes more efficient in 

performing the tasks. 

Three variations of parental involvement in direct caregiving are 

noted. The most frequent variation involved the female parent assuming 

the major responsibility for performing tasks to meet the child's physical 

caregiving requirements. This pattern was seen in families with both 
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stepmothers and birth mothers. The second most common pattern showed 

the distribution of care being divided between both parents. This division 

of labor was not formally contracted between the spouses, but instead was 

more like a flexible alternating cycle where one spouse has a heavier 

responsibility load for a period followed by a lighter load period. This 

pattern was seen when both spouses were employed outside the home. 

The final pattern with the male parent assuming the major responsibility 

for meeting the child's physical caregiving needs was only seen when the 

father was the sole parent. Interestingly, sole male parent families enlisted 

outside alternative caregivers to assume the caregiving roles earlier than 

sole female parent families. 

The third property of Stenning In is demonstrated through activities 

the parent performs to safeguard the brain-injured child's physical health. 

Circumstances threatening the child's physical safety include a variety of 

physical conditions such as an unsteady gait or seizures. Cognitive 

impedances such as the child's inaccurate assessment of his or her own 

limitations or memory lapses also place the child at risk for physical injury. 

To promote the child's physical safety, the parent may restructure the 

environment to restrict injurious behavior: 
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Well, when he first came home. He would just get up and go in the 
medicine cabinet and get Tylenol. And then he has allergies, so I 
had to make sure he didn't take any of his dad's sinus medicine, 
'cause they didn't want him to take any antihistamines or anything. 
So in the beginning we had to watch this, put up some of the stuff 
(K2.1.634-639) 

The parent monitors the child's physical health status. When the 

brain-injured child first returns to the home setting, either the parent or a 

designated substitute remains physically with the child. In the early stage 

of the brain-injured offspring's return home, the parent describes a need to 

intensely monitor the child's physical health. 

wandering you know at night and stuff like that, and I just feel like I 
have to stay awake because I didn't know what he'd do. You know, 
so here I am up and my husband comes home the next day and says, 
"What are you so cranky about," "Nothing". (P2. 1. 1128-1134) 

Monitoring the child's behavior permits the parent to assess for physical 

signs of health changes which signify complications or relapses in the head 

injury recovery. 

You know, I keep a monitor, I monitor him when he sleeps. If he 
snores too loud or if he sneezes or if he stops breathing, or hiccups, 
I hear it. So it's like I'm never sound, sound asleep. (02.1.219-222) 

Watching him to see he's any different. Always was concerned 
about a relapse. Watching him all the time, (A2-1.159-162) 

Close monitoring allows the parent to be in position to actively maintain 

the offspring's bodily safety. The parent could step in to prevent or 
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minimize injury from the brain-injured child's potentially hazardous 

behavior. 

we still didn't know if he would be okay alone, he was going through 
some depression, he was talking about knocking himself off, you 
know, that kind of thing, (A.1.S3-SS) 

Yeah, yeah, we were just afraid that, you know, she might fall and 
hurt herself all over again and, or she might, because of her memory 
problems maybe set something on the stove and not turn the burner 
off, something like that. (R1.1.1S0-1S3) 

Environmental structuring and protective monitoring efforts continue 

throughout the Ste~~ing In phase but the degree of vigilance may lessen as 

the parent becomes more assured that the child possesses necessary 

abilities to avoid injury. 

The fourth property of Ste~~ing In is reflected in the parent's 

rescaling of priorities. Personal energy expenditures spent in relationships 

and commitments are reduced in order to access sufficient energy to 

perform the Ste~~ing In responsibilities surrounding the brain-injured child. 

Prior to the child's brain injury, the parent was able to spend time and 

energies in a variety of relationships and activities, such as with spouses, 

other family members, employment and personal interests. After the 

child's injury the parent reports a self-imposed embargo on time and 

energy spent on foci extraneous to the brain-injured child. All 

relationships excluding those surrounding the brain-injured child's care 
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become secondary, even to extent of the parent's relinquishing his or her 

own personal independence. 

And without a life of your own, and you're totally engrossed in the 
progress of [the child], and that seems to be your life, (D2.1.46-47) 

I guess another adjustment we made was you kind of give up your 
life, you know, what you're used to doing, a lot of your outside 
activities and with my work to accommodate and care for her. 
You've got to make that adjustment, which is a big one. (D1.1.71-
74) 

From the time she went to bed to the time she got up in the 
morning, what she did during the day, all of that had to revolve 
around [the child]. And that was a tremendous adjustment. It was 
like going into the army for [my wife]. And talking about [the child] 
gaining her independence, you know, [my wife] gave up hers. And 
that was, that's a hell of a sacrifice to give up your independence. 
(Bl-1.276-284) 

another thing is I'm looking forward to when she'll be on her own 
and I'll be able to have my time alone. I really miss being alone. 
Just you know, having the house to myself. I don't think- I'd just 
love just to be home alone for one day with nobody else in the 
house. I'd love that time, and to read, (R2.1.669-673) 

The effects of the parent's self-imposed time restrictions towards 

activities beyond the scope of the brain-injured child are not confined to 

only the individual parent's life. As the parent becomes more intensely 

involved with the needs and events within the brain-injured child's life, 

other relationships and activities become more distanced. Notably, 

relationships between the parent and other children as well as between 

spouses are described as being "put on hold." 
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to try to continue relationships with friends or a spouse becomes out 
of the question. No time left or place you can cut. (D2.1.47-49) 

In many cases the parents are in the final phase of raising their last 

child prior to the head injury occurring. Spouses begin to experience 

having more free time to further develop their couple relationship and 

make retirement plans. Such plans are abruptly halted when the "new" 

child returned to the home. 

my husband and I were developing into kind of a dating relationship 
pattern again, looking to the day when she was off and gone and it 
was just going to be the two of us, we were setting goals, setting 
plans down, how our life was going to change when she was off at 
college, and we had gotten accustomed to that closeness. And then 
that's been shattered for 9 months, we've had no closeness or time 
for each other since the accident. (D2.1.97-104) 

And then all of a sudden here's almost a total stranger in your 
house that takes a lot of my time that used to go towards [my wife] 
that takes all of [my wifers time. (B1-1.274-276) 

I know there for a long time we never had any time for each other. 
(R1.1.81) 

We've kinda been THE unit and the kids are there kinda 
peripheral. We have believed that we are the primary relationship 
and the other relationships are secondary. That has kinda worked. 
Now that may have may changed for her since the injury, in a way. 
I think that she has almost seen what it's like to lose a child and 
some of that may have changed for her. I think that she may at this 
point in time see her relationship with [the child] as primary. And 
maybe her whole idea of her relationship with children. (A1.1.302-
316) 



121 

But that did, that changed [my husband] and I as far as our freedom 
together. I used to travel with him, and off and on, you know, when 
I realized I had to give that up temporarily, (B2.1.160-163) 

Parents of families with other children still living in the home setting 

report a reduction in the time they could allot to the "healthy" children. 

I think my children started resenting me because they felt that, 
that's all I gave was attention to [the child]. (F2.1.105-110) 

that's another thing that really caused problems. [The sibling's] 
always been the center of attention. She's the youngest. When [the 
child] came that took [my wife's] time and attention and [my wife] 
was fixated on [the child]. And she just told everyone in the house, 
she was really honest and up front. She said "I love this kid more 
than anything in the world, more than life itself and right now he's 
my primary sole focus and I don't have time for the other two. You 
or any of your petty concerns." [the sibling] didn't take it well. 
"You always give [the child] more than me" (A1.1.211-217) 

''why does he get all the attention?" You know, "Mom, you don't 
talk to me, you just talk to him at dinner, you don't talk to me." 
(K1.1.169-171) 

Interpersonal relationships with individuals external to the family 

are also affected by the presence of the brain-injured offspring in the home 

setting. Although distancing from established friends is the more common 

outcome, the parent may also report gaining new friends. 

I know as far as my friends, I've got, I've got a lot of good friends, 
but I just, I didn't have time to do anything with them. They would 
ask, you know, if I wanted to go here, go there, just for a few hours, 
but I just, I couldn't do that. And that was like that for about oh, 4 
or 5 months. (R1.1.99-108) 
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the thing is I didn't have a lot of friends, because work was work, 
and I didn't socialize or do anything before the accident except for, 
you know, like a couple of functions a year. My wife and I weren't 
the type to go out to dinner or to dance or to, you know, we didn't 
drink and socialize that way. So that wasn't something that we, you 
know, lost our friends during this time. In fact I had a lot more 
friends come over and do things for me and, you know, things like 
that than before the accident. So actually it brought me closer to 
friendships with a lot of people. (H1.1.78-86) 

Family economic alterations are also reported following the brain-

injured child's homecoming. In all the interviewed families, both parents 

reported making employment changes. The range of employment changes 

varied and included taking a leave of absence, rescheduling working hours, 

reducing hours worked and terminating from the position. 

First thing is the one that, you know, had to give up my job to take 
care of [the child]. (P2.1.1-12) 

And so I just didn't even try to go back to work for 6 months. And 
then when I did go back to work, I got, put myself on a 6-hour 
schedule (H1.1.54-63) 

Both parents initially make job modifications. The parent who assumes the 

primary care giving role consistently maintains these changes longer than 

the other partner. 

Stepping In requires the parent to use energy to fulfill the child's 

self-care duties. The final property of Stepping In describes this energy 

expenditure with the following characteristics: intensity, discharge schedule, 

focus and enforcers. Higher energy intensities are associated during the 
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child's initial return to the home in addition to periods of setbacks in the 

child's recovery, such as development of seizures, medication toxicity or 

infection. 

That was shortly after she came home. And then I don't know, it 
might have been a month or so after she was home, I guess, that 
maybe, oh, like our attentions might have eased a little bit. There 
again, it's back to my roller coaster theory, because she'd been 
home for A COUPLE WEEKS we had to admit her back into the 
hospital because of physical problems. So you know, it's up, it's 
down, it's back up. Now for about the last 3 months it's just kind of 
been steady, hasn't been any problems. (R1.1.419-429) 

Although the intensity of energy required may fluctuate throughout 

centering on, the parent reports that a degree of energy is constantly 

required. The amount and intensity of the energy is influenced by the 

brain-injured child's self-care abilities. 

The energy expenditures or discharges are dictated by the child's 

schedule. The child's schedule directs the parent's energy usage during 

non-care periods as well as during actual direct caregiving. The child's 

immediate presence is not a requirement for the parent to be occupied and 

expehding energies: 

[she] that takes all of [my wife's] time. [My wife's] opportunities to 
make decisions for herself to do things that she wanted to do or 
things that she liked to do, those are totally taken away. Everything 
had to revolve around [the child]. From the time she went to bed 
to the time she got up in the morning, what she did during the day, 
all of that had to revolve around [the child]. (81-1.275-283) 
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Everything 1 did it was [my son, my son], (F2.1.105) 

it seemed like 1 was so busy all the time. And didn't have that 
much free time. And [my husband] would say, ''well, you dropped 
[the child] off, you've got this many hours before you go back." But 
you're constantly thinking about, okay, does she have this 
medication, 1 need to get this, you know, and you're thinking about 
what does she want, like for dinner? (B2.1.185-197) 

As described earlier, the focus of the parent's energy use is to meet 

the brain-injured child's needs. The initiators of this focus the parent's 

perception that such action is an extension of the pre-existing parenting 

role 

1 don't feel sorry for us, do you [to wife]. 1 don't have that, it's not, 
it's not--I never even think about it that way, 1 guess. You've given 
that up. You just automatically do. (L1.1.184-

and the perceived lack of other acceptable caregiving alternatives. 

Well he has a sister who, he and his sister were really close. But 
she's got three kids, like 1 said, 9, 6, and 2. And you know, he 
spends a night occasionally, and you know, I just wouldn't feel that I 
could put him with her for a week because it would be like putting 
another 9-year-old with her. (P2.1.916-925) 

we just don't have anybody right now that can do what I do. 
(Ll.1.151) 

Another enforcer for the parent's using energy for stepping in is the 

brain-injured child's self-centered behavior. The child's behavior may be 

the result of earlier stepping in by the parent or secondary to the direct 

brain injury. 
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for him everything, the whole world revolves around him and what 
he wanted and what his whims were, and a lot of that, you know, 
like going and buying the ice cream and doing those kinds of things, 
the impulsive kinds of things were, you know, obviously drew the 
whole family into him. And he felt that everybody should, seemed 
that he felt that everybody should just kind of stop what they're 
doing to help him do what he had to do. And so the family did 
revolve around him and what he did. (K1.1.158-168) 

The remaining subcategory of Centerin/: On, Lookin/: for the 

Essential Bein/:, refers to the parent searching for remnants of the pre-

injury child in the face of present realities. Prior to the child's return to 

the home setting the parent begins efforts to reestablish a link with the 

pre-injury offspring. One property has been identified which describes the 

characteristics of looking for the essential being. That property is the 

underlying belief that the pre-injury being is available to be contacted. 

Behaviors enacted by the parent to link up with the child include watching 

the child for performances of pre-injury mannerisms, talking to and 

touching the child, and providing a familiar environment. 

So they told us he would not wake up. And [my husband] and I 
talked and he says, "Yeah, he'll wake up." I don't know if it's faith 
or what it is, but we talked to him every day, I said "Hon," and we 
always called him Hon, that's his nickname. And I said, "Hon, Mom 
and Dad are here, (P2.1.546-455) 

we took one minute at a time, and what they were telling us versus 
what we could feel and see in his body were two different things. 
So we just continued to talk and transmit, whether he could hear it 
or not, we continued to hold him and talk to him and tell him to 
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keep coming back because we wanted him back. And that's just the 
way we've done it all the way through. (Nl.1.712-720) 

I think you know, you know they're there, I mean something tells 
you, I don't know if it's motherly instinct or fatherly instinct, you 
know, something like that. (P2.1.580-585) 

I think, describe--the best way to describe [the child] now, is 
somebody that would be like, me grabbing hold of you, and you 
trying to get out. "Get away from me, get out, down in a hole" and 
he can't get out. And he's fighting to get out of that hole. And 
that's, and [the child] is there, but it's--he can't, express himself or 
whatever else. (Ll.1.355-360) 

The child is viewed as still possessing some degree of the fundamental 

qualities and characteristics that composed the pre-injury child. 

she was never different, even, you know, during the time that she 
wasn't able to talk and things like that she was still the same [child], 
she still had that loving feeling inside. She, I wouldn't say that she 
was a different person. Her actions are the same, even though she 
can't use her right hand (H1.1.127-154) 

he just laughed 'cause he's got, still has a sense of humor 
underneath it all. He had a tremendous sense of humor before, and 
it's still somewhat there. So he laughed and laughed and laughed at 
that thing. (L1.1.58-64) 

And he always, I guess the reason we had a lot of hope is that he 
always looked at us like he knew us, and he always looked at us like 
he knew that he had some thought processes going on. He had an 
intelligent look in his eyes. (L1.1.207-21O) 

Although believing that the essence of the pre-injury child has been 

preserved, the parent is visually faced with the child's new qualities. 
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When we first got him, or when he first came back from the hospital 
after he'd been in the hospital, you know, it was really traumatic 
because he wasn't the same person he was before, obviously before 
the accident, from a mental standpoint. I mean, physically he was 
okay. But from a mental standpoint he was a lot different than 
what, you know, the way he was he was before the accident. So 
from that standpoint, seeing that big change in just that short period 
of time is really scary, (K1.1.4-11) 

When he first came home it was scary, we didn't know how to treat 
him. We didn't understand everything, because we were told 
nothing. Here's your son, take him home. We go home, our son all 
of sudden explodes with anger at us. Something he never did 
before. So we go back and we ask and they say, "Oh, well, you 
know what that is, that's because his emotions going in get screwed 
up. (V2.1.7-13) 

Changes may be so dramatic that the parent cannot maintain the belief 

that the pre-injury child's essence has survived. 

that was in the beginning, now she's getting a lot better than she 
was. To me she's not dead any more. I was even rename, at one 
point I was going to rename her. But now I don't feel that need, 
because I--she has come so far. Yeah, there was a point where we 
were going to rename her. (R2.1.750-758) 

It's been like losing a child and getting another--especially at first. 
Not as much any more, and I don't know if the reason is because 
she was getting more like her, or I'm getting more used to the new 
one. (R1.1.8-13) 

Although the child who returns to the home is viewed as different, the 

parent may keep hopes and expectations alive that the pre-injury child will 

eventually return. Such hopes are strengthened by "glimpses of the old": 
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It seems like it would be like a limbo state. It is, but the only thing 
is, I think we see enough of the glimpses of the old [child]. Really? 
Oh, yeah. Sometimes, you know, the old laugh or the old 
expression. (1.2.1.35-40) 

Maybe not something new, but we do see those glimpses from 
before. And then sometimes you think okay you have the child 
back, but not something new but something that modified, maybe 
she's forgotten things. She's not my baby. (R2.1.24-27) 

It's very, very frustrating and it's very, very sad, but there's times 
when you feel hopeful and there's times when you feel they're there, 
they just can't get through to you the way they want to. Can't 
express himself. And once in a while he does, once in a while he'll 
just say things that just blow you away. (1.2.1.49-53) 

Centering On is described as an experience shared by all parents. 

While the Centering On process is reported by both mothers and father, 

the degree or intensity varies both between couples and within couples. In 

other words, this process is not a collectively lived as a "couple" affair but 

rather as an individual experience. 

Inaccessibility of other acceptable alternatives is the primary 

initiator for the child's return to the home setting following hospital 

discharge. Examples of resources that parents identify as being insufficient 

and in turn restrict consideration of alternative placement arrangements 

include insurance coverage, the child's ability to provide own care and 

availability of other family members to assume the caregiving rples. 
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Variability in degree and duration exists in the Centering On phase. 

Variation is linked to the economic status of the family, the parent's 

ranking of family and job importance prior to the injury, the feasibility of 

providing care to brain-injured by alternative methods and the child's speed 

of recovery. 

Although both mothers and fathers modify time and energy 

expenditure commitments to afford putting the brain-injured off-spring as 

the central focus, the length of time spent by the parent in the Centering 

On phase varies between spouses and families. In the majority of cases the 

mothers continue to maintain the rescaled priorities longer than the 

fathers. The parent's return to the work force, usually by the father, results 

in that parent's instituting a new rescaling of priorities. This amended 

rescaling permits the parent to gradually expand focusing on activities and 

relationships beyond the head-injured child. In many cases the mother 

does not proceed at the same rate as the father and instead continues to 

keep the brain-injured offspring as the primary focus and provide the 

majority of the caregiving tasks. Mothers who prior to the injury had been 

employed outside the home extended their leaves of absences and in some 

cases completely left the work force. Interestingly, stepmothers as well as 

biological mothers remain longer in this phase than the fathers. Variation 
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to this gender structure set was demonstrated in three families. In two 

families the father was the sole surviving parent. In these families the 

fathers initially assumed all caregiving responsibilities but were soon able 

to obtain the services of non-family caregivers. The parents in the third 

family were retired, with both parents continuing to place the head-injured 

offspring as the primary focus. 

In all the families, the parents had maintained a relationship with 

the offspring prior to the injury. In 11 of the 20 families the offspring was 

living outside the family home just prior to the injury. 

Phase 2: Fostering Independence 

Fosterin~ Independence, the second phase of the Investing in the 

Comeback proces~, refers to the process of the parent caregiver promoting 

and nurturing the brain-injured offspring's return to independent 

functioning. Prior to this phase the brain-injured child's needs and wants 

dictated the parent's schedule and were satisfied with efforts made by the 

parent. During Fostering Independence the parent begins returning the 

responsibility for attaining personal needs and wants to the brain-injured 

offspring. The two subcategories of Fostering Independence are Exploring 

Possibilities and Staying Open (Figure 4). Conditions and Consequences 

for Fostering Independence are identified in Table 13. 
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Figure 4. Stage 2: The Grounded Theory of Investing in the Comeback. 



Table 13 

Conditions and Conseqyences for Fosterin~ Independence 

Conditions 

1) Parent achieves a sense of the brain-injured offspring's ability to 
accept responsibilities. 
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2) Increased parental comfort at increasing the brain-injured offspring's 
realm of responsibilities. 

3) Increased parental comfort in the brain-injured offspring assuming 
more responsibilities. 

4) Parents see progress in brain-injured offspring's abilities 
5) Health professionals unable to state exact recovery outcomes 

Consequences 

1) Shifting of time spent direct caregiving to more time in supervising 
caregiving. 

2) Increased freedom for parent to re-eftablish pre-injury relationships. 
3) Parent's hope for majority of returns to occur is heightened. 
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Ex.plorin~ Possibilities refers to the parent gradually relinquishing 

responsibility for the continuation of personally providing the offspring's 

self-care needs. Six properties describe the subcategory Exploring 

Possibilities. One property is that relinquishment of these self-care duties 

is achieved in a self-discovery manner. ''Trial and error" is a phrase used 

repeatedly by the parent to describe the learning of the ''whens'' and hows" 

of transferring the self-care responsibilities back to the brain-injured 

offspring. Self-discovery includes customizing experiential information 

shared by other families with a brain-injured child as well as trying out 

strategies from the parent's independent brain-storming efforts. 

we found it worked better that her volunteer job, like they didn't 
pick her up till 10, because that way she had time in the morning to 
do, you know, get ready and call Van Tran right at 8 o'clock, and 
sometimes it would take till 8:30, and you know, it gave her time 
when she rushed out in the morning she'd forget the garage door 
opener. It's just, you've got to find what works. I mean and that 
worked better than anything. It's just, you've got to find what works. 
I mean and that worked better than anything. so--trial and error 
you learn. (J2.1.797-829) 

That's why I said they [the therapists] would laugh at our little black 
box, they would think that was really horrible. But it's, you've got to 
just try and try and try, and if one thing doesn't work, try something 
else. (12.1.403-406) 

A second property of exploring possibilities is the temporal quality. 

Exploring possibilities begins at gradual rate that can be accelerated as the 

child demonstrates increased competence in independent functioning. 
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So what I'm hearing you say is that the changes that you see since 
last fall when he came home was that a lot of physical care or care 
he's assuming now, so there's less for you-- It's decreasing, right. 
(N1.1.471-474) 

Has that lessened over time? Dh, yeah, yeah. Now that she is able 
to take care of all but one of her medications herself, you know, she 
can fix all of her meals, she can take care of herself. (R1.1.71-75) 

It's [CAREGMNG] not a consuming-- No, no. Not like it was, not 
like it was. (R.1.179-BO) 

When we go traveling, you know, to other people's houses, we had 
to either take a chair with us ... or something that we could set in 
the tub for her to sit on when she took her shower. That she 
decided on her own to get rid of, stand up. She built herself up to 
where she didn't need any kind [of chair]. And that kind of stuff, 
she gradually worked her way up on her own. (H2.1.465-473) 

Many uncertainties face the parent during the return of responsibilities for 

self-care to the offspring. Major concerns surround balancing the need to 

"protect" with the "wanting to see" the brain-injured functioning 

independently. No reference books are available for consultation. 

The third property of Exploring Possibilities includes behaviors 

where the parent places the head-injured offspring in a social environment 

outside the home setting. This placement presents the child with 

opportunities to develop social interaction skills with non-family 

individuals. Examples of "normal" activities include dining out, attending 

plays, shopping in malls, visiting friends going to dances, working at a job 

and attending classes. These activities allow the head-injured child to 



135 

begin reintegrating back into the community. Social settings increase the 

child's surroundings awareness: 

I mean he was already tired, so he complained about tired, but he 
sat there in a patio in a restaurant with us feeding him and 
everything, but looking around at what was happening around. 
(12.1.40-49). 

Use of protective monitoring strategies allows the parent to balance 

the desire for the brain-injured offspring to participate in "normal" 

activities (e.g., socializing, going on outings) while protecting the child's 

vulnerability. 

It is, because you think of everything--you know, you think of 
everything that could possibly go wrong. And you think, "God, I'm 
not real sure she's able to handle this." And rightly so, sometimes, I 
mean--but then you get to the point where you think, well it's not a 
tragedy if the front door is left open. I mean as long as it's closed 
it's not a tragedy. I mean there's nothing in here they could steal-
(J2.1.797-829) 

I'm trying to get her organized as far as like her personal things, 
medications, you know, she knows that when she's down to her last 
10 pills she needs to tell me. That's not always real successful so I 
keep 10 pills, you know, hidden somewhere. I mean [ my daughter] 
would run out of shampoo and deodorant and conditioner and we'd 
be told three different times that she needed those, so you could 
make three different trips during that one day to the store [laughs]. 
(J2.1.588-596) 

Such activities also increase the performance demands made of the 

offspring. As the child begins to make self comparisons with peers the 
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parent may be required to drastically increase the emotional support to 

safeguard the child's esteem: 

But when she started back to school and saw the other kids, like she 
used to be, and she was with them all day, all the time, you know, 
and they were laughing and joking and going on dates and driving, 
doing all the fun things, and very few of them would take time for 
her, they didn't mean to be mean, you know, they were just busy 
with their lives, and they didn't have time to invest in somebody who 
wasn't like they were. So her depression started to increase. 
(H2.1.425-431 ) 

The fourth property of Explorin~ Possibilities is identified through 

descriptions by parents as limiting rescue efforts. This restraint by the 

parent, described as "sitting on your hands," refers to the parent resisting 

the urge to resume control while the child attempts activities formerly 

performed before the injury. During the Centering On phase the child is 

cushioned from experiencing failures. When presented with the child's 

need or want, the parent would assume responsibility for meeting that 

demand. When presented with such demands during the Ewloring the 

Possibilities phase, the parent gradually begins returning those requests for 

the child to make the necessary efforts. 

But now see when I get the "Mom, I'm hungry," "Okay, hon, go fix 
something to eat." But if it's pertaining to cooking something, like, 
you know, then I kind of watch him a little bit more. (V2.1.52B-530) 

he went up and got Pizza at Ray's and what they did was just warm 
up an old cheese pizza and threw mushrooms on it and a couple of 
onions and it looked like shit. He goes, "Mom, look at this." And I 
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said, "Well, [son], you do something about it." Usually I'm the 
mouth. I said ''you do something about it. Get on the phone and 
tell them. He called them "well, to tell you the truth," he said, "it 
looks like you just warmed up a cheese pizza and threw everything 
on it and it sucks." But the guy told him to come back up and you 
know, he gave him another pizza. But I let him handle that. 
Whereas a year ago he couldn't have done that. (P2.1.828-842) 

The parent begins limiting rescue work within situations where the 

child has a high probability of success. With the child's continued 

successful performances the types of situations can be expanded to demand 

performances with a greater probability of failure. Encouraging the child's 

active decision-making also demands that the parent stretch in accepting 

the decisions made by the child. 

the last year I've really had to come to grips with the fact that being 
protective of him because of his accident is not doing him any 
favors. It's really important to me to care about him and love him 
and be interested in what he's doing, but I need to let him make his 
own decisions, (K2.1.713-734) 

I was not so bad before, but this time around. I think that for the 
last couple of months, before he made the announcement he was 
going skiing, he's going to go, "he's going to come back, and I know 
he's going to go, and I just have to back off," and this is what I 
wanted, from the time of the injury I wanted him to be independent, 
to be able to make his own decisions and to live his life. I got what 
I wanted. "But oh be careful, don't hurt yourself." (A2-1.138-144) 

So I made him stretch, changed the tire on the bike. He came in 
one time and said "I need you to change the tire on this bike". He 
was very manipulative, he could do it. So I said "Here's the tool 
box, go out and when you get stuck come and get me" and he went 
out and did it. (A1.1.200-205) 
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Limiting rescue efforts can extend to the degree of permitting failures to 

occur. Although the parent would prefer the child to only succeed, 

realistically the parent may permit the child to experience failures while 

the parent was around and available to help the child learn to handle the 

failure and continue to strive for success. 

So you're just like going up the steps, you have to gradually go up 
one step at a time. And maybe you can show off, maybe you can go 
up two steps at a time without falling down, but unfortunately he 
has to fall down and we have to learn to let him fall down. But at 
the same token, we got to instill upon him to get, you know, get up, 
shake himself off, and let's go again. (V1.1.568-573) 

Initially, the child may actually demand more time and energy. 

During Ex;ploring Possibilities the parent shifts from a role of doing 

activities for the child to supporting the child's performance of activities. 

That would be really a hard time, it seems to me, that, to not want 
to jump in there and say, "Let me do it for you," I mean you want 
them to be independent, but to be able to sit back and let them-
Yeah. Very early on, though, we had to do that, to get him to the 
point where he's at now, otherwise we would just-- extremely slow. 
As a matter of fact I think a snail moves quicker. (V1.1.519-526) 

The fifth property of Exploring Possibilities is demonstrated through 

the parent's establishment of standards that define what constitutes 

"allowable" behavior by the brain-injured offspring. During Centering On 

the parent may have permitted exceptions or a preferential set of rules to 

be used by the child. The brain-injured child was not required to conform 



139 

to existing house rules. Parental guilt and grief regarding the child's brain 

injury are two factors accounting for non-enforcement of rules. 

it's just things that you learn. I mean she used to put me on guilt 
trips because--you know, I realize [my daughter] is 27, but [she] does 
not act 27. [She] acts very childlike. (J1.1.160-164) 

During the Exploring Possibilities phase these exceptions to the household 

rules are phased out and the brain-injured child is confronted with broken 

rules and expected to conform. 

Because if he was in his normal mind as a young child he would be 
getting spanked. Yeah, he'd be getting disciplined. Our discipline 
now is, I mean he gets on--we try to be a little hard on him at times 
when he needs it, like if he's really swearing or really mad at us, 
And then it's like he'll shut up and apologize. He can do that. He 
can catch himself and say "I'm sorry, Mom." If you make him do it. 
(L2.1.946-961 ) 

locks in the house, that was a major battle, a major battle, to get 
him to lock them. Somewhere he got it in his head that he was bad
ass, "nobody comes into my house, I don't have to lock". I come 
home and find all the doors unlocked in the house. Finally I 
confronted him and said "[Son], I want the doors locked" and he 
said "hey man, I hear everything. I'll know if anyone comes in, I'll 
kick their ass" I said "[Son], it's our house and the rules of the 
house are you go to bed you lock the doors". He got mad and 
walked off but he locked the doors after that. (AI) 

if she's got the emotional reaction like, "I don't want to do it, you 
know, I'm tired, I want to stay in bed," or "this hurts, I'm not going 
to school," or things that younger kids do, we deal with it in pretty 
much the same way that you would deal with it with a younger child, 
you know, some of it "this is your responsibility, it's what you'll have 
to do," you know, I mean, "I'm sorry that you're a little bit tired, but 
it doesn't mean you can't get up and go to school, you know? You 
have to follow through with your responsibilities." (H2.1.495-502) 



140 

Enforcement of standards necessitates the parents developing 

methods of interacting with the offspring that accommodate the child's 

ever-changing developmental level. Parents described the child's functional 

level as "a mixed bag of tricks" which constantly changes. The discrepancy 

may be enhanced as the parents are confronted visually by a near-adult 

physical being performing actions that resemble a 6-year old's behavior. 

Standard management strategies and expectations that may have been 

effective when directed to a 6-year old's level may no longer be useful 

when remnants of a much higher level of functioning is sporadically 

revealed. 

but then there's other days when she'd just lay there in bed. What 
could I do, you know? Physically I'm only strong enough to 
motivate her so far, and if she doesn't want to she's not going to and 
she didn't. Whereas with a 5- or 6-year-old you can usually, if you 
say firmly and strongly enough "you will," they'll do it. (H2.1.502-
517) 

when you're dealing with a 6-year-old, they have all the experiences 
in the background of a 6-year-old, I mean they are a 6-year-old, 
whereas in this case you may have somebody with the experience 
level and desires of a 19-year-old and yet the emotional set of a 
much younger child. It's real harder to deal with, because the same 
logic and behavioral method that you knew don't work quite as well 
on somebody who's dealing with you on the level of an older person, 
even though they're not very mature emotionally. (H2.1.517-532) 

The final property of Exploring Possibilities is reflected in the 

parents' keen interest in staying attuned for alternative therapies and 
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becoming active members of the rehabilitation team. In cases where no 

formal rehabilitation is available, the parents begin instituting "home-bound 

rehab." The home rehab program, constructed in a self-discovery manner, 

includes chores to occupy the child's time as well as to teach the child tasks 

required for self-sufficiency, such as balancing a checkbook or doing 

household maintenance. 

I mean she was getting chores right at the start, to kind of keep her 
occupied around here, I mean I'd kind of made up my mind that I 
wasn't just going to let her sit and vegetate. (J2.1.61-64) 

I have him mow the back yard, back grass, I take care of the front, 
and he takes care of the pool, and his room, his bathroom, so--a lot 
of time, you know, you got to stay on him. (P1.1.227-233) 

I don't like television and I don't like to see a person sitting wasting 
their time, just like someone like [her] that still has so far to go, to 
progress, it really bugs me when she sits there and stares at the TV 
for hours at a time. (H2.1.669-672) 

Staying Open, the second subcategory of Exploring Possibilities, 

refers to the parent maintaining uncertain expectations regarding the 

child's ultimate achievable skills. Staying Open consists of five properties. 

Parental efforts in building the TBI image include measuring the offspring's 

current abilities against behaviors seen during an earlier recovery stage as 

well as pre-injury standings. While the parent initially acknowledges overt 

differences in the child's behavior, such admissions do not preclude belief 

in the child's ability to reclaim a complete recovery of independence. This 
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belief is sustained by the parent maintaining a personal trajectory for the 

child's recovery of independence. The parent is a witness to the brain-

injured child going beyond stated professional timelines, from the child's 

survival and emergence from a comatose state to reclaiming other abilities: 

I can remember picking up magazine articles about N aney Cruzan 
and books about the other gal, Karen Quinlan? And Karen 
Quinlan. And reading them and seeing the similarity in the 
accidents, where they were thrown out on their heads and what type 
of injury they were, and that they never went beyond that vegetative 
state. And the doctors and nurses there were more or less saying 
that to us too. "This might be it. He might just lay there." 
(12.1.189-202) 

And he said "There is not much chance that he will survive." So we 
didn't have any great hopes about that. (M2.1.783-784) 

From the start the doctors didn't think that she'd live. Didn't think 
that once she did live that she'd ever walk, talk or do anything like 
that. So she's made significant progress that a lot of them didn't 
feel would ever happen. (H1.1.38-42) 

One property is described through the parent's belief in independence as a 

possibility. Independence is viewed as plausible following sufficient 

recovery time and adequate therapies. The parent searching for the cutoff 

time for recovery completion finds an assortment of options: 6 months, 1 

year, 2 years and even 10 years. The parent's view of the child becoming 

self-sufficient is reinforced by the continued and initially rapid progress 

made by the child in relearning skills. The sky becomes the limit. 
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But as soon as he got over that worst disorientation period, I think 
all us parents felt like, you know, "he's going to come back," and we 
didn't put any limit on how far he'd come back. We were a 100% 
positive that our kid was going to make it. I think a lot of parents 
feel that way, (M2.1.669-673) 

do you see independence as achievable? Yeah, I don't know why 
not. I don't know why not. It might be difficult, but I think it's 
achievable or they wouldn't be still putting people in programs and 
working with them 5, 10 years after the accident, 15 years like my 
friend's son. (L2.1.984-989) 

Although the parent chooses to hope for a "no limit" recovery, uncertainties 

continue. With each advance the parent faces the possibility that the latest 

gain may be the last gain. 

So it all sounds like what you're saying is that you go through a 
phase where he may have a new behavior and you kind of wonder-
it's good that he's got a new behavior 'cause he's doing something 
that he wasn't before-- Yeah, yes. But then you're kind of 
concerned that he gets stuck. Yup, yup, that he might not go 
beyond it. 'Cause that's one thing, everybody seems to have 
pounded into us, is that at any point, whatever he's doing, he may 
stop. When he opened his eyes and looked around the room, they 
said, "well this might be all you get." Then you go a little further, 
and he, he's trying to communicate, and they're saying, "well, this 
might be as far as you get." And at each little point, that's what 
we've been told, "this might be it, this might be it. You might not 
go any further." And that's where it gets pretty scary, (L2.1.174-189) 

At an individual-specific point the parent begins to express the 

possibility of some deficits remaining permanently. As time distances the 

initial trauma event, the parent still remains open to a "good" outcome with 
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independence occurring, but also may begin to temper the extent of the 

recovery. 

Another property of Stayin~ Open is reflected in the parent's use of 

recovery tracking behaviors to enforce the belief in continued progress 

towards independence. The parent monitors the offspring's abilities using 

several standards to evaluate the degree of return within the recovery 

trajectory. The child's abilities may be compared to the child's pre-injury 

self: 

Physically I think he's back almost completely except he has more 
body aches. Basically I think he's back to where he was. Maybe I 
should say 95%. You know, since he had the fractured clavicle. 
Physically I think he's pretty much back to the way he was, maybe 
what I perceived as small of neurological deficit on the left side, 
weakness, (A2-1.15-19) 

Another means is comparing the offspring's behavior to an earlier pre-

injury period: 

Mm-hm. I'd say, he's someplace, about freshman year in high 
school. Because in his freshman year in high school he decided that 
he did not like certain characteristics of his, and he was going to 
change. And his sophomore year in high school we saw those, we 
got to see some evidence that he was more cool. He was just more 
suave. And he's not, there's simply not, there's not that coolness 
about him right now. He will giggle at an inappropriate time. He 
will say silly things, silly jokes, really an immature joke. Play with 
words in a way that's not, not appropriate for a 20-year-old. Word 
games that are not really sophisticated word games. (C2.1.36-44) 
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A third standard uses the amount of change observed since early recovery 

abilities: 

When he left Acute Care Hospital he couldn't walk well, he couldn't 
talk well, he couldn't read. Now he can walk, and talk, and read. 
(A2-1.7-8) 

Parents may liken the child's behavior those of other individuals such as 

brain-injured contemporaries, non-brain injured peers and family 

acquaintances: 

Yeah. I guess we were lucky as compared to a lot of people, whose 
family members haven't come as far as [ my daughter] has. I know 
when she first had her accident and planning on being released as 
an outpatient, they started investigating whether you're going to 
need a wheelchair, accessories, and grab bars and all this stuff, and 
that's kind of nerve-wracking, to think that you have to make your 
house changed to accommodate handicapped. We were lucky that 
we didn't have to go through that. (Dl.1.46-52) 

It seems to me that she is as equal as the average person, (B1-1.203) 

And I've taught people 35 years old and I taught [my son] quicker 
than I taught 35-year-olds. Now it's very simple, but he does have 
new learning abilities. (C1.1.226-228) 

Initially monitoring the recovery is achieved through setting up 

informal testing situations as well as having others serve as raters. 

Well, it's like, you know, it's like in the game things that we were 
playing, there were some times there that I would give some hints to 
see if she could pick up on the hints. And she immediately grasped 
those. (B1-1.213-214) 
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Yeah, there's been a lot of them but let me just try to think for a 
minute. I used to have her do, like the word searches in the 
newspaper. Those kind of things just to see how she could do them. 
I used to--if she wanted to do something or to buy something I'd 
give her, you know, like try and find it in the Yellow Pages, you 
know, just things like that. (J2.1.567-561) 

Well, the thing is, we don't always see how much progress she 
makes, you know, in the last few months as someone else. My sister 
was here last week. She hadn't seen [my daughter] for a year. She 
could not believe the difference in her walking, (Hl.1.158-164) 

Parental efforts illustrating the first property of Staying Open were 

directed towards identifying a TBI image using differences seen within the 

child during recovery. In contrast, the fourth property of Staying Open is 

reflected in the parent's identification of more commonly noted 

characteristics of a head-injured individual. While some post- head-injury 

characteristics are viewed as unique to their own situation, others are more 

universally found in individuals having the head injury. For example, one 

mother identified her daughter as having a universal behavior of not 

deferring wants and also had unique behavior in meticulous personal 

appearance. 

one thing I've noticed on the head-injury person, that they tell me is 
normal from the head injury, is that when they want something they 
want it now. They don't have quite as much ability to defer, 
(H2. 1. 125-127) 

it would be different with somebody with a head injury that didn't 
take care of himself. [My daughter], one of her strengths is that she 
cares about herself, her personal hygiene, her appearance. She 



147 

spends a lot of time keeping herself clean and well-groomed, and a 
lot of time on her hair and on her nails, and I've noticed that a lot 
of head-injured people don't do that, they don't really care, you 
know, if their hair's combed or if they're clean or have on makeup 
or whatever. (H2.1.155-161) 

The final property of Stayin~ Open is illustrated in the parent's use 

of alternative explaining behaviors. Examples are: 1) claiming behaviors 

were always there, even before the injury; 2) seeing the differences as 

transitory; 3) searching for other success stories; 4) contacting other 

families with brain-injured members; 5) using downward comparisons that 

show their offspring's own residuals as less restrictive than others; 6) 

attesting that progress continues to be seen in the recovery; 7) discounting 

negative while emphasizing positive opinions of others. 

Initially Fostering Independence involves the brain-injured offspring 

resuming physical and grooming cares. As the parents gain confidence, 

responsibilities are expanded to include household chores. Efforts towards 

increasing the offspring's social independence begin with family outings, 

then solo public ventures separate from the parents and perhaps with 

peers. All the families reported changes in the child's relationships with 

peers. In many cases the offspring had a near total loss of all old friends 

and in some cases there was a gain of new ones. 
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Phase 3: Seekin~ Stability 

The final phase of Investin~ in the Comeback is Seekin~ Stability. 

Although limited data have not permitted a complete description of this 

phase, a brief summary of current findings will be presented. Seekin~ 

Stability refers to the process of the parents establishing a regime for 

maximizing optimal performance by the brain-injured offspring while 

minimizing the strain on other family members. The goal during this phase 

is the establishment of long-term care structures for the offspring that are 

equally harmonious for parents and offspring. One subcategory of Seekin~ 

Stability is Incorporatin~ (Figure 5). Incorporating refers to establishing a 

long-term position for the brain-injured offspring within the family. 

Activities are designed to assist the child in keeping skills learned during 

the Fostering Independence phase. The parent enters the Seeking Stability 

phase as the brain-injured child's repeated attempts for independence fail. 

In this stage the parent no longer seeks independence for the child. The 

parent at this stage considers the brain-injured child as remaining as a 

permanent part of the family. While the decision may temporarily ease 

some tensions in the family, other uncertainties begin to emerge. 
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Seeking Stability 

Incorporating 

Figure 5. Stage 3: The Grounded Theory of Investing in the Comeback. 
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I think the better he gets, I know that he's never going to be 100 
percent and probably could never be on his own. But the better he 
gets the more it worries me, because then he thinks he can do more 
than he can do, and what's going to happen when something 
happens to me and my husband? So that's a constant worry. 
(02.1.46-52) 

I wasn't really worried about his future. Everything was going to fall 
into place and everything would be fine. But I don't see that any 
more. I worry about what he's going to be, or what, how is he going 
to support himself. We cannot support him forever, but if that were 
the case he would live right with us forever. I don't care. If that's 
what it has to be, that's what it has to be. (V2.1.486-495) 

Conditions and consequences for Seeking Stability are identified in Table 

14. 

Theoretical Structure 

Investing in the Comeback is a social process experienced by the 

parent living with an offspring who has survived a moderate-to-severe head 

injury. Although the process is described in terms of three phases, the 

process is not viewed as moving in a linear, nonrecursive manner. The 

parent's timing for entering and leaving each stage is not rigidly based on 

chronological time since injury. The process of Investing in the Comeback 

is initiated by the parent's centering on behaviors directed towards the 

brain-injured offspring. Within the centering on behaviors, the parent uses 

the rescaling life priorities strategies to liberate time and energy necessary 

for managing resources as well as directly assuming the brain-injured 
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Table 14 

Conditions and Consequences for Seeking Stability 

Conditions 

1) Numerous repeated failures of the brain-injured offspring to 
maintain employment or to perform skills required for independent 
living 

Consequences 

1) Beginning consideration of contingency planning and possible need 
for long-term caregivers after the parents are no longer able to 
provide care needed. 

2) Resolving of "negative" emotions towards the caregiving situation by 
parent 

3) Social isolation by parent 
4) Varying degrees of parental independence dependent on functional 

level of brain-injured offspring 
5) Varying degrees of brain-injured offspring's independence 
6) Re-setting priorities to permit other non-brain injury foci by parent 
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child's self-care duties. Although both parents may enter the Centering On 

phase at the same time, the parent's continued passage onto Fostering 

Independence varies. Not unexpectedly, one parent enters the Fostering 

Independence stage before the other parent. The parent leaving the 

Centering On phase first, in turn, is likely to be the one to encourage the 

remaining spouse in the more letting go characteristic of the Fostering 

Independence phase. In families with a single parent, siblings may be the 

encouragers of the parent's move to Fostering Independence. Parents 

describe the leap to Fostering Independence as being instinctive or a gut

feeling belief. The brain-injured child's rate of progress may further push 

for the remaining parent to leave the Centering On phase. Deterioration 

in the brain-injured child's health due to illnesses or relapses draws the 

parent back to Centering On. Movement from Fostering Independence to 

Seeking Stability follows repeated failures of the brain-injured child to 

function independently outside the home setting. 

Summary 

Chapter 5 described the study findings. Demographic as well as 

quantitative instrumentation and cognitive screening data were presented 

as characteristics of the sample. The study sample consisted of parents and 

brain-injured children in 20 families. The grounded theory of Investing in 
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the Comeback is discussed. The basic social process and core category, 

Investin2 in the Comeback, was presented and discussed in terms of 

properties using data as illustrations. The theory's three stages, Centerin~ 

.Qn, Fosterin~ Independence and Seekin~ Stability were described with 

their components, strategies, conditions, consequences. The chapter ends 

with a discussion of the theory's structure. 
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CHAPTER 6: CONCLUSIONS 

Chapter 6 will begin with a presentation of conclusions drawn from 

the study findings. Potential linkages of the study findings with existing 

theories will be discussed. The chapter will also address the study findings 

in terms of implications for nursing research, clinical nursing practice and 

nursing theory. The chapter will conclude with a presentation of 

recommendations for future study. 

The grounded theory, Investing in the Comeback, was presented in 

Chapter 5. The theory generation identified Investing in the Comeback as 

the basic social process enacted by parents who live with an offspring who 

has survived a moderate-to-severe head injury. The parent's work during 

Investing in the Comeback is considered to be a continually, changing 

process. Parental investment in the offspring's comeback from a head 

injury is accomplished through Centering On, Fostering Independence and 

Seeking Stability. 

Linkages 

The parent's efforts in the Centering On phase of Investing in the 

Comeback are directed towards Stepping In and Looking for the Essential 

Being. Stepping In, the parental provision of direct and indirect care giving 

measures to meet the brain-injured child's needs, has been identified as 
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including managing resources, direct caregiving and physical protecting. 

Some of these stepping-in aspects have also been described in the 

caregiving literature, especially in families having a member with dementia. 

Studies in caregiving focusing on the concept of burden have employed a 

variety of instruments to measure direct caregiving activities. Example 

measures of instrumental assistance include the Home Care Activity Form 

(Birkel & Jones, 1989), Physical Self-Maintenance Scale and Instrumental 

Activities of Daily Living Scale (Lawton & Brody, 1969). Although the 

current study did not identify any new direct care activities, the study did 

emphasize the issue of caregiver perception when measuring the 

dependent's self-care abilities. 

Physical monitoring, identified in the current study as a property of 

Stepping In, lends support to a caregiving strategy described by Bowers 

(1987). Preventive caregiving is one of five identified types of caregiving 

delivered during intergenerational caregiving of an aging parent. Both 

physical monitoring and preventive caregiving strategies are carried out for 

the purpose of preventing illness, injury and complications. No additional 

studies have been identified related to these strategies. 

Care management and care provision are two caregiving modalities 

(Archbold, 1983). In a study of daughters providing care for a parent, 
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Archbold reported the caregiver assumed either a care provision or a care 

management role. In the current study, the parent during Centering On 

was both a care provider and manager. The parent's care provider role 

decreased as the child's recovery progressed and the parent moved towards 

the Fostering Independence phase. Managing resources has been 

identified by family theorists as an essential element in family avoidance of 

a crisis situation. 

The caregiver's use of the rescaling priorities has been described 

under different terms within the caregiving literature. Mishel and 

Murdaugh's (1987) "freeing self' behavior describes the caregiver's 

withdrawal from home tasks, child-rearing, work and social commitments in 

order to devote sole attention to the family member who is awaiting a 

heart transplant. Other researchers have identified similar shifts in the 

caregiver'S focus towards the care recipient and away from work (Brody, 

Kleban, Johnson & Hoffman, 1987; Stone & Short, 1990), family 

(Campbell, 1989), personal needs (Peterson, 1985) and social lives (Kleban, 

Brody, Schoonover & Hoffman, 1989). 

Evidence of Looking for the Essential Being, the final component of 

the Centering On phase, is found in the indirect reference by investigators 

of families with a member having a dementing disease. In the latter stages 
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of these dementing diseases especially, the caregivers are faced with a 

being who no longer has familiar mannerisms (Mace and Rabins, 1981). In 

one study a husband remarks: 

when your wife doesn't even know who you are, it's extremely 
difficult. It's hard to come to grips with when you expect a response 
and it's never there again (Wilson, 1988) 

The second phase of Investing in the Comeback, Fostering 

Independence, signals a shift in the parent's role from direct provider to 

care supporter. Engagement in normal activities is a component of 

Fostering Independence. Properties identified through fostering the brain-

injured child's independence include engaging in normal activities, limiting 

rescue, setting standards and staying attuned to alternative therapies. 

Normalization as described by Knafl and Deatrick (1986) and Kupst (1983) 

differs from the engaging in normal activities property. The goal during 

normalization is the maintenance of a normal-appearing life. The parent's 

engagement in normal activities strategy is striving to support and promote 

the brain-injured child's independence. 

Darling and Darling (1982) describe a strategy used by parents of 

children with birth defects, seeking treatment information that mirrors the 

staying attuned to alternative therapies property. Home rehab, a property 

of staying attuned to alternative therapies, is very similar to the concept of 



family-directed therapy described in Krefting's (1987) study on 

reintegration following head injury. 
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No concepts have been identified in the literature that are 

comparable to the incorporation of the third phase, Seeking Stability. This 

lack of literature support may be accounted for in several ways. As 

discussed in the beginning chapter, the survival rates following head injury 

have increased. Now both the health professional and family are having to 

discover these later stages of survivorship. The current components in the 

phase may also be too underdeveloped currently to permit adequate 

comparison with the literature. 

Implications for Clinical Nursing Practice 

Nursing care of families with a head-injured child can be informed 

by several findings of this study. The parent's expertise in identifying the 

needs of the head-injured child in the community as well those needs of 

the parent assisting the child exceed those skills of the health care 

professional. The hands-on care of the child in the community setting is 

accomplished through individual tailoring of hypothesized options. Nurses 

learn of the caregiver in the community setting through exposure to 

accounts by parents of the post-discharge experiences. Access to the 

caregiver's personal experiences serves as a practical basis for nurses in 
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planning and executing interventions to support the parent during home 

caregiving performances. Awareness of the daily difficulties that parents 

encounter in the community serves to sensitize nurses to instituting pro

active strategies and services to ease the family's transition back into the 

community. 

Implications for Nursing Theory 

The study findings have contributed to the knowledge of parental 

caregiving within families having a brain-injured member. The study has 

identified processes within caregiving as well as variables within these 

processes. Theory development within a discipline serves to identify 

essential targets for further characterization of the unique perspective 

afforded by a discipline. The study's examination of the parental 

experience following a child's brain-injury is consistent with research 

inquiries proposed as contributors to the discipline of nursing, such as 

examination of human behavior patternings within environmental 

interactions during critical life situations (Donaldson & Crowley, 1978). 

Identification of the process, Investing in the Comeback, serves to 

expand the knowledge base within a nursing domain that previously has 

been afforded only scarce consideration. Only recently has attention been 

focused towards caregiving by family members in the community. 
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Research has been limited primarily to examining populations with the 

spouse or child as the caregiver of a member with a declining or stationary 

condition, such as dementia or very young disabled children. The current 

findings serve as a basis for nursing to become involved with another 

population at risk. 

Identification of processes within the parental caregiving experience 

has implications for methodology development as well as serving to focus 

substantive direction for nurse researchers. Discovery of InvestinE in the 

Comeback lends support for nurse researchers to further develop methods 

for studying the complex, non-linear phenomena that nursing faces in the 

clinical arena. 

Implications for NursinE Research 

Investing in the comeback is offered as beginning work in concept 

identification and theory building of the experience of the parent living 

with a head-injured child. The grounded theory presents identification of 

concepts and properties as well as a temporal portrayal of the parent's 

experience. Further refinement of the process is needed. Specifically, 

more attention is required in description of the process during the later 

phase, SeekinE Stability. Additional depth of the initial two phases of the 

process may be derived through triangulating data obtained from other 
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family members such as the brain-injured child's siblings. Variables that 

are associated with the parent entering the seeking stability phase may be 

identified by including families during the trial times of fostering 

independence when the child is outside the home. Another interesting 

refinement would be the examination of the variations within the Investing 

in the Comeback process in families when the child has extensive 

rehabilitation and does not return to the home setting but goes directly 

into a community living project. Also, how does the Investing in the 

Comeback process vary in families with a brain-injured child under the age 

of 14? 

Limitations of the Study 

Although the data collection was continued until no new categories 

were identified, the current findings are dependent upon the context of the 

sample. The usefulness of the study's identified process is determined by 

professionals employing the results. Investing in the Comeback is clearly a 

beginning substantive theory. Transferability of the study's findings to 

other populations utilizing caregivers would hallmark the theory's transition 

towards consideration as a formal theory. 
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Summaty 

During the past decade health care services have successfully made 

advances in developing practices to reduce the incidence of death following 

moderate-to-severe head injury events. The success in one area now 

demands further accelerated efforts to be made in the next area-

survivorship. The effects of a brain injury dramatically affect the individual 

as well as the remaining family members in terms of lifelong living (Jacobs, 

Blatnick & Sandhorst, 1990). An intent within nursing is to maximize the 

individual's health potential. This study offers a beginning identification of 

the processes experienced by parents living with a brain-injured child. A 

three-phase theory was generated using grounded theory methodology. 

Theoretical sampling guided the identification of components, strategies, 

conditions and consequences of each phase. Four quantitative measures 

supplied descriptions of sample characteristics. The sample was described 

in terms of demographics, cognitive deficit rating of the child by the parent 

as well as by the investigator. The parent's perception of the family's 

functioning was also rated. Refinement of the process, Investing in the 

Comeback, presents nursing with an avenue for further understanding and 

supporting families with a moderately-to-severely brain-injured child. 
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APPENDIX A 

Instrumentation Estimates 



Instrumentation Estimates 

Instrument Reliability 

Family Assessment Device (1) .72-.92 

Cognitive Behavior 
Change Scales 

Key: 

(1) = internal consistency 
(2) = test-retest 
(3) = construct validity 
(4) = content validity 
(5) = predictive validity 
(6) = concurrent validity 

Miller et al., 1985 
(2)~.66 
Miller et aI., 1985 

(1) .78-.92 
Williams, 1987 
(2) .61-.94 
Williams, 1987 

(7) = concurrent agreement rate 
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Validity 

(3) (4) (6) 
Epstein et al., 1983 

(3) 
Williams, 1987 
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APPENDIX B 

Quantitative Instruments 
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Code # __ _ 

Participant Profile Information 

Relative information: 

Gender: 

Age: 

___ male 
____ female 

years 

Present Marital status (check one): 

Ethnicity: 

___ single 
___ married 
___ separated 
___ divorced 

widowed ---
____ Anglo 
___ Hispanic 
____ American Indian 

Black 
---Asian 
___ Other 

Education: last year completed 

_______ Occupation 
Full time 
Part time 

occupation: ________________________ _ 

Partner/Spouse's occupation: 

Approximate annual family income: 

Number of people living in your home including 
yourself: 

Relationship to the head injured family member: 
_______ mother father 

(if other than biological parents) 
how long have you known the head-injured member 

years 



Code # 

The following information regards the head-injury 
family member: 

Birthdate: 

Age at time of injury: 

Date of injury: 
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Cause of head injury 
(check one): __________ motorcycle accident 

__________ car accident 
__________ ~pedestrian accident 
__________ fall 
, __________ sport-related 

__________ Other (specify) 

Discharge date from hospital: ________ __ 

Admission to rehabilitation program: yes 
no 

Length of rehabilitation program participation: 
___________ months 



Sample Initial Interview Questions 

1. Tell me about what it has been like for you and 
your family since [name of head-injured 
offspring] returned the home. 

2. Tell me about your family's experiences with a 
chronic medical condition. 
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3. Describe how you expect your family to be like in 
6 months. 

4. Tell me about a typical day for your family before 
the head injury. 

5. Tell me about a typical day for your family since 
[name of head-injured offspring] has returned 
home. 

6. Tell me about a family event (or activity) before 
the accident (e.g., vacation). 

7. Tell me about a family event (or activity) since 
[name of head-injured offspring] has come back 
into the home setting. 

8. Tell me about how [name of head-injured offspring] 
behaved before the head-injury [and how this 
behavior compares to his/her behavior now]. 



Premorbid/Postmorbid Assessment Form 

Cognitive Behavior Rating Scales 

1. Michael Williams, PhD 
Neuropsychology Laboratory (MS 341) 
Hahnemann University Hospital 
Phone Extension: 448-4787 
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Name of person 10 be rated: _________________________ _ 

:-.lame of rater: Date: 

Instructions: Below is a list of phrases used to describe someone. How well do each of these 
descriptions characterize the person you were asked to evaluate for each time point? 
Place a number in each box which corresponds to your rating for each point in time. 

Use this rating scale for each point in time: 

1 = Not at all like this person 4 = Quite a bit like this person 

2 = A little bit like this person 5 = Extremely like this person 

3 = Moderately like this person 

Ilere is an example: 

Misplaced/Misplaces Objects 

1. Had/Has difficulty remembering the names of friends 

2. Was/Is not able to maintain a simple conversation 

3. Could not/Cannot easily tolerate changes in routine 

-l. Misplaced/Misplaces Objects 

5. Lost/Loses the train of thought in conversation 

6. HidfHides Objects 

7. Lost/Loses track of time 

H. Angered/Angers easily 

9. Had/Has difficulty starting actions 

10. Had/Has difficulty dressing 

... 
:= 
~ 
= .... 
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~~ 
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Co 

~ 

[I] [I] 
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DD 
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DD 
DO 
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l::Not at all like this person 
2=A little bit like this person 
3=Moderately like this person 
4=Quite a bit like this person 
S=Extremely like this person 

11: '~estless' atnlgbt· 

12. BecamelBecomes lost in unfamiliar places 

13:B~meIB~mes lost inJll,miliar places 

14. HadIHas tremors in arms or legs 

IS • . Did notlDoes not tolerate~rustration well 

16. HadIHas poor judgement 

~1,."_ff!ldIHas problems.,!ith~l~p . 

18. BlamedIBlames others for dimculties 

19. HadlHas become more aggressive or belligerent 

20. WasIIs suspicious 

21. HadIHas poor personal habits 

22. Accusedl Accuses others of taking things 

23. Seemed/Seems disoriented and confused 

24. HadIHas dimculty communicating thoughts 

25. WanderedlWanders around aimlessly 

26. HadIHas dimculty managing money 

27. Became/Becomes upset by changes in routine 

28. Mood changed/changes quickly 

29. Substituted/Substitutes an incorrect word that sounded similar 
to the correct word 

30. HadIHas dimculty fonowing instructions 

... 
Q 

to c 
·Eo ~ .; 6 Q, 

... c " .2- :: 411= ... 
CQ < 
DO 
DO 
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DO 
DO 
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DO 
DO 
DD 
DO 
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l=Not at all like this person 
2=A little bit like this person 
3=Moderately like this person 
4=Quite a bit like this person 
S=Em'emely like this person 

3LCouid DOtiCalUlo~cl~n,ciress or care for selr 

32. HadlHas difficulty driving 

33. ForgotIForgets meals 

34. HadIHas messy eating habits 

35. FellIFalls onen 

36. Incontinent (Had bowel or bladder accidents) 

37. HadIHas seizures or "epileptic fits" 

38. Acted! Acts as ir in a "dream world" 

39. HadIHas difficulty concentrating 

40. Seemed:Seems bewildered 

41. HadlHas to double-check all work 

42. ForgotIForgets where he/she was 

43. HadIHas memory gaps 

44. Avoided/Avoids certain social situations 

45. Repeated!Repeats the same story over and over again 

46. Needed/~eeds constant reminders from other people 

47. Neededr.'\eeds a constant routine 

48. Neededr.'\eeds to have objects in the same place all of the time 

49. Resisted!Resists bathing 

50. HadIHas difficulty putting together complex actions 

"" o 
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I=Not at aU 6ke this person 
Z=A little bit lite this person 
3=Moderately6ke this person 
4=Quite a bit like this person 
5=Extremely like this person 

51. HadlHas a shortaHenlion span 

52. HadIHas lost a sense of humor 

53. Could not/Cannot play complicated games 

54. Did notlDoes not return objects to their usual places 

55. DesiredlDesires ice a-eam or other inappropriate food 
several times per day 

56. WanderedlWanders at night 

57. WasIIs more c:oriflRd at night than during the day 

58. BecameIBecornes upset or nervous when a familiar person len 

59. Physically strikes OCbers 

60. HadIHas more accideDts 

61. HadIHas poor social judgement 

62. Talkedffalks only about events long past 

63. RepeatedlRepealsadions, as if they did not remember doing 
them for the first lime 

64. AbandonedlAboadGas fonner hobbies and interests 

65. Slept/Sleeps in doilies 

66. ForgotfForgets and le8fes the stove on more often 

67. HadIHas good memory for the remote past, but poor 
memory for recmt events 

68. Couldn't/Can't sort out important from unimportant events 

69. BecameIBecornes _OIlS when leaving familiar surroundings 

70. HadIHas temperoatbursts with no apparent target 

s. 
Q 
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l=Not at all like this person 
2=A little bit like this person 
3=Moderately like this person 

4=Quite a bit like this person 
5=Extremely like this person 

7L Details oC recent and .remote memories were missing 

72. Musdes were more rigid 

73. Had muscle cramps at night 

74. HadlHas serious psychological problems 

75. Had difficulty remembering the names of people 
introduced recently 

76. HadIHas difficulty performing previously well·learned tasks 

77. HadIHas trouble recaJJing phone numbers 

78. WasIIs unable to perform usual daily tasks 

79. Could not/Cannot manage own medications 

SO. FeltJFeels downbearted, blue or sad 

81. WasIIs not alert in the morning 

82. HadIHas crying spells 

83. HadIHas loss of appetite 

84. Did notlDoes not enjoy activities with other people 

85. LostILoses weight too easily 

86. HadIHas trouble with constipation 

87. Complained/Complains that his/her heart beats faster than usual 

88. Became/Becomes tired for no reason 

89. WasIIs not hopeful about the future 

90. Did not/Does not feel useful and needed by others 

91. FeltJFeels he/she does not have a full life 

92. FeltJFeels tbat others would be better off if he/she were dead 

L. 
Q 

t' 
= . .., 
c .;; i 
L.c 
oS= ..... -

173 

= < DD 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DO 
DD 
DO 
DO 



l=Not at all like this person 
Z=A litUe bit like this person 
3=Moderately like this person 

4=Quite a bit like this person 
5=Extremely like this person 
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NEW INSTRUCTIONS: 1) If you feel this person did not have memory or thinking 
problems before the illness or injury and does not have problems in the present, then 
go to item #106. 2) Iryou feel this person has memory and thinking problems in the 
present, then fill out the second column for items 94·104. 3) If you feel this person 
also had memory and thinking problems before the current illness or injury then fill 
in both columns for items 94·104. 

94. This person wasf'1S de2rly aware of memory problems 

95. TriedlTries to hide memory problems 

96. Memory ability nuctuatedlnucuates 

97. This person explained/explains memory problems in detail 

98. TriedlTries to overcome memory problems 

99. This person wasf'as upset by memory problems 

100. When asked to recall something, this person was/is quick 
to say "I don't know" rather than make up something 

tOL This person hadlbas lost memory for particular events and 
not others 

102. Problems with memory were/are associated with depression 

103. This person guessed/guesses or makes up something rather than 
say "I don't know" 

104. Problems with memory improved/improve when this person 
is not depressed 

lOS. How many weeks, months or years ago did you notice that this person 
had memory or thinking problems'? 
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NEW INSTRUCTIONS: Now, please rate this persc!1's abilities in 
the rollowing areas ror each point in time. Use this scale: 

1 = superior 

2 = very good 

3 = average 

106. Arithmetic 

107. Drawing ability 

108. Spelling· 

109. Writing 

110. Reading 

111. Musical Ability 

112. Muscle Coordination 

113. Ability to US<! language 

114. Following directions or instructions 

liS. Memory 

116. Speaking 

117. Social Judgement 

4 = poor 

5= very poor 

s.. o 
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FAMILY ASSESSMENT DEVICE 
B-'Buder familV Raan:II Program 

ID _____ _ 

L Planning family activities is difficult because we misundemand each other. 

__ SA __ A __ 0 __ SO 

2. We resolve most everyday problems around the house. 

__ SA __ A __ 0 _._50 

3. When someone is upset the others know why. 
__ SA __ A __ 0 __ SO 

4. When you ask someone to do something, you have to check that they did il 

__ SA __ A __ 0 __ SO 

5. If someone is in trouble. the others become too involved. 

__ SA __ A __ 0 _. _SO 

6. In times of aisis we can tum to each other for support 

__ SA __ A __ 0 __ SO 

7. We don't know what to do when an emergency comes up. 

__ SA __ A __ 0 __ SO 

8. We sometimes run out of things that we need. 

__ SA __ A __ 0 __ SO 

9. We are reluctant to show our affection for each other. 

__ SA __ A __ 0 __ SO 

10. We make sure members meet their family responsibilities. 

__ S~ __ A __ 0 __ SO 

11. We cannot talk to each other about the sadness we feel. 

__ SA __ A __ 0 __ SO 

12. We usually act on our dedsions regarding problems. 



FAMILY ASSESSMENT DEVICE 

[0 _____ _ 

Brownl B"t1u Family Resun:h Program .. 

13. You only get the interest of others when something is important to them. 

__ SA __ A __ D __ SO 

14. You can't teU how a person is feeling from what they are saying. 

__ SA __ A __ D __ SO 

15. Famiiy tasks don't get spread around enough. 

__ SA __ A __ D __ SO 

16. [ndividualsare accepted for what they are. 

__ SA __ A __ D __ SO 

17. You can easily get away with breaking the rules. 
__ SA __ A __ D __ SO 

18. People come right out and say things instead of hinting at them. 

__ SA __ A __ 0 __ SO 

19. Some of us just don't respond emotionally. 

__ SA __ A __ D __ SO 

20. We know what to do in an emergency. 

__ SA __ A __ 0 __ SO 

21. We avoid discussing our fears and concerns. 

__ SA __ A __ D __ SO 

22. [t is difficult to talk to each other about tender feelings. 

__ SA __ A __ 0 __ SO 

23. We have trouble meeting our bills. 

__ SA __ A __ 0 __ SO 

~. 

24. After our family bies to solve a problem. we usually discuss whether it worked or not. 

__ SA __ A __ D __ 50 
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FAMILY ASSESSMENT DEVICE 
Brown/Buder Family Raun:h Program . 

25. We are too self-centered. 

__ SA __ A __ 0 __ SO 

26. We can express feelings to each other. 

__ SA __ A __ 0 __ SO 

27. We have no clear expectations about toilet habits. 

__ SA __ A __ 0 __ SO 

28. We do not show our love for each other. 

__ SA __ A __ 0 __ SO 

29. We talk to people directfy rather than through go-betweens. 

__ SA __ A __ 0 __ SO 

30. Each of us has particular duties and responsibilities. 

__ SA __ A __ 0 __ '50 

31. T. .. ere are lots of bad feelings in the fam.ily. 

__ SA __ A __ 0 __ SO 

32. We have rules about hitting people. 

__ SA __ A __ 0 __ SO 
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ID _____ _ 

33. We get involved with each other only when something interests us. 

__ SA __ A __ 0 __ SO 

34. Tnere's little time to explore personal interests. 

__ SA __ A __ 0 __ SO 

35. We often don't say what we mean. 

__ SA __ A __ 0 __ SO 

36. We feel accepted for what we are. 

__ SA __ A __ D __ SO 
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FAMILY ASSESSMENT DEVICE 

10 _____ _ 

BrownI Buds Familv Racan:h Program 

37. We show interest in each other when we can get something out of it personally. 

__ SA __ A __ 0 __ SO 

38. We resolve most emotional upsets that come up. 

__ SA __ A __ 0 __ SO 

39. Tenderness takes second place to other things in our family. 

__ SA __ A __ 0 __ SO 

40. We discuss who is to do household jobs. 

__ SA __ A __ 0 __ SO 

4l. Making decisions is a problem for our family. 

__ SA __ A __ 0 __ SO 

42. Our family shows interest in each other only when they can get something out of it 

__ SA __ A __ 0 __ SO 

43. We are frank with each other. 

__ SA __ A __ 0 __ SO 

44. We don't hold to any rules or standards. 

__ SA __ A __ 0 __ SO 

45. If people are asked to do something, they need reminding. 

__ SA __ A __ 0 __ SO 

46. We are able to make decisions about how to solve problems. 

__ SA __ A __ 0 __ SO 

47. If the rules are broken. we don't know what to expect. 

__ SA __ A __ 0 __ SO 

48. Anything goes in our family. 

__ SA __ A __ D' __ 5D 
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FAMn.y ASSESSMENT DEVICE ... 
BrowN a.Ier Family Racan:Ia Program 

ID _____ _ 

49. We express tenderness. 
__ SA __ A __ 0 __ SO 

50. We confront problems involving feelings. 

__ SA __ A __ 0 __ SO 

51. We don't get along well together. 

__ SA __ A __ 0 __ SO 

52. We don't talk to each other when we are angty. 

__ SA __ A __ D __ so 

53. We are generally dissatisfied with the family duties assigned to us. 

__ SA __ A __ 0 · __ 50 

54. Even though we mean well, we intrude too much jnto each others lives. 

__ SA __ A __ 0 __ SO 

55. Tnere are rules about dangerous situations. 
__ SA __ A __ 0 __ SO 

56. We confide in each other. 

__ SA __ A __ 0 __ SO 

57. We cry openly. 

__ SA __ A __ 0 _-SO 

58. We don't halle reasonable transport. 

__ SA __ A __ 0 __ SO 

59. When we don't like what someone has done. we tell them. 

__ SA __ A __ 0 __ SO 

60. We try to think of different ways to solve problems. 
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cognitive Assessment status Exam 

Orientatiop scoripg 

1. Tell ma your full nama 

z. Tell ma today'. datQ (montb/day/year) 

3. Tell ma wbare w. are now? 

(score witb ... ory •• ction) 
4. Tell .a wbo i. pre.ident of the united state. 

5. Tell ma wbo wa. president before that person 



1. Incideptal memory 
Look at the •• thes. carda. (Remove the cards and ask for 
reproductioD) 

Trial 11 
Pride 
Bunqer 
statioD 
trianqle 
laushroo. 
L 

2. Recall/recognitioD 
Look at these cards and relaemller vhat is OD them. (Remov. the 
cards,. NOW draw vhat you sav on the cards. 

Trial t1 
pride 
BUDqer 
station 
trianqle 
laushroo. 
L 

Trial U 
Pride 
Bunqer 
station 
trianqle 
mushroom 
L 
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PRIDE HUNGER STATtON 



Ulstract 

8:1ailaritie. 
b. I AD pear and an oranqe are both frui t 

1. Jlow are a candle and a lamp the Bame? 

z. Jlow are a bicycle and a bus the Bame? 

3. Jlow are a hammer and a shovel the same? 

4. Jlow are a sculpture and an opera the same? 

Differencu 
1. Jlow la • doq and wolf different? 

2. Jlow 1a a pen and pencil different? 

Proverb. 
Tell what the followinq sayinqs means 

'Rome wasn't build in a day' 

'a stitch in time saves nine' 
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L!U1aaag. 

Or 

JraahCJ 
T.11 vhat the fo110wiDCJ objeot. are 

p.D __ clip __ chiD 

.arriDCJ_____ vatch cry.ta1 __ __ 

COIIprelleDlliOD 

POiDt to the p.D, hand m. the watch and 
touoh your forehead 
[ if unab1.- poiDt to the vall 

riDCJ __ 

.1bov__ b10ok_ 

hit the tab1. tvicv and poiDt to the door 

writ. Jour D&a. and ODe seDteDc, about the 
y.ath.r out.id. today. 
[i~ UJUlb1e- write your DaII. 

writ. it i. • raiD7 4&7 outside 

RepetitioD 

R.p.at the fo1lowiDCJ seDteDc'l 

ITh. "Dior official reported a br.akdoVD in 
neqociations. ' 
Th. M.thodist church va. very old 

P1ueD07 (Word list qeneration, 

I vant to .ee how many differeDt animal. you can call to 
aind and DUl. for about a minute vhil. I count thea. 
ADI animal. vi11 dOl they CaD b. from the farm, the 
jUDCJ1., the ocean or house p.t.. Por iutanc. you CaD 
.tart vith doq. 

Do vhat this card tells you to do: 

£Dock tvice OD the table 

Hn1l 
1. 12 + 7 = 
2. 2& - 3 = 
3. 21 :II: 2 = 
4. 15 divided by 3 = 



1. Toucb your rigbt ear witb your left hand 

2. Blink your eye. tbree time. 

3. ..ve good-bye 

c. Sbow bow you brusb your teetb 

5. sbow .e bow you lick crumbs from your lip. 

6. stand up and .bov me the stance of • boxer 

7. Show.e how you would use this (show. pencil) 

vi suo spatial 

1. stack these blocks so that red is OD the bottom 
and black i. on top. 

2. Draw. clock. 

3. Draw tbe following time- 10 past 11. 

Problem-solving 
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1. YOU ware eookinq on the barbequa and your clothes caught on 
fire. Tell.e three tbinq. that you would do. 

2. You have locked your keys in the car. Tell.e three thinqs . 
that you would do. 

3. YoU find. child who swallowed poison. Tell me three thinqs 
that you would do. 
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M;i;egU!21l 

1. I .. qoinq to •• Y • Berie. of number •• Atter 
I have .aid all them, I want you say thea back. 

7 3 2 8 

2 6 , 1 4 5 

4 3 8 3 6 1 2 , 
2 5 1 4 8 , 4 3 8 5 

9 1 5 7 6 2 2 7 6 9 1 4 

5 , 3 7 1 2 6 8 1 6 4 , 2 3 

4 1 8 2 6 9 5 3 1 5 3 8 2 6 4 8 

Row I .. qoinq to say a Beries of number. 
and I want you repeat thelll backward. 

4 1 3 7 

6 9 3 , 3 8 

5 2 8 1 4 5 1 3 

7 2 5 , 4 7 2 4 5 8 

2 5 1 8 6 3 6 2 5 7 4 1 

4 1 8 5 3 9 2 4 8 5 1 2 9 3 

1 7 3 , 4 5 2 6 1 7 4 6 8 3 2 5 

2. Row I want to te.t you ability to calculate. 
What 18 7 tro. 100. __ (93) 

Good. NOW beqin at 100 and 
keep qoinq. 

__ (93) 
__ (85) 
__ (79) 
__ (72) 
__ (65) 

[if unable to do 12) 

3. count !:Iy three 

count hacbard. frolll 20 

Bay the alphabet 
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1. COPf this figure 

2. COPf this figure 

3. Luria 3-step aotion 
(chop-flat-fist) 
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II. qoinq to show three hand position. Do these 
aotions. (Hay increase the pace) 

4. EVery ti.e foa hear two taps you tap your index 
onc •• 
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University of Arizona 
College of Nursing 

Head Injury Survivorship: The Family Experience 

Parental Consent Form 

190 

I AM BEING ASKED TO READ THE FOLLOWING MATERIAL TO 
ENSURE THAT I AM INFORMED OF THE NATURE OF THIS 
RESEARCH AND OF HOW MY CHILD WILL PARTICIPATE IN IT, IF I 
CONSENT TO DO SO. SIGNING THIS FORM WILL INDICATE THAT 
I HAVE BEEN SO INFORMED AND THAT I GAVE MY CONSENT. 
FEDERAL REGULATIONS REQUIRE WRITTEN CONSENT PRIOR TO 
PARTICIPATION IN THIS RESEARCH STUDY SO I CAN KNOW THE 
NATURE AND THE RISKS OF MY CHILD'S PARTICIPATION AND 
CAN DECIDE TO PERMIT MY CHILD TO PARTICIPATE OR NOT 
PARTICIPATE IN A FREE AND INFORMED MANNER. 

My child/ward and I are being invited to participate because my child 
survived a moderate-to-severe head injury and is between the ages of 14 
and 30. Approximately 30 subjects will be enrolled in this study. 

If I/my child/ward agree(s) to be in the study the following will occur: 

I will be asked to complete a family assessment questionnaire, a behavior 
questionnaire and participate in an interview. I may be contacted for a 
second interview if clarification is required. 

My child will be asked a complete a cognitive status exam. The cognitive 
status exam requires the individual to perform several mental thinking 
tasks with answers given either verbally or in a written manner. 

There are no known benefits to me and my child from participating in the 
study. However, it is hoped that more will be learned about the family 
experience of head injury survivorship, which may be helpful to other 
families. There are no known risks from participating in the study. I 
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understand that my child's and my participation requires time and effort to 
complete the tasks. 

In reports of this study neither my name nor my child's will be used. No 
one but Paula Carson RN MS will know what I or my child has said or 
written. Numbers will used in place of names and the written material will 
be kept in a locked area. The interviews will be tape-recorded. After the 
interview the tapes will be transcribed with names and other identifying 
references changed. After the interviews have been transcribed, the tapes 
will be erased. When the results of this study are reported the information 
from all participants will be put together and all identifying information 
will be omitted so no one will be able to recognize what I or my child said. 
The information my child and I provide will remain with Paula Carson RN 
MS and may be used in other studies. 
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BEFORE GMNG MY CONSENT BY SIGNING THIS FORM, THE 
METHODS, INCONVENIENCES, RISKS AND BENEFITS HAVE BEEN 
EXPLAINED TO ME AND MY QUESTIONS HAVE BEEN ANSWERED. 
I UNDERSTAND THAT I MAY ASK QUESTIONS AT ANY TIME AND 
THAT I AM FREE TO WITHDRAW FROM THE PROJECT AT ANY 
TIME WITHOUT CAUSING BAD FEELINGS OR AFFECTING MY 
MEDICAL CARE. MY CHILD'S PARTICIPATION IN THIS PROJECT 
MAY BE ENDED BY THE INVESTIGATOR FOR REASONS THAT 
WOULD BE EXPLAINED. NEW INFORMATION DEVEWPED 
DURING THE COURSE OF THIS STUDY WHICH MAY AFFECT MY 
WILLINGNESS TO CONTINUE IN THIS RESEARCH WILL BE GIVEN 
TO ME AS IT BECOMES AVAILABLE. I UNDERSTAND THAT TIllS 
CONSENT WILL BE FILED IN AN AREA DESIGNATED BY THE 
HUMAN SUBJECTS COMMITTEE WITH ACCESS TO THE 
PRINCIPAL INVESTIGATOR, PAULA CARSON RN MS, OR 
AUTHORIZED REPRESENTATIVE OF THE COLLEGE OF NURSING. I 
UNDERSTAND THAT I DO NOT GIVE UP ANY OF MY LEGAL 
RIGHTS BY SIGNING THIS FORM. A COPY OF THIS SIGNED 
CONSENT FORM WILL BE GIVEN TO ME. 

Signature of the parent Date 

INVESTIGATOR'S AFFIDAVIT 

I have carefully explained to the subject the nature of the above 
project. I hereby, certify that to the best of my knowledge the person who 
is signing this consent form understands the nature, demands, benefits and 
risks involved in his/her participation and his/her signature is legally valid. 
A medical problem or language or educational barrier has not precluded 
this understanding. 

Signature of the Investigator Date 



University of Arizona 
College of Nursing 

Head Injury Survivorship: The Family Experience 

Assent Form 

Your parents have given me their permission for me to ask you some 
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questions. You are being asked to answer these questions because you had 

a head injury and are between the ages of 14 and 30. If you agree, you will 

be asked to do several mental thinking tasks. The tasks will ask you to 

give either verbal or written answers. I am interested in learning about 

how having a head-injury affects you and your family after you were 

discharged from the hospital. Signing your name below indicates you agree 

to answer the questions. 

Signature of Research Participant Date 

Witness Date 
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APPENDIXD 

Human Subjects Letters From Facilities 
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THL UNIVLRSITY OF 

Human Sublett Commltt~ 
November 19, 1990 

ARIZONA 
HLALTH SCIENCLS CLNTtR 

tb90 N. Warren .Bld~. 52681 
Tucson. Amona 8Sn4 
lb021626·6nl or 62b·7575 

Paula Carson, M.S. 
c/o J. Verran, Ph.D. 
College of Nursing 
Arizona Health Sciences center 

RE: HSC A90.182 HEAD INJURY SURVIVORSHIP: THE FAMILY EXPERIENCE 

Dear Ms. Carson: 

We received your Project Approval Form and accompanying Consent 
Forms, sample advertisement, sample interview questionnaire and 
adviser's letter for your above referenced project. The procedures 
to be followed in this study pose no more than minimal risk to 
participating subjects. Regulations issued by the U. S. Department 
of Health and Human Services [45 CFR Part 46.110 (b) 1 authorize 
approval of this type project through expedited review procedures, 
with the condition(s) that subjects' anonymity be maintained. 
Although full Committee review is not required, a brief summary of 
this project procedures is submitted to the Committee for their 
endorsement and/or comment, if any, after administrative approval 
is granted. This project is approved for a period of one year 
effective 19 November 1990. 

The Human Subjects Committee (Institutional Review Board) of the 
University of Arizona has a current assurance of compliance, number 
M-1233, which is on file with the Department of Health and Human 
Services and covers this activity. 

Approval is granted with the understanding that no further changes 
or additions will be made either to the procedures followed or to 
the consent formes) used (copi~~ of which we have on file) without 
the knowledge and approval of the Human Subjects Committee and your 
college or Departmental Review committee. Any research related 
physical or psychological harm to any subject must also be reported 
to each committee. 

A university policy requires that all signed subject consent forms 
be leept in a permanent file in an area designated for that purpose 
by the Department Head or Comparable authority. This will assure 
their accessibility in the event that university officials require 
the information and the principal investigator is unavailable for 
some reason. 

Sincerely, 
i.!.~F~~ 

William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:rs 
cc: Departmental/College Review Committee 
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THE U"IVtRSITY OF 

Human Subject Committee ARIZONA 
HEALTH SCIENCES CENTER 

~-= 

1690N. WII'ffl1IBldg. 526BI 
Tucson. Anzonl. S5n4 
(602) 626·6721 or 626·7575 

December 4, 1990 

Paula Carson, M.S. 
c/o J. Verran, Ph.D. 
college of Nursing 
Arizona Health Sciences Center 

RE: HSC A90.182 HEAD INJURY SURVIVORSHIP: THE FAMILY EXPERIENCE 

Dear Ms. Carson: 

We received your 28 November 1990 letter and accompanying revised 
questionnaires for yuur above referenced project. This change 
involves the substitution of a newer version of the cognitive 
behavior rating scales and a new cognitive status exam. Approval 
for this change is granted effective 4 December 1990. 

The Human Subjects Committee (Institutional Review Board) of the 
University of Arizona has a current assurance of compliance, number 
M-1233, which is on file with the Department of Health and Human 
Services and covers this activity. 

Approval is granted with the understanding that no further changes 
or additions will be made either to the procedures followed or to 
the consent form(s) used (copies of which we have on file) without 
the knowledge and approval of the Human Subjects Committee and your 
college or Departmental Review Committee. Any research related 
physical or psychological harm to any subject must also be reported 
to each committee. 

A university policy requires that all signed subject consent forms 
be kept in a permanent file in an area designated for that purpose 
by the Department Head or comparable authority. This will assure 
their accessibility in the event that university Officials require 
the information and the principal investigator is unavailable for 
some reason. 

Sincerely yours, 

~ 
William F. Denny, M.D. 
Chairman 
Human Subjects Committee 

WFD:rs 

cc: Departmental/College Review committee 



~601 West 
St. Marys 

Read 

PO. 3cx 
::::86 

T~csC'n 

Arizona 
35703 

:602) 
622-5833 

t Carondelet st. Mary's 

December 20. 1990 

Paula Carson, ~S, RN 
4415 East Grant, ~A234 
Tucson, AZ 85712 

Dear Ms. Carson: 
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Your request for access to the individuals who have been hospitalized on the 
Rehabilitation Unit at Carondelet St. Mary's Hospital for the purpose of 
conducting the study: "Traumatic Brain Injury: The Family Experience" has 
been approved with the following stipulations. 

Members of the Rehabilitation supervisory and staff team requested that a 
letter be sent to potential subjects from St. i1ary's informing them of your 
study and inviting them to participate. In the letter, interested 
individuals/families should be invited to contact you. This mechanism of 
access is provided in ~ of providing you with direct access to patient 
names and phone numoers:--ThTS strategy for informing potential subjects of 
your study was requested with the intent to protect the privacy of individuals 
who have been hospitalized at S~ Mary's. Please do not attempt to contact 
any individuals who have been hospitalized on St. Mary's Rehabilitation Unit 
on your own. 

At this time, we regret that we cannot offer to call potential subjects to 
invite them to contact you since it would be too time-consuming. However, we 
will be willing to reevaluate this plan if you find that your response rate to 
the letter is inadequate. 

Jill Kagan-Putt will be your contact person on the Rehabilitation Unit. You 
can reach her at 622-5833. Ex~ 412~ Within the next week. Jill will have a 
list of individuals between the ages of 14 and 30 who have been hospitalized 
on St. Mary's Rehab unit for traumatic brain injury within the past several 
years. Jill will assist you in identifying individuals from this list 'Nho 
meet your sampling criteria. 

Please work with Jill to compose a letter to potential subjects and to arrange 
for a mechanism for mailing. We will provide envelopes and mailing labels for 
the envelopes. I would suggest that you include a relatively short time-frame 
for re'sponse so that we can eva 1 uate the adequacy of your response rate. r 
would appreciate the opportunity to review a copy of the letter to potential 
subjects prior to its mailing. 

We wish you much success in your research endeavo~ Please keep Jill and me 
posted about the response to your mailing so that we can reevaluate as needed. 

A Communltv Hospital and Health Center 
Sponsort!d OV thl' :-)ISlers ot Sf Joseph or Caronaelet 
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Page 2 

The staff on Rehab expressed great interest in your study and will look 
forward to your presentation of your results upon completion. Please let me 
know if you have any questions about this. 

Si':4~~ -<1. LL 
Gerri S. Lamb, PhD, RN 
Clinical Director for Research 

GLlpb 

cc: Jill Kagan-Putt 
Evelyn Jacobs 
Dennis Stambaugh 



+$> Rehab Institute of lUcson 

January 17. 1991 

Paula Carson 
University of Arizona 
College of Nurs~ng. Bldg. ~~3 
Tucson. AZ. 85721 

Dear Ms. Carson: 

We are pleased to inform you that our Institutional Rev~ew 
Committee has approved your ~equest for support in conaucting the 
research project entitled "Traumatic Brain In.iury: The Family 
Perspective" . 

Dr. Pelagie Beeson will be responsible ror monitoring research 
activi ties conducted ae ::he Rehab Institute of Tucson and she 
should be contacted for specific arrangements. e.g. indentifying 
prospective subjeces: coneacting ramilies: securing consene: 
laboratory space: accessing patient records: and scheduling. 

rn addition to the maeerials you have already subm~tted. we aSK 
that you copy the Rehab Instieute your 'letter of approval.' trom 
the University of Arizona Human Subjeces ~ommitte for our file. 

'I'hank you for submietin~ your proposal to our committee. 'Ne .LOOK 

forward to a mueually rewarding and product~ve relationship. 

3incerely. 

&~/A./~~ 
Rebecca J. Wilson. 2.T .. ~.A. 
Assistant Administrator 

RJW/MF/jz 

;\ Rehab Systems Hospital 

2650 N. Wyatt Drive Tucson. Arizona 85712 (602) 325·1300 
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350 North 
Wilmot 

Road 

p. O. Box 
12069 

Tucson 
Anzona 
85732 

(602) 
296-3211 

t Carondelet St. Joseph's 

February 11, 1990 

Paula Carson, M.S. 
c/o Joyce Verran, Ph.D 
College of Nursing 
Arizona Health Sciences Cente~ 
1501 N. Campbell 
Tucson, AZ 85724 

Dear Paula: 
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Your study proposal entitled "Head Injury Survivorship: The Family 
Experience" has been approved for data collection by St. Joseph's 
Hospital Research Committee. Please remember that we do require 
that results of your study be shared with the Research Committee 
and appropriate staff upon completion of your study. 

I will be serving as your primary contact should you have any 
questions or concerns. Good luck with your study, and let us know 
if we can be of any further assistance. 

Sincerely, 

~/~MA;) 
Peggy Mac Macken , RN, MS 
Administrative Director 
Patient Care Services 

PM:sm 

A Com mum tV Hospital and Health Center 
Sponsored b\' Ihr. SIsters or St Juseph of Carondelet 



.l.lIa}or r .. acbl,,1I. Affiliate of 

Tb" (""I,·",..It)' oj Arizona Col/"Re "j.lledlell/'· 
Dt:panmcnt of Medical Education 

"~n \"-",1 nIUnl.L" Ru.uJ 

J.'(} U4,.'\.W"1 

Phuc:n.:-t.I\/.H'iUul·1W", 

Td -(hUZ) .!H~·\ll-- Lax -j (w.ll) .!H'i·\h-U 

201 

51. Joseph's Hospital 
and Medical Center 

February 18, 1991 

Paula Carson, M.S., R.N. 
1481 S. Desert Crest 
Tucson, AZ 85713 

Dear Ms. Carson: 

On February 12, 1991, the Institutional Review Board for Human Research of St. Joseph's 
Hospital and Medical Center (IRB) reviewed and approved your protocol entitled, "ffi:il!! 
Injury Survivorship' The Family Experience," and consent fonn as submitted. 

The guidelines established by HHS and this IRB require you as principal investigator to be 
responsible for: 

1. Providing the in-patient medical record with copies of signed consent forms 
from each individual participating in the study. If the patient is a minor, a copy 
of the consent form is to be obtained from the patient's parents or guardian. 
Out-patient studies consent forms must be available from your office for any 
F.D.A. inspection. 

2. Reporting all patient adverse effects and deaths to the Chairman of the IRB. 

3. Submitting a status report to the Chairperson of the IRB on an annual basis or 
a final reoort within 30 days of the completion of your study. 

4. Reporting to the IRB any changes in the protocol or consent form. 

This letter is for your confirmation, yoI.'. need not reply bllt if you should have any questions 
regarding the above, please contact Cheryl Moskop in Medical Education at 285-3195. 

Sincerely, 

(4f.lJ'> Ir--
C. PhilliP~' 'I 
Chairman, Institutional Review Board 
for Human Research 

CPD:cm 



Februarv 26. 1991 

SYNERGOS 

NEUROLOGICAL 

CENTER 

Dear and Parents. 
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Svner~os Neurolo~ical Center. has a~reed to participate in a study 
beinlil performed to learn more about how families adjust after 
traumatic brain injury. Althou~h manv books and studies have 
looked at Iileneral difficulties faced bv the family members. this 
research is focusing on specific wayS families cope followin~ head 
injury. Hopefully. the results of this study will improve health 
care and family support for other people with traumatic brain 
injury and their families. 

Your name has been provided from a list of people who participated 
in the rehabilitation prolilram. Yours and your parents' 
participation are voluntary and require only a short time 
commi tment. The tasks will not be painful or harmful and all 
answers will be stricti v confidential. You will be asked to do 
some mental tasks and your parents will be asked to complete three 
questionnaires and an interview. 

Paula Carson R.N .. ~.S. is a PhD candidate from the University of 
Arizona and will be the primary researcher for this project. She 
has met with me to explain her study. Enclosed is a self-addressed 
postcard for yOU to use to respond to Paula. If you are 
interested. please complete the enclosed card and return as soon as 
possible (preferablv within 2 weeks). 

We support this study and certainly hope yOU will choose to 
participate. If yOU have any questions please feel free to contact 
Paula at 602-622-0264. 

Sincerely. 

Jolene A. Thomas. ACSW 
Program Cas'e Mana~er 

GARDEN PAVILION' 5T I.GKE5 ~EDICAL CENTER. 1800 E. VAN BUREN' rHOENIX. ARIZONA 85006 



• Meridian Point 
Rehabilitation Hospital 

June 13, 1991 

Ms. Paula Carson, R.N., M.S. 
1481 S. Desert Crest 
Tucson, AZ 85713 

Dear Paula: 
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I have identified ten patients from our files who meet your criteria and the 
materials have been forwarded to them with a cover letter from me endorsing your 
project. Enclosed is a set of materials I thought you might find helpful. The doctoral 
dissertation project I referred to previously was done by Ellen Zinner and a synopsis 
of her work is included. I also enclosed copies of the table of contents of two recent 
journals with several articles that may be of interest to you. Rather than copy some 
or all of the articles I will leave that to you. The remaining articles are those from 
my file on family adjustment. Finally, I included a copy of an article "in press" 
describing data I collected with a colleague in Cortland, New York. The handout on 
family adjustment distributed by NHIF is the text of a presentation I made at the 
New Jersey Head Injury Association Annual Conference several years ago. I hope 
you find some or all of this material useful. I would be interested in a copy of your 
dissertation upon its completion. 

Best wishes in this important project. 

~0L/' 
Philip Barry, 'Ph.D. 
Director of Psychological Services 

PO:jp 

.\ Rehab Systems Hospttal 

11250 North 92nd Street Scottsdale, Anzona 85260 1,602) 860·0671 
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APPENDIX E 

Permission To Use the Quantitative Instruments 



Paula Carson, RN, MS 
4415 East Grant #A234 
Tucson AZ 85712 

Dear Paula, 

illl 
Hahnemann University 

e'::ad e. Vlf~P 
=--"aoe1orlla ?.l. 
';'02,1192 

I am sorry to reply so late to your request. I just rediscovered your lener that was hidden 
somewhere on my desk. Please feel free. to use the PrelPost CBRS form in research. I 
will be very interested in your results. Please contact me if you need more information etc. 

I have enclosed a CBRS scoring program for the Macintosh. You must also have the 
current version of Hypercard to run it. This may help you with your data collection on a 
subject-by-subject basis. Otherwise, all statistical analysis packages will allow you to 
score a scale like the CBRS if you have entered the item scores into the computer. This 
program is really for the clinical version of the CBRS. You can actually use the program to 
administer the scale as well. If you have any problems with it, please call me (215-448-
4787). 

Sincerely. 

J. Michael Williams, PhD 

205 
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RHODE IILANo HOSPITAl/PRoVloE,"CE. RHODE I\LANO 0290J 

'Duane S. 'Buficp, 9.f.'D. 
'iJirtctor of ~ha6j[iUltion Psyc/iiatry 

'1{{wtU Isfanti :lfospital. .9IPC·g 
593 'EddyStrut 

ProviJUna, 'lU 02903 

DErAIUUNT Of rSYCH.ATIY 

August 14, 1990 

Paula P. Carson 
4415 E. Grant Road 
No. A 234 PH. 881-6118 
Tucson, AZ 85712 

Dear Paula: 

Enclosed please find the FAD packet that you ordered for use 
in your dissertation study concerned with family functioning 
following a tr~umatic head injury. You have permission to 
duplicate the copyrighted Family Assessment Device, the 
manual scoring sheet, instructions and the Family 
Information Form. We may contact you in the future to 
receive your feedback on the instrument. 

Thank you for your interest and good luck in your future 
project. 

BROWN UNIVERSITY 

DIVISION OF BIOLOGY AND MEDICINE 

DEPARTMENT OF PSYCHIATRY AND HUMAN BEHAVIOR 
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