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The purpose of the present cross-sectional study was to 

examine the effects of ambiguity of loss and type of 

caregiver-to-patient relationship on anticipatory grief, 

negative physical and psychological outcomes associated with 

grief, and boundary ambiguity in family caregivers of 

chronically ill patients. Questionnaires were completed by 

23 parents of ill children and 30 spouses of ill mates. 

Using an original and a revised concept for level of 

ambiguity, partial support was found for the prediction that 

parents and spouses in high ambiguity of loss circumstances 

would report more anticipatory grief than those in low 

ambiguity ones. Contrary to prediction, a slight but 

nonsignificant trend occurred for parents and spouses in low 

ambiguity situations to report more negative physical and 

psychological effects associated with grief as well. Level 

of ambiguity was not found to impact boundary ambiguity as 

had been hypothesized. Spouses reported more boundary 

ambiguity than parents, regardless of level of ambiguity of 

the loss. Contrary to prediction that parents would report 

less anticipatory grief and more negative physical and 



psychological outcomes than spouses, generally, no 

significant differences were found between the two groups. 

However, using the original concept of ambiguity, parents 

did tend to recall more past grief than spouses. 

The study highlighted several methodological concerns 

which impact research on loss and grief, particularly the 

difficulty involved in recruiting participants with 

subsequent occurrence of sampling bias, rudimentary status 

of available measurement tools, and a host of potentially 

confounding personal and sociodemographic variables. 

The present study supports a view of the loss which 

occurs in families dealing with chronic illness as a complex 

process whose impact on grief, distress, and family upheaval 

is influenced by multiple factors. Such factors include 

both the ambiguity of the loss and the type of family 

relationship involved. Complex research of a longitudinal 

nature using psychosocial models of illness is needed to 

better delineate the impact of factors such as these. 
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CHAPTER I 

INTRODUCTION 

Grief over a loved one's serious chronic illness is an 

issue for increasing numbers of Americans. Successes in 

medical technology, while resulting in decreased mortality 

from acute diseases and in increased life expectancy, have 

also contributed to an unprecedented growth in chronic 

illnesses (Lubkin, 1986). A general definition of chronic 

illness is "a condition that interferes with daily 

functioning for more than 3 months a year, causes 

hospitalization of more than 1 month a year, or (at time of 

diagnosis) is likely to do either of these" (Perrin, 1985, 

p. 2). Serious chronic illnesses having a life-threatening 

or terminal component involve the additional issue of 

potential or certain death with permanent loss of a 

relationship (Rolland, 1991). When such illnesses occur in 

a spouse or child, they are apt to be particularly 

difficult, given the assumed closeness of marital and 

parent-child relationships. 

While grief following the death of a spouse or child 

has been extensively studied (Osterweis, Solomon, & Green, 

1984), considerably less research has dealt with the pre-

death grief process in spouses or parents of seriously ill 



patients (Rolland, 1991). The research which does exist in 

this area of what is often labeled anticipatory grief 

(Lindemann, 1944) tends to focus on grief during the 

relatively unambiguous terminal phase of the loved one's 

illness, when loss is both imminent and certain. In 

contrast, grief responses of family during the more 

ambiguously life-threatening chronic or long haul phase of 

an illness have received very little attention. As Rolland 

(1991) states, "Overlooked are the enormous challenges to 

families living with uncertainty in the face of tragedy 

while needing to sustain hope" (p. 144). The uncertainties 

created in such situations place spouses or parents in the 

position of grieving for the loss of their well loved one 

but of being unable to take on the role of bereaved 

individuals as traditionally defined (Fulton & Gottesman, 

1980). 

Boss and colleagues (Boss, Caron, & Horbal, 1988) 

believe that under these ambiguous circumstances, family 

members have difficulty accepting the loss because it is 

only partial. Consequently, they cannot grieve and move on 

to restructure the family as would be possible if death was 

imminent or the patient had already died. This dilemma has 

been discussed by Boss in her work on ambiguous loss. 

defined as a loss in which "the facts surrounding the event 

are lacking or unclear; there is no certainty about what is 

happening or how it will end" (Boss, 1991, p. 166). In 



addition to creating difficulties for grieving family 

members, an ambiguous loss can lead to boundary ambiguity, 

where lack of clarity regarding loss of a loved one creates 

conflict and uncertainty in family members about his or her 

roles and relationships with them. Boundary ambiguity 

represents perceptual confusion on the part of family 

members about whether the afflicted relative is in or out of 

the family system (Boss, 1991). Boss and colleagues have 

found evidence that in a highly ambiguous, life-threatening 

chronic illness (i.e., Alzheimer's Disease), significant 

boundary ambiguity tends to exist, leading to stress and 

dysfunction in the family (Boss, Caron, Horbal, & Mortimer, 

1990). 

To date, however, Boss has not empirically examined 

boundary ambiguity and family adjustment outcomes in chronic 

illness situations of high versus low ambiguity of loss, nor 

has she studied ambiguous situations of serious chronic 

illness in children as they impact parents. Finally, she 

has not directly investigated the relationship between 

ambiguous loss and anticipatory grief. Instead, she has 

done so only indirectly and implicitly via psychological and 

physical adjustment outcomes. 

The purpose of this investigation is to add to the body 

of available knowledge regarding anticipatory grief in 

spouses and parents who must deal with losses varying in 

their ambiguity. Specifically, the project will compare 



situations of serious chronic illness in a spouse or child 

involving high versus low ambiguity of loss. It will 

examine the relationship of such loss situations to 

anticipatory grief and boundary ambiguity in the caregiver 

spouse or parent. 

Definitions of Grief 

Various authors provide different definitions of grief 

or use labels such as grief, bereavement, loss, and mourning 

interchangeably despite differences in their actual meaning 

(Clayton, 1990; Osterweis et al., 1984). For example, Cook 

and Oltjenbruns (1989) define bereavement as "the state of 

being that results from a significant loss (for example, due 

to death)" (p. 47), while grief is "the outcome of being 

bereaved" (p. 47), comprised of a variety of somatic, 

intrapsychic and behavioral reactions. Osterweis et al. 

(1984) state bereavement is "the fact of loss through death" 

(p. 9), and grief is "the feeling (affect) and certain 

associated behaviors such as crying" (p. 10) accompanying 

bereavement. Clayton (1990) defines bereavement as "the 

reaction to the loss of a loved person by death" (p. 34) and 

grief as "the emotional and psychological reaction to any 

loss not limited to death" (p. 34). In contrast, mourning 

is a more agreed upon term. Most recent definitions 

associate it with the social expressions of grief, including 

cultural mourning rituals and behaviors (Clayton, 1990; Cook 

& Oltjenbruns, 1989; Osterweis et al., 1984). 



Anticipatory grief is generally conceptualized as grief 

experienced prior to the death of a loved one. Aldrich 

(1974) defined it as "any grief occurring prior to a loss, 

as distinguished from the grief which occurs at or after a 

loss" (p. 4). Kutscher (1969) has described anticipatory 

grief as "the extent to which grief is experienced in 

advance of the actual death of a loved one" (p. 200) and as 

"the aura of bereavement which surrounds the bereaved-to-be 

before the death of the chronically ill or terminal patient" 

(p. XX). Theut, Jordan, Ross, and Deutsch (1991) have 

recently defined anticipatory grief as "the process of 

slowly experiencing the phases of normal post-death grief in 

the face of potential loss of a significant person" (pp. 

113-114). 

Despite differences in definitions, most consider grief 

and anticipatory grief to be complex and evolving processes 

over time. The grieving process consists of constellations 

of intrapsychic and interpersonal reactions or tasks with 

which the grieving person must deal in order to cope with 

and resolve the loss (Jacobs et al., 1987-88). As part of 

this complex process, individual differences in duration, 

intensity, quality, and outcomes of grief are now recognized 

(Wortman & Silver, 1989). 

For purposes of this study, the following key terms and 

definitions will be used: 



loss - the ending of or undesired changes in a valued 

relationship through death or serious illness. 

grief - a multifaceted process occurring over time, 

involving physical, cognitive, emotional, behavioral, and 

social reactionsortasks in response to the death of a loved 

one. Efforts at coping with and resolving the loss are part 

of this grief process. Also called post-death grief. 

anticipatory grief - a multifaceted grief process occurring 

over time, involving physical, cognitive, emotional, 

behavioral, and social reactionsortasks in response to the 

threatened loss through death of a loved one. Also called 

pre-death grief. 

grief outcome(s) - physical or psychological outcomes 

associated in grief research with the grief process. 

griever - the individual grieving a loss, not limited to 

loss through death. 

bereavement - the fact of loss through death. 

bereaved - an individual who has experienced the death of a 

loved one. 

mourning - cultural rituals and behaviors which comprise 

socially sanctioned expressions of grief, either pre- or 

post-death. 

Theoretical Approaches to Grief 

Various theoretical models have been proposed for 

understanding observed reactions and changes during the 

grief process. To name only a prominent few, these include 



psychoanalytic, attachment and interpersonal, cognitive-

behavioral, and stress theories. All major models have been 

formulated on the basis of post-death grief, with 

anticipatory grief being assumed to involve the same 

theoretical foundations (Theut et al., 1991). However, 

challenges to this belief will be discussed later in the 

review. 

The classic psychoanalytic theory of grief postulates 

that a grieving individual must withdraw libido previously 

tied to the lost love object or relationship in order to 

complete the grief process (Freud, 1917/1957). This task is 

extremely difficult, involving significant emotional pain 

and hypercathexis, whereby the griever invests vast energy 

in preoccupation with the lost love. The griever does so by 

initially denying the loss, becoming very invested in the 

lost person and his or her memory, and blocking the outside 

world. Through this, memories are eventually reviewed and 

ties to the lost love relationship are slowly withdrawn, 

with detachment of energy such that investment can occur in 

new relationships (Freud, 1917/1957; Osterweis et al., 

1984) . 

Interpersonal theories focus mainly on the nature of 

attachment bonds and the effects of breaking them (Osterweis 

et al., 1984). Bowlby's (1980) theory of attachment is the 

most recognized of the interpersonal theories. According to 

attachment theory, humans have an instinctive need to form 
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strong attachments with others as a survival mechanism. 

Young children attach to parents without whom they would 

perish. Beyond childhood, attachment bonds help insure the 

survival of relationships and the social group. The grief 

process is viewed within this context as an unwilling 

separation which elicits a variety of behaviors and 

feelings, indicating an attachment bond did exist (Cook & 

Oltjenbruns, 1989). Interpersonal theorists are 

particularly interested in so-called phases or stages of 

grief, with observation of different interpersonal behaviors 

in each phase (Osterweis et al., 1984). Bowlby (1980), for 

example, describes grief as progressing through four phases: 

numbing, yearning or searching, disorganization or despair, 

and reorganization. 

Cognitive-behavioral theories devote limited attention 

to specific explanations of grief, because they tend to 

classify it as a particular case of the more general 

phenomenon of depression (Osterweis et al., 1984). Such 

cognitive-behavioral explanations are useful in the study of 

grief only because depression is a common reaction to loss. 

A few cognitive-behavioral models, however, directly attempt 

to explain grief, especially that which is impaired. For 

example, Gauthier and Marshall (1977) have suggested the 

Western tendency to inhibit grief can result in significant 

anxiety when strong grief-related experiences occur. The 

affected person, fearing loss of control, may attempt to 



avoid or suppress intrusive thoughts of the lost love 

relationship and feelings associated with the thoughts. 

This causes escalating distress due to poor resolution of 

troubling thought trains. Conversely, they have argued the 

grief process can be exacerbated if family and friends offer 

excessive social reinforcement for grieving behavior and 

fail to encourage adaptive responses. 

Stress theories (Hansen & Hill, 1964; Hill, 1971; 

Holmes & Rahe, 1967) conceive of grief as only one type of 

life-event stressor. Life stressors such as grief create 

physiologic, emotional, and social reactions which, in turn, 

can contribute to negative health consequences. The 

consequences of life stressors like grief are not considered 

uniform and can be modified by many variables. Holmes and 

Rahe (1967) developed a quantitative assessment tool for 

measuring the relative stress imposed by various types of 

life events. Change in health of a family member ranked 

11th on their scale. Death of a close family member ranked 

5th, and death of a spouse ranked 1st. They did not rank 

death of a child. Family stress theory as developed by Hill 

(1971) represents a more complex stress model. According to 

Hill's model, following initiation of a stressor event such 

as chronic illness, a family may go into a period of crisis. 

Eventually, depending on vulnerability and resources, the 

family reorganizes during a period of recovery and reaches a 

new level of organization above, below, or equal to the one 
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experienced before the stressor event. Hill focused on 

three variables in his model: the stressor (A), the 

resources and strengths of the family (B), and the meaning 

attached by family members, individually and collectively, 

to the stressor event (C). It is the interplay of A, B, and 

C that determines the crisis and stress experienced (X). 

Hill's conceptualization has, thus, been called the ABC-X 

model. Boss specifically drew from Hill's family stress 

model in her development of the ambiguous loss and boundary 

ambiguity constructs (Boss, 1985). Ambiguous loss 

circumstances are included under Hill's nature of the, 

stressor component (A), and the perceptual variable of 

boundary ambiguity is included under Hill's family 

perception component (C). 

Recently, Klass and Marwit (1988-89) have suggested 

parental grief is not adequately explained via traditional 

theoretical models of grief. They have proposed a model of 

parental grief that combines elements of psychoanalytic, 

interpersonal, and stress theories. Klass and Marwit state 

loss of a child not only represents the loss of interactive 

regulators as in all deaths but also loss as a challenge to 

parental competence and as narcissistic injury. Thus, loss 

of a child creates disequilibrium in the social environment 

and the ongoing relationship with the inner representation 

of the child in the parent's life. Resolution of grief 

involves finding new equilibria, and the profound grief 
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observed as parents try to reach this is understood as a 

continuation of the complex dynamics whereby attachment to 

the child was first created and developed. 

Overview of Grief in Adults 

There is limited research available, including 

virtually no large-scale studies, regarding the focus of 

this investigation, the adult anticipatory grief process 

(Osterweis et al., 1984). Anticipatory grief over potential 

loss of a child is particularly underresearched. The 

majority of research has focused on the grief process as it 

occurs in adults after the death of a loved one, usually a 

spouse. As the majority of germinal research has this post-

death focus, such literature will be reviewed as relevant 

background for later discussion of anticipatory grief in 

situations of serious chronic illness. Issues particular to 

grieving a child rather than an adult will also be discussed 

in a separate section. 

Lindemann's (1944) classic study of acute grief in 

survivors of those who perished in the Coconut Grove fire is 

generally recognized as the first systematic investigation 

of grief (Osterweis et al., 1984). Lindemann described what 

he thought to be a predictable course and symptomatology of 

normal and morbid grief reactions. He conceived of normal 

grief as a syndrome consisting of somatic distress, 

preoccupation with the deceased, guilt, hostile reactions, 

and loss of patterns of conduct. He described the process 
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as "grief work" (Lindemann, 1944, p. 143) in which the 

bereaved gradually gained "emancipation from the bondage to 

the deceased, readjustment to the environment in which the 

deceased is missing, and the formation of new relationships" 

(p. 143). 

Since the time of Lindemann's work, numerous 

researchers have sought to corroborate, elaborate, and 

schematize the grief process in adults (Osterweis et al., 

1984). Until recent years the tendency has been to divide 

the grief process into successive stages through which the 

bereaved individual is thought to progress. Kubler-Ross 

(1969), as a corollary to her work on grief reactions in 

dying individuals, briefly identified five stages of 

survivors' adjustment to death of a loved one, including 

denial, anger, guilt, prepatory grief, and final farewell. 

Others have proposed similar stage conceptualizations 

(Kavanaugh, 1972; Parkes, 1970). Some researchers still 

operate from a stage theory conceptualization (Clayton, 

1990). However, others such as Bugen (1979) have criticized 

stage theories because: (1) the stages are not, in reality, 

separate entities but subsume each other or blend 

dynamically; (2) stages are not necessarily successive; (3) 

it is not mandatory to experience every stage; (4) 

differences in intensity and duration of stages vary 

idiosyncratically among individuals; and (5) little 

empirical evidence has been offered to substantiate stage 
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theories. Others (Osterweis et al., 1984; Wortman & Silver, 

1989) believe use of the term stages may result in 

inappropriate behavior toward those grieving, including 

critical judgments of where they ought to be in the grief 

process. Given such concerns, many conceptualizations of the 

grief process now focus not on stages but on dimensions of 

loss believed to contribute to grief or on tasks related to 

the grief process (Bugen, 1979; Worden, 1982). 

Changes Seen During the Adult Grief Process 

Despite current emphasis on individual differences in 

the grief process in adults, there is also recognition by 

researchers of frequently seen changes in emotions, 

cognition, behavior, physical well-being, and interpersonal 

or social relations in grieving adults (Cook & Oltjenbruns, 

1989; Osterweis et al., 1984). Again, most research focuses 

upon changes in individuals who are grieving post-death of a 

loved one, typically a spouse. 

Emotionally and cognitively, the most frequently seen 

initial responses in an individual following death of a 

loved one are shock, disbelief, numbness, and possible 

cognitive confusion or disorientation (Malinak, Hoyt, & 

Patterson, 1979; Osterweis et al., 1984). Numbness often 

gives way to painful feelings of separation and to searching 

behaviors (i.e., looking for the lost loved one) in the 

first few months following the death (Osterweis et al., 

1984; Raphael, 1977). Eventually, searching is abandoned, 



14 

leading to despair (Averill, 1968), at which time 

depression, anger, anxiety, and guilt are common. Such 

symptoms are characteristic of many grieving individuals for 

several months to over a year post-death of the loved one 

(Clayton, 1990; Osterweis et al., 1984). 

Behaviorally, particularly early in the grief process, 

the bereaved individual may appear agitated, slowed down, 

tearful, or hostile. He or she may lack interest in and 

withdraw from usual activities. Potentially harmful 

behaviors such as smoking or drinking may appear or increase 

(Osterweis et al., 1984). Parkes and Weiss (1983) suggest 

risk-taking behaviors, such as substance abuse or reckless 

driving, may be defensive patterns in which the grieving 

individual acts out his or her loss indirectly. Such self-

destructive behaviors, though not obviously suicidal, can 

serve the same purpose. 

Physically, the bereaved individual may have multiple 

bodily complaints, especially during acute grief. Based on 

the cultural norms and coping style of the particular 

person, he or she may express grief more through physical 

symptoms than through psychological ones (Barsky & Klerman, 

1983). Some grieving persons may even feel they experience 

symptoms of the same illness which caused the death of their 

loved one (Zisook, Devaul, & Click, 1982). 

Interpersonally, the bereaved individual often 

experiences changes in self or others' perceptions 
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associated with the role of griever. Such changes in 

perception are significantly influenced by factors such as 

type of relationship lost, nature of the death, and 

character traits of the bereaved individual, but it is not 

uncommon for the affected individual to experience 

significant shifts in social networks and to feel social 

isolation and loneliness long after the loss event 

(Osterweis et al., 1984). 

The emotional, cognitive, behavioral, physical, and 

interpersonal symptoms seen during the grief process 

demonstrate the massive personal energy being used to deal 

with the loss and to reorganize patterns of living (Cook & 

Oltjenbruns, 1989). Although some grief may always remain 

and periodically surge at key moments such as anniversary 

dates (Osterweis et al., 1984; Wortman & Silver, 1989), 

symptoms of grief are generally thought to decrease and fade 

as the grieving individual begins to reorganize his or her 

life, replacing former internalized roles and images that 

included the deceased with new ones (Jacobs & Ostfeld, 

1980). 

Negative Outcomes in Adult Grief 

Although symptoms of grief tend to decrease as the 

individual begins to reorganize his or her life, grief can 

be associated with a variety of negative life consequences, 

either time-limited or long-lasting. The majority of 

research studies that examine negative outcomes associated 
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with grief attempt to measure some aspect(s) of physical or 

psychological functioning as the chosen indicators of 

outcome. 

Physically, it has been hypothesized that grief 

predisposes people to medical illness, aggravates existing 

illnesses, precipitates death, and causes increased use of 

health services (Osterweis et al., 1984). However, few 

definitive trends can be found. Widowed men, especially 

those who are older or do not remarry, may be at increased 

risk of mortality due to physical illness following death of 

their spouse, but there is no clear evidence of this effect 

in women (Osterweis et al., 1984). Findings also suggest 

physical health status may be more a function of pre-

bereavement health than of grief itself (Mor, McHorney, & 

Sherwood, 1986). However, grief may be a contributing 

factor to certain diseases in individuals predisposed due to 

genetic make-up, physiological responsiveness, or pre-

existing psychological vulnerability (Reich, De Silva, 

Lown, & Murawski, 1981; Rogers & Reich, 1988). There 

appears to be a relationship between grief and impaired 

immune functioning (Schleifer, Keller, Camerino, Thornton, & 

Stein, 1983), but studies have yet to directly link this 

relationship with actual adverse health outcomes. Most 

studies in the United States show no significant increase in 

health care utilization by grieving individuals, although it 

has been suggested method of payment (self versus prepaid 
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health plan) exerts a powerful influence on whether or not 

grieving individuals seek medical consultation (Osterweis et 

al., 1984). 

Psychologically, it is often stated grieving 

individuals are at risk for increased psychiatric morbidity, 

including higher rates of symptoms sufficient for 

diagnosable psychiatric disorders, increased consumption of 

drugs and alcohol, and escalated use of psychiatric services 

(Osterweis et al., 1984). It is frequently true that 

distress, mood swings, and depressive-like symptoms are part 

of emotional life for the bereaved during at least the first 

year post-loss (Clayton, 1990, Zisook & Shuchter, 1991). 

However, there is debate regarding whether grieving 

individuals meet criteria for actual psychiatric illness. 

Osterweis et al. (1984) indicate a consensus among 

researchers that most grieving individuals are obviously 

distressed but not ill. The Diagnostic and Statistical 

Manual of Mental Disorders (DSM-III-R) of the American 

Psychiatric Association (1987) offers support for this view 

through its diagnosis of uncomplicated bereavement in which 

a depression-like syndrome is normal for three months post-

loss. In addition, the DSM-III-R does not have a diagnostic 

listing for complicated bereavement. However, Zisook and 

Shuchter (1991) suggest a significant minority of recently 

bereaved individuals (in their study, 23% at seven months 

and 16% at 13 months) do qualify for a psychiatric diagnosis 
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of Major Depressive Episode. In terms of psychiatric help, 

grieving persons seldom seek such care (Osterweis et al., 

1984), and Clayton (1990) reports approximately 85% of 

adults in the early period of grief improve without any 

intervention. There is also evidence that professionals 

such as counselors tend to see bereavement as more negative 

in impact than do bereaved individuals (widows) themselves 

(Conway, Hayslip, & Tandy, 1991). Clayton (1990) reports 

the most striking contrast between grievers and non-grieving 

controls is increased use of alcohol, tranquilizers, and 

hypnotics by grievers, and she believes this is the essence 

of psychiatric morbidity in the grief process. One of the 

best predictors of chronic depression and other emotional 

problems in a grieving individual appears to be poor mental 

health before the loss (Clayton, 1990? Jacobs and Kim, 1990; 

McHorney & Mor, 1988; Zisook & Shuchter, 1991). When not 

predisposed to emotional problems, most grieving individuals 

are functioning adequately by one to two years post-ioss 

(Clayton, 1990). 

Variables Affecting Grief and Outcomes 

Although it has been said that grief is grief 

(Bornstein, Clayton, Halikas, Maurice, & Robins, 1973), 

today's strong emphasis upon grief as an individually 

mediated experience suggests there may be no such entity as 

objective grief (Wortman & Silver, 1989). Research reveals 

significant variability across grievers, related to multiple 
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and interacting factors which affect the grief process and 

physical or psychological outcomes associated with it 

(Osterweis et al., 1984). 

Different authors have grouped these variables 

influencing grief into slightly different classification 

schemes (Cook & Oltjenbruns, 1989; Osterweis et al., 1984; 

Sanders, 1988), but such classifications typically include 

variables related to the grieving individual, the family and 

family relationships, and the nature of the loss event 

itself. 

Variables Related to the Individual 

Major individual variables related to grief include age 

of the griever, gender, socioeconomic and cultural status, 

personality characteristics, coping style and abilities, 

prior physical and mental health, social support, caregiver 

strain, role strain, bereavement overload, and concurrent 

crises. 

Age of ariever. Research findings sometimes suggest 

grief reactions are less severe and prolonged in older than 

in younger adults (Osterweis et al., 1984; Parkes, 1986; 

Zisook & Schuchter, 1991), but the issue of age, like all 

other variables related to grief, is complex. People of 

different ages may actually experience the grief process not 

more or less than one another but differently (Raphael, 

1980; Sanders, 1979-80). 
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Gender of ariever. Research results vary based on the 

outcome dimension measured (Osterweis et al., 1984). Men 

seem to fare much worse than women in increased mortality 

(Bowling, 1989-90; Helsing & Szklo, 1981), while women fare 

worse in health problems, at least early in the grief 

process (Osterweis et al., 1984). Women may also exhibit 

more signs of emotional disturbance during the first year 

post-loss but tend to show better return than men to levels 

of adjustment equivalent to peers over a period of 2 to 4 

years (Glick, Weiss, & Parkes, 1974). Gender has not been 

shown to predict long-term outcome in depressive grief 

reactions (Clayton, 1990). 

Socioeconomic and cultural status of griever. It has 

been said the negative impact often associated with 

widow(er)hood derives more from changes in income than from 

changes in mental status (Harvey & Barr, 1974). Being 

widowed is associated with a significant reduction in family 

income for both sexes (McCrae & Costa, 1990), and low 

socioeconomic status has been related to poor adjustment and 

low self-reports of health in the widowed (Sheldon et al., 

1981). Likewise, financial strains imposed by medical 

treatment for chronic illness are prohibitive and may cause 

families to experience such factors as reduction of income 

and benefits, downgrading of housing, and decreased 

opportunities for their children. Such changes can create 
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significant losses relevant to the anticipatory grief 

process (Lubkin, 1986). 

Cultural heritage helps define acceptable behavior and 

expressions of grief surrounding a loss (Cook & Oltjenbruns, 

1989), such as level of culturally approved somatization 

(Katon, Kleinman, & Rosen, 1982). First generation 

immigrants may face a particularly difficult grief process, 

as they are cut off from traditional cultural resources for 

coping but have not yet assimilated to mainstream grief 

practices (Osterweis et al., 1984). 

Personality characteristics. Personality factors 

influence every aspect of the grief experience (Osterweis et 

al., 1984). People who are especially vulnerable to 

difficulty post-loss have been found, among other 

characteristics, to have latent images of themselves as 

incompetent, bad, or hurtful (Horowitz, Wilner, Marmar, & 

Krupnick, 1980); to be anxious, worried, and apprehensive 

(Vachon et al., 1982); and to have lower self-esteem than 

more successful grievers, both pre- and 

post-loss (Lund, 1985-86). 

Coping style and abilities. More problem-focused and 

less emotion-focused coping with grief may have direct 

effects on reducing psychosocial health dysfunction (Gass & 

Chang, 1989). In addition, early bereavement stress may be 

reduced by self-perceived ability to cope and by use of 

positive self-evaluations (Johnson, Lund, & Dimond, 1986). 



22 

Wortman and Silver (1989) have criticized traditional 

assumptions about coping with loss, calling these myths of 

coping. They specifically criticize notions that to 

successfully navigate loss, the griever must be distressed, 

work through his or her grief, and find resolution- They 

state normal grieving does not unfold in one particular way, 

because it is a highly subjective, idiosyncratic process. 

Pearlin, Mullan, Semple, and Skaff (1990) caution that 

coping is a multi-dimensional variable with three possible 

functions: management of the situation which creates the 

stress; management of the meaning of the situation so that 

threat is decreased; and management of the stress symptoms 

themselves. They also state efficacy of coping can only be 

appraised by analyzing its mediating effects at various 

points in the stress process. 

Prior physical and mental health. Persons with greater 

use of health services prior to loss are most likely to 

experience poor health outcomes post-loss (Murrell, 

Himmelfarb, & Phifer, 1988; Mor, McHorney, & Sherwood, 

1986). Also, individuals with impaired grief reactions may 

statistically be more likely to have a psychiatric history 

pre-loss (Swenson & Dimsdale, 1989) .. 

Social support. Lack of social support has been 

associated with poor health during the first year post-loss 

(Raphael, 1983), continuing long-term psychological distress 

(Vachon et al., 1982), and increased strain in adjusting to 
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widowed life (Bankoff, 1986). Lack of social support is one 

of the most common variables associated with impaired grief 

reactions in the loss literature (Osterweis et al., 1984). 

However, it also represents a more complex, multidimensional 

process than originally understood (Vachon & Stylianos, 

1988). Researchers now distinguish between positive and 

negative social ties, noting negative ties predict stress 

following loss (Finch, Okun, Barrera, Zautra, & Reich, 

1989); emphasize the importance of goodness-of-fit between 

the individual griever and available social support (Vachon 

& Stylianos, 1988); and differentiate social support from 

social network or companionship (Pearlin et al., 1990). 

Caregiver strain, role strain, bereavement overload, 

and concurrent crises. Individuals who care for a 

chronically ill loved one frequently experience caregiver 

strain related to the patient's heightened needs and 

demands, to the restructured relationship between patient 

and caregiver, and to the intrapsychic stress of such 

changes (Canter, 1983; Poulshock & Deimling, 1984). They 

may also experience role strain caused by combined demands 

of daily life and the caregiving situation (Pearlin et al., 

1990). Those who report more caregiving strain and role 

strain pre-death of their loved one assess the grief process 

post-death as more difficult (Norris & Murrell, 1987). 

Bereavement overload occurs when an individual 

experiences a high number of perceived significant losses in 
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a short period of time (Kastenbaum, 1977). Concurrent 

crises such as job loss, divorce, health problems, or 

financial reversals can also occur. Such crises may result 

directly from the strain of caregiving or independent of it. 

Regardless, when concurrent crises occur or multiple losses 

build to bereavement overload at a time when a person is 

already experiencing the grief process, adaptive resources 

can be stretched to a minimum. Such persons are at greater 

risk for poor outcomes than those not so afflicted (Sanders, 

1988) . 

Variables Related to the Family 

Major family variables related to grief include 

developmental stage of the family life cycle, prior family 

history of loss, type of lost family relationship, quality 

of the lost relationship, family resources, family 

perception of the loss event, and dissynchrony of grief and 

discrepant coping styles. 

Developmental stage of the family life cvcle. Families 

are believed to move through various phases during the life 

cycle (e.g., joining through marriage, having and launching 

children, and adapting to later life) (Carter & McGoldrick, 

1988). Each developmental phase has tasks and expected 

changes associated with it. The serious illness of a family 

member, for example, may be normatively expected, as when 

the stricken member reaches old age after a full life span, 

but illness can also be out of phase, such as in a child or 
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younger spouse. In these cases, the family life cycle may 

be severely altered. Thus, the impact of grief and its 

outcomes may vary depending upon the fit of the loss with 

the family's life cycle phase and its developmental 

imperatives (Rolland, 1991). 

Prior family history of loss. Prior experiences with 

threatened loss, disability, death, and living with 

ambiguity may impact how successfully the family deals with 

current grief. A history of traumatic, unexpected, or 

unresolved loss may especially create problems for the 

family when confronted with present loss (Rolland, 1991). 

Type of family relationship. Loss of a spouse is 

considered one of life's most stressful events (Holmes & 

Rahe, 1967) and is associated with multiple possibilities 

for psychological and physical distress (Osterweis et al., 

1984). In contrast, adult loss of a parent is frequently 

shown to engender lower levels of bereavement intensity, 

purportedly because adult children have their own separate 

worlds around which to structure life (Sanders, 1979-80). 

However, for some, death of a parent can be a very serious 

life event with significant symptomatic distress (Horowitz 

et al., 1981), especially in association with prior losses 

throughout life, including childhood (Osterweis et al., 

1984). 

Quality of relationship with the ill or deceased. 

Someone who has a peripheral role in a person's life is less 
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likely to trigger an intense grief reaction than one who has 

a central role (Bugen, 1979; Ruben, 1985). Grief may also 

be more intense if the ill or deceased person is perceived 

by the griever as similar to himself or herself (Cook & 

Oltjenbruns, 1989). Relationships characterized premorbidly 

by ambivalence and dependency may create problems for the 

griever, including impaired grief and depression, once the 

relationship is changed by illness or death (Raphael, 1983). 

Family resources. Family resources include strengths 

within the family and support available outside the family 

(Cook & Oltjenbruns, 1989). Family strengths often 

mentioned as positive influences on grief and its outcomes 

include family cohesion and differentiation, flexibility, 

and open communication (Walsh & McGoldrick, 1991). External 

support refers to extended family and other social or 

economic resources such as support groups, community 

programs, and financial aid services. All have been found 

to buffer the stress of loss (Anderson, 1982; Kessler, 

Price, & Wortman, 1985; Walsh & McGoldrick, 1991). 

Family perception of the Loss event. This perceptual 

element has been called the family's construction of reality 

(Reiss, 1981). Perception of a loss event is influenced by 

the family's beliefs and values. Orientation toward such 

factors as religion (Pratt, Schmal, Wright, & Cleland, 

1985), locus of control (Rolland, 1987b), and optimism 

(Venters, 1981) can strongly influence how the family 
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grieves and adjusts to loss. Boss's construct of boundary 

ambiguity, a focus of this investigation, is yet another 

family perception variable and will be discussed further in 

a later section. 

Dissvnchronv of grief and discrepant coping styles. As 

each individual's grief is ultimately unigue, family members 

may be out of synchrony with one another in their 

experiences of grief and styles of coping. These 

differences can create significant stress and unwelcome 

changes in family relationships during the time of loss 

(Cook & Oltjenbruns, 1989), contributing to the creation of 

secondary losses (i.e., losses that develop as a consequence 

of the primary loss) (Rando, 1984). 

Variables Related to the Nature of the Loss Event 

Important variables related to grief which involve the 

nature of the loss event include preventability of loss; 

type of loss; and anticipation of loss, opportunity to 

grieve, and anticipatory grief. 

Preventability of loss. According to Bugen (1979), if 

a griever feels he or she could have done something to avoid 

a loss, increased guilt post-loss occurs. Although little 

studied, Kirshling (1989) has found preliminary supportive 

evidence for this in widows. 

Type of Loss. Suicide, homicide, or other unsanctioned 

losses have been thought to present special problems for 

grievers, including lowered social support. However, recent 



28 

evidence suggests, despite possible differences in short-

term experience, the long term grief process (2 years post-

death) may be generally similar in different types of loss 

such as death from suicide, homicide, accidents, and natural 

causes (Range & Calhoun, 1990). 

Anticipation of loss, opportunity to grieve, and 

anticipatory grief. A common premise of post-death grief 

research is that sudden, unexpected losses are more 

traumatic than anticipated ones, because grievers have no 

opportunity to prepare themselves for such losses. 

Anticipated losses theoretically allow for such preparation, 

and thus, some degree of reduction in impact of the loss, 

especially in severity of post-death grief and negative 

outcomes associated with it (Sweeting & Gilhooly, 1990). 

Anticipation of loss, opportunity to grieve, and 

anticipatory grief are often treated as if they are 

synonymous, although they are not. Anticipation of loss does 

not insure opportunity to grieve, nor does it guarantee the 

individual will engage in anticipatory grief (Fulton & 

Gottesman, 1980). Nonetheless, it is typically assumed in 

the research that individuals anticipating loss have the 

opportunity to grieve and do so. Regarding life-threatening 

or terminal chronic illnesses, the anticipatory grief 

construct implies loved ones of the patient, because the 

illness teaches them to expect losses, experience anxiety 

triggered by awareness of these potential loss(es), 
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including death. Due to their anxiety and because chronic 

illness often provides an extended time period before death, 

loved ones rehearse for loss(es) by experiencing a process 

like normal post-death grief, although the patient still 

lives. A review of research pertinent to anticipatory grief 

follows. 

Anticipatory Grief 

Empirical Research 

Early quasi-experimental studies, conducted largely 

with mothers of terminally ill cancer patients, offered 

descriptive support for the construct of anticipatory grief, 

consistently indicating a stage-like adaptation process 

through which mothers progressed pre-death of their children 

(Fulton & Gottesman, 1980; Sweeting & Gilhooly, 1990). If 

results of the studies (Binger et al., 1969; Bozeman, 

Orbach, & Sutherland, 1955; Chodoff, Friedman, & Hamburg, 

1964; Friedman, Chodoff, Mason, & Hamburg, 1963; Knudson & 

Natterson, 1960; Natterson & Knudson, 1960; Richmond & 

Waisman, 1955) are merged, this process consisted roughly of 

initial shock and denial; followed by anger, guilt, 

depression, and separation anxiety; then by intellectual but 

not emotional acceptance, with episodic resurgence of hope 

during remissions and efforts still made to prolong life; 

and, finally, by emotional detachment from the ill child and 

calm acceptance of impending death. In this last phase, 

mothers frequently developed an interest in other children 
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in the hospital besides their own and directed care efforts 

toward them as well. 

Although vague allusions can still be found in the 

literature to the so-called stages of anticipatory grief, 

recent studies have demonstrated little interest in stage 

views. This may mirror concern previously noted in the 

post-death grief literature regarding limitations of stage 

models and also reflect current preoccupation with 

individual differences in the grief process. Since the 

1970s, anticipatory grief research has focused largely on 

its hypothesized effects on post-death grief outcomes. 

There has been no organized study of possible effects of 

anticipatory grief on the griever during the pre-death 

period, the time during which anticipatory grief actually 

occurs. 

Lindemann (1944), who originated the term anticipatory 

grief, speculated it could have both positive and negative 

effects on the griever post-death of the loved one. In 

contrast, later discussions of the construct have tended to 

assume it is protective in nature, leading to less grief and 

better adjustment when death actually occurs. Results of 

empirical research, however, are mixed (Sweeting & Gilhooly, 

1990). Most studies have retrospectively examined survivors 

(usually widows) of terminally ill patients, making the 

questionable retroactive assumption that such survivors 

experienced anticipatory grief since they had forewarning of 
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loss. Even attempts to actually measure anticipatory grief 

have usually been retrospective and indirect (i.e., physical 

and psychological features associated with grief). 

Survivors of sudden death loss are typically used as a 

comparison group. 

Some studies have found no significant differences 

between grievers (widows) in intensity of grief reactions to 

sudden death versus chronic illness death (Bowling & 

Cartwright, 1982; Clayton, Halikas, Maurice, & Robins, 1973; 

Gerber, Rusalem, Hannon, Battin, & Arkin, 1975; Hill, 

Thompson, & Gallagher, 1988; Sanders, 1979-80), with length 

of illness, awareness of fatal diagnosis, or expectation of 

death having no attenuating effect on post-death grief 

intensity. Others have found no difference in post-death 

grief intensity between older and younger widow(er)s, 

despite belief that death of an older spouse should be more 

anticipated (Jacobs et al., 1986). However, other 

investigators (Ball, 1977; Lundlin, 1984; Parkes & Weiss, 

1983) have found long-term differences between widow(er)s 

and other family members surviving anticipated versus sudden 

death loss of an adult loved one, with survivors of sudden 

loss showing poorer recovery as long as 4-8 years post-loss. 

In a rare study examining older adults both pre- and 

post-death of a loved one (spouse, parent, or friend), 

Norris and Murrell (1987) found anticipation of death did 

little to lessen psychological distress after death. Death 
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of a loved one had a strong effect on psychological 

distress, independent of pre-loss distress levels in the 

griever and despite improved physical health seen in some 

subjects when strains of dealing with a chronically ill 

loved one were lifted. One of Norris and Murrell's most 

striking findings was that stressed caregivers who did not 

experience death of their loved one by the end of the study 

showed additional declines in physical health. Although 

noting they had measured only forewarning of loss and not 

anticipatory grief, Norris and Murrell (1987) argued their 

findings did more to dispute than to support the notion that 

anticipatory grief has adaptational benefits. This 

corresponds to findings by Sanders (1982) who noted 

survivors of long-term chronic illness deaths exhibited 

greater sense of isolation, rumination, loss of vigor, and 

decreased emotional control post-death of their loved one 

than survivors of short-term chronic deaths. Sanders 

speculated that demands of caregiving resulted in diminished 

energy for previous levels of social contact. By time death 

occurred in long-term chronic illness situations, friends 

and relatives had tended to drift away. Such findings 

suggest stresses associated with chronic illness of a loved 

one may offset possible gains of anticipatory grief (Siegel 

& Weinstein, 1983). 

There, is only one known study in which anticipatory 

grief in a situation of serious chronic illness has been 
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measured both directly (i.e., via an anticipatory grief 

instrument) and pre-death (Miller, Dworkin, Ward, & Barone, 

1990). Unfortunately, the study has limited application to 

this investigation, as it explored serious chronic mental 

illness, in which family losses did not typically culminate 

in eventual death of the patient. The investigators created 

an anticipatory grief instrument via modification of the 

Texas Revised Inventory of Grief (a post-death grief 

instrument). Results indicated that although a high 

percentage of family members cited grief-related symptoms 

(e.g., sleep disturbance, trouble maintaining normal 

activities) at onset of their relative's illness, grief 

reactions were significantly more severe later in the 

illness (2-5 year median range of illness). Miller et al. 

(1990) suggested this may reflect difficulty of grieving in 

situations other than death. Ongoing circumstances of loss 

with no end may contribute specifically to problems in 

resolution of grief, because families tend to hold out hope 

that the ill relative will eventually be cured, thereby 

detouring the grief process. They also suggested, given the 

often progressive nature of serious chronic mental illness, 

that family members experience more losses over time. Such 

families may not appreciate the scope of their loss(es) 

until enough time has passed to truly experience the 

multiple deleterious effects of the illness on their lives, 

thus leading to increased grief. 
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Criticisms of Anticipatory Grief 

While agreeing that a person's knowledge of serious 

illness in a loved one will result in emotional changes, 

some critics question whether these changes are similar 

enough to post-death grief to merit being called 

anticipatory grief (Bourke, 1984; Sweeting & Gilhooly, 

1990). Aldrich (1974) has argued that anticipatory grief 

differs from conventional grief in several important ways, 

including: (1) it is typically experienced by both patient 

and family; (2) it cannot be prolonged indefinitely as death 

does eventually occur; (3) it should theoretically increase 

rather than diminish with time; (4) it can be more easily 

denied than conventional grief, especially if the situation 

of the illness is unclear or ambiguous; and (5) unlike 

conventional grief, it can include a period(s) of 

hopefulness. Others (Bourke; 1984; Parkes, 1975) 

particularly concur that anticipatory grief is more easily 

postponed and denied, since hope can remain as long as the 

patient still lives. 

Other criticisms point to contradictory results in 

anticipatory grief research and resulting difficulty drawing 

conclusions about the construct. Conflicting findings are 

partly due to a variety of problems with the research itself 

(Fulton & Gottesman, 1980; Sweeting & Gilhooly, 1990), 

including poor operational definitions, indirect and 

retrospective measurement, failure to study individual 
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differences, and a host of other methodological 

shortcomings. Of particular note is the criticism of 

indirect measurement. As observed, a review of the 

literature reveals a single study in which anticipatory 

grief was directly measured pre-death of the loved one. It 

has been suggested by Theut et al. (1991) that one reason 

for indirect measurement is lack of inventories specifically 

designed for anticipatory grief. Both Theut et al. (1991) 

and Miller et al. (1990) have recently developed 

anticipatory grief scales toward ameliorating this problem. 

Some critics like Fulton and Gottesman (1980) have 

suggested traditional views of anticipatory grief are based 

on simplistic notions that fail to adequately include socio-

psychological and socio-cultural aspects of the phenomenon. 

They argue against traditional assumptions that persons in a 

particular state of loss experience comparable amounts of 

grief and that once grief is initiated, it decreases in a 

continuous and irreversible course toward resolution. Such 

assumptions lead to potentially erroneous conclusions that 

in loss situations involving forewarning of death, 

anticipatory grief will follow and allow the survivor to 

complete his or her grief sooner than otherwise. 

Fulton and Gottesman (1980) have proposed a much more 

complex psychosocial model of anticipatory grief, involving 

three levels of analysis: psychological, interpersonal, and 

socio-cultural. This type of model attempts to account for 
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variability in anticipatory grief reactions, much like the 

individual, family, and nature of loss event variables 

previously mentioned have been studied as influences on 

post-death grief reactions. Those who support psychosocial 

models of anticipatory grief believe these complex frames 

are needed because the simple presence of anticipatory grief 

and the length of time it occurs do not alone determine its 

effects. Such determination is also influenced by factors 

like the conditions triggering grief and the manner in which 

the situation is experienced by those involved (Fulton & 

Gottesman, 1980). Thus, psychosocial models show great 

potential for identifying and exploring multiple sources of 

positive and negative influence in the phenomenon of 

anticipatory grief. 

Rolland (1984, 1987a, 1987b, 1988, 1989, 1990, 1991) 

has developed one such psychosocial model called the Family 

Systems-Illness Model. It is a psychosocial model for 

chronic illness, but as Rolland has demonstrated (1988, 

1991), it has specific application to the issue of 

anticipatory grief in chronic illness situations. As will 

be seen, this model interfaces with the work of Boss on 

ambiguous loss and boundary ambiguity and will provide an 

organizational psychosocial grid for the relationship 

between chronic illness and anticipatory grief in this 

investigation. A description of Rolland's model follows. 
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Family Systems-Illness Model 

The Family Systems-Illness Model has three separate 

dimensions. These are: (1) psychosocial types of 

illnesses, (2) major phases in the natural history of an 

illness, and (3) key family systems variables (Rolland, 

1991) . 

Psychosocial Types of Illnesses 

Rolland (1988) notes significant differences in types 

and characteristics of chronic illnesses have created 

frustrating problems for investigators attempting to study 

them and their impact on family members. Social scientists 

have, thus, tended to seek truths about chronic illnesses 

either by adopting a narrow, specific disease format based 

on medical model criteria or by addressing illness in a 

general, quasi-metaphorical sense. This approach of 

extremes contributes to findings being over or 

undergeneralized. Rolland (1988) also argues that the 

biological nosology often chosen by researchers does not 

provide a suitable link between the biological and 

psychosocial worlds and is of limited usefulness in 

clarifying the relationship between illness and issues 

(e.g., anticipatory grief) facing affected family members. 

Rolland classifies psychosocial types of illnesses according 

to characteristics of onset, course, outcome, incapaci-

tation, and predictability. 
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Illnesses can be divided according to acute and gradual 

onset. For this investigation, illnesses can have either 

acute or gradual onset. Acute onset illnesses have sudden 

clinical presentation although arguably a long period of 

biological change leading to the marker event. Gradual 

onset illnesses show symptom presentation over time without 

a single, sudden, clinical marker event. The diagnosis, if 

one is known, provides an arbitrary confirmation point after 

clinical symptoms have already begun (Rolland, 1988). 

Illnesses can have a progressive, constant, or 

episodic-relapsing course. Progressive illnesses will be 

selected for this investigation, meaning they are generally 

or continually symptomatic and increase in severity over 

time (Rolland, 1988). 

Illnesses vary according to whether they have a fatal, 

nonfatal. or life-threatening outcome. Only fatal and life-

threatening illnesses will be selected for this project. 

Fatal illnesses are known to lead to death of the patient, 

while life-threatening ones have significant potential for 

death (Rolland, 1988). 

Illnesses range from no incapacitation to total 

incapacitation and can involve incapacitation on one or 

several dimensions (physical, cognitive, psychological, 

disfigurement, interpersonal acceptability). Although 

incapacitation represents a complex variable, Rolland (1988) 

suggests, per the work of Viney and Westbrook (1981), that 
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it may be presence versus absence of any significant 

incapacitation which is relevant to a first attempt at 

constructing a psychosocial typology of illness. For 

inclusion in this study, illnesses must be incapacitating. 

This means they significantly restrict the patient's ability 

to function in daily life tasks, interpersonally, or at work 

or school. Such restriction occurs via impairment of 

physical and, possibly, cognitive or psychological abilities 

(Rolland, 1988). 

Overlaying and influencing the psychosocial attributes 

of onset, course, outcome, and incapacitation of an illness 

is the metacharacteristic of predictability. Illnesses vary 

in predictability of actual nature of onset, course, 

outcome, and incapacitation and of rate at which changes 

occur (Rolland, 1988). 

Time Phases of an Illness 

This dimension deals with changes in diseases over 

their course and the impact of these changes on family 

members. Time periods include crisis, chronic, and terminal 

phases. The crisis phase includes any symptomatic period 

prior to attempt at diagnosis as well as the initial period 

of family adjustment following diagnosis. The chronic phase 

may be short or long but is essentially the long haul or day 

to day living with chronic illness period. The terminal 

phase includes a preterminal period in which the 

inevitability of death becomes apparent and is the dominant 
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force in family life. Issues of loss and grief are of 

central focus. The terminal phase also includes the death 

event itself, resolution post-death of family grief and 

mourning, and eventual resumption of so-called normal family 

life (Rolland, 1988). For purposes of this investigation, 

illnesses in the chronic and preterminal time phases will be 

studied. 

Family Variables in an Illness 

This dimension includes various family perceptions or 

beliefs, values, skills, and resources which are thought to 

influence how successfully family members cope with and 

adapt to chronic illness. Examples include locus of control 

beliefs, notions of responsibility, coping skills, and 

support of the larger community (Rolland, 1988). Boss's 

perceptual variable of boundary ambiguity is also one such 

variable. 

Relationships Between Family Systems-Illness Model. 

Anticipatory Grief, and Ambiguous Loss 

Rolland (1988) notes the major difference among kinds 

of illness outcomes (fatal, nonfatal, life-threatening) is 

the extent to which the family experiences anticipatory 

grief and its pervasive effects on family life. With fatal 

diseases, the loss of control brought about for family 

members is severe, as the illness involves consequences of 

death and permanent loss of relationship. In such 

situations, there is an strong undercurrent of anticipatory 
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grief based on anticipated separation which Rolland believes 

permeates adaptation to the illness. These families are 

"often caught between a desire for intimacy and a pull to 

let go emotionally of the ill member" (Rolland, 1988, p. 

25). Life-threatening illnesses represent a more 

intermediate loss of control category, as death is 

definitely possible but less certain. An undercurrent of 

anticipatory grief is also thought to exist in these 

illnesses but to a lesser extent than in definitely fatal 

ones, as the threatened loss is not as clear. 

It is argued in this investigation, however, that 

during the chronic or long-haul phase of illness, there is 

little difference between anticipatory grief stimulated by 

life-threatening versus fatal illnesses. This is because 

the metacharacteristic of predictability of illness is 

especially relevant during the chronic or long-haul time 

phase. Rolland (1988) describes this phase as a time of 

"living in limbo" (p..32), when course, incapacitation, and 

outcome of illness are most ambiguous. That is, even though 

typical symptoms of the disease may be known, the manner, 

severity, time frame, and consistency with which they 

present is highly variable and idiosyncratic. Rolland 

states that maintaining a semblance of normal life under 

these conditions of heightened uncertainty is the key task 

for families during the chronic time phase. It may be 

extrapolated per the work of Rolland (1991), Boss (1985), 
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and others (Miller et al., 1990), that ambiguity of the 

long-haul phase can interfere with the anticipatory grief 

process. As will be seen, it appears family members, 

striving toward normalcy, are apt to deny potential loss 

during this very ambiguous period as a means of protecting 

themselves and maintaining hope (Boss, 1985). Thus, even 

fatal illnesses may well be viewed by family members in a 

less despairing life-threatening frame during this time 

phase, while hope is held out for a cure or for the loved 

one to somehow be different from others afflicted with his 

or her disease. By contrast, Rolland (1988) indicates the 

terminal phase of illness is a time of reduced ambiguity. 

There is no longer a question of if death will occur, 

although a specific when may not be precisely known. 

Extrapolating from Rolland (1988) and Boss (1985), since 

ambiguity is greatly reduced during this phase, family 

members should now be able to proceed with the grief 

process. Rolland states, in fact, that grief is the central 

focus for the family at this time (1988). 

Anticipatory Grief in Parents 

Consistent with the psychosocial approach suggested by 

Fulton and Gottesman (1980) and Rolland (1988) is an 

emphasis on family kinship position as an important 

influence on anticipatory grief. Although many of the 

variability factors impacting parental grief are similar to 

those already discussed for other losses (Osterweis et al., 
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1984), parent grief also seems to possess unique 

characteristics in its intensity, duration, and quality 

(Klass & Marwit, 1988-89; Rando, 1983; Sanders, 1979-80; 

Videka-Sherman, 1982). As is true throughout the grief 

literature, the majority of research on parental grief 

focuses on grief post-death of the child. Due to this, the 

following review will first examine findings pertinent to 

parental grief post-death of a child as a conceptual 

framework for findings relevant to parental anticipatory 

grief. 

Parental Grief Post-Death of a Child 

While the death of an older person is frequently seen 

as sad but developmentally appropriate and expected, the 

death of a child in today's western world is viewed as off-

time, inappropriate, and unjustified (Rolland, 1991). In 

fact, deaths of children between the ages of 1 and 14 

account for less than 5% of mortality figures in the United 

States (Osterweis et al., 1984). Due to the unexpected 

nature of childhood death, researchers often label death of 

a child the most traumatic type of loss for adult survivors 

(Sanders, 1979-80; Videka-Sherman, 1982). For parent 

survivors, in particular, the loss is considered 

devastating, given the intense attachment bonds between 

parent and child as well as narcissistic investment via 

hopes, dreams, and a sense of self operating through the 

child (Klass & Marwit, 1988-89; Osterweis et al., 1984). 
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Investigators comment particularly on the observed 

intensity of parental grief. Sanders (1979-80) noted 

parents she studied gave the appearance of "individuals who 

had just suffered a physical blow and which left them with 

no strength or will to fight, hence totally vulnerable" (p. 

317). Parents have been found to suffer greater somatic 

complaints, depression, guilt, self-punishment, and anger 

(Owen, Fulton, & Markusen, 1982-83; Sanders, 1979-80). 

There is evidence parents may grieve longer and with 

differing attenuation from that typically described. Roskin 

(1984) found bereaved parents indicated significantly less 

emotional health compared to controls 5 years post-loss, and 

others have found lower purposeormeaning in life (Florian, 

1990) and severe stress (Zisook & Lyons, 1988) observable 

years after the death. Rando (1983) obtained evidence that 

after lessening in intensity of parental grief during the 

second year post-loss, there may be an increase during the 

third year, suggesting that, at least episodically, parent 

grief may actually worsen over time. 

Sanders (1979-80) noted the term despair best described 

quality of the grieving experience in parents she observed. 

She reported death of a child, more than other deaths, 

leaves parents with a feeling of loss of control in their 

lives and the world. In her sample, the impossibility of 

surviving their child was foremost in parents' thoughts, and 

the question of why became obsessive to them. They appeared 
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to lack an explanation for putting the event in perspective. 

Parents may exhibit the highest frequency of complicated 

grieving among any survivor groups (Zisook & Lyons, 1988). 

Variables Affecting Parental Grief 

There is thought to be variation in the parental grief 

process, depending on many of the same factors previously 

discussed (i.e., individual, family, and nature of the loss 

event variables). To cite only a few, the impact of a 

child's death may vary depending on the child's age, the 

gender of the grieving parent, synchrony of parents' grief, 

and parental coping skills (Osterweis et al., 1984). 

Death at different ages of a child appear to involve 

different kinds of pain for parents (Osterweis et al., 

1984). For example, until recently the intensity of 

parental attachment to stillborn or miscarried babies was 

underestimated. This resulted in hidden or unsanctioned 

grief surrounded by a conspiracy of silence, often leading 

to complications in the grieving process (Best & VanDevere, 

1986; Osterweis et al., 1984). Frequently observed 

responses in such parents, especially mothers, include a 

sudden drop in self-esteem, loneliness, shame, and isolation 

(Kirkley-Best & Kellner, 1982; Osterweis et al., 1984; 

Stringham, Riley, & Ross, 1982). Parents grieving a 

perinatal death have similar problems (Smith and Borgers, 

1989-90). The death of an older child leaves parents with a 

larger store of memories to grieve as the child lived long 
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enough to have a well-formed personality and to join with 

the parents around a history of shared experiences 

(Osterweis et al., 1984). Death of an adult child can lead 

to survival guilt and insecurity in older parents who feel 

they have unnaturally outlived their offspring and potential 

caretaker (Osterweis et al., 1984). 

Mothers and fathers do not necessarily experience grief 

in similar fashion. Studies have suggested fathers tend to 

have a shorter grief period (Dyregrov & Matthiesen, 1987; 

Forrest, 1983); to grieve less intensely (Dyregrov & 

Matthiesen); to have less depression (Wilson, Fenton, 

Stevens, & Soule, 1982); to experience less state anxiety, 

bodily symptoms, and intrusive images or thoughts (Dyregrov 

& Matthiesen); and to keep busier following the loss 

(Mandell, McAnulty, & Reece, 1980). Recently, Hughes and 

Page-Lieberman (1989), in a study of fathers experiencing 

perinatal loss, found that intense personal grieving often 

diminished within one month of loss, but family 

disequilibrium continued for over a year. This suggests 

dissynchrony in addition to style differences between mother 

and father grief. However, Dyregrov and Matthiesen (1987) 

have also found high grief scores in one parent are 

associated with high scores in the other, implying some 

possibility of mutual influenceability of grief. 

Dissynchrony and style differences in mother and father 

grief may contribute to coping problems. Gilbert (1989) 
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found, post-death of a child, each parent had to deal not 

only with his or her own grief but also interactively with 

grief of the spouse. There were several high-conflict 

factors commonly seen in couples, including differences in 

meaning of the child, meaning of their individual grief 

experiences, views of themselves as a couple, and beliefs 

about appropriate grieving. Although episodes of conflict 

were often intense, most couples were able to reintroduce 

stability into the marital relationship. One of the most 

useful coping mechanisms was reframing of the spouse's 

behavior to make it more positive. Also, Videka-Sherman 

(1982) found parents who coped best (less depression) with 

death of a child both immediately post-loss and one year 

later tended to use more active, externally directed 

mechanisms such as altruism or replacement with a new role. 

Those who fared worse used more passive, internally directed 

mechanisms such as denial, escape, and preoccupation. 

Anticipatory Grief in Parents of Chronically 111 Children 

Aside from previously reported observational studies of 

parents with terminally ill children performed during the 

1950s and 1960s, there have been virtually no studies 

performed regarding the anticipatory grief process in 

parents who have a chronically ill child. McCollum and 

Gibson (1970), in an observational study of family 

adaptation to cystic fibrosis, did note the threat of this 

fatal illness stimulated in parents an acute, anticipatory 
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grief reaction. It paralleled those they had observed in 

parents of children with other potentially fatal illnesses 

(e.g., nephrosis, leukemia, lupus). This parental grief 

reaction first occurred during what McCollum and Gibson 

labeled the confrontational stage of illness, which is 

roughly equivalent to the crisis stage of Rolland's Family 

Systems-Illness Model (1988). The confrontational stage was 

initiated by confirmation of diagnosis and was centrally 

characterized by parental concern over potential loss of the 

child. 

After onset of this anticipatory grief process, 

McCollum and Gibson found parents passed through initial 

phases of grief (e.g., shock, denial, depression) similar to 

those found in parents of terminal cancer patients. 

However, unlike parents whose cancer-stricken children died 

relatively quickly, parents of children with cystic 

fibrosis, after the initial confrontation phase, had to 

enter a long-term adaptation period in which the illniess 

continued over a period of years before death. This long-

term adaptation period is parallel to Rolland's chronic 

phase of illness (1988). During this period, parents were 

faced with the ambiguous task of maintaining a relationship 

with a potentially dying child. The long-term adaptation 

period was characterized by parental pull between grief and 

denial of prognosis. This description parallels suggestions 

by Rolland (1988) and Boss (1991) that chronic phase illness 
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requires family members to maintain some semblance of normal 

family roles, tasks, and relationships under abnormal 

presence of heightened ambiguity. Boss (1985), like 

McCollum and Gibson, identifies denial as a primary coping 

mechanism of family members during this period. McCollum 

and Gibson (1970) found the nature of the long-term 

adaptation phase made it difficult for parents to obtain 

resolution of grief. This is similar to findings with 

families of mentally ill patients (Miller et al., 1990) and 

parallels Boss's belief that in ambiguous situations of 

chronic illness, the family cannot readily grieve and 

restructure (Boss, 1991). 

There is only one recent study (Rando, 1983) regarding 

anticipatory grief in parents during a child's chronic 

illness. Even this study is an investigation of post-loss 

adjustment in parents whose children died expectedly from 

terminal cancer, with anticipatory grief being measured 

retrospectively. Rando operationalized anticipatory grief 

as a numerical sum of eight behaviors engaged in by parents 

during their child's illness: (1) discussing with someone 

the possibility that their child would die; (2) grieving in 

anticipation of the loss of their child; (3) thinking what 

the future would be without their child; (4) acknowledging 

the fact that their child was going to die; (5) discussing 

their child's dying with him or her; (6) planning the type 

of death they wanted for their child; (7) making funeral 
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preparations; (8) and beginning to partially disengage 

themselves emotionally from the child. Rando found 

anticipatory grief was positively associated with 

preparedness at death and with less atypical responses post-

death. However, she also suggested there may be an optimum 

length of anticipatory grief in relationship to subsequent 

post-death grief experiences, for parents whose child died 

less than 6 months or longer than 18 months from start of 

illness were least prepared for death and had poorer 

adjustment afterward. Rando concluded short illness may not 

give parents enough time to emotionally prepare while long 

illness also does not allow for preparation, given the 

lengthy stress which accompanies it and the denial which can 

occur with remissions or relapses. This mirrors findings in 

the chronic illness arena for adult patients (Norris & 

Murrell, 1987; Sanders, 1982) and provides possible support 

for the idea that long-term ambiguity of loss in chronic 

illness relates to difficulty in resolution of grief (Boss, 

1991). 

The majority of studies with application to 

anticipatory grief in parents of a chronically ill child are 

in related areas such as parents of premature, retarded, or 

otherwise handicapped children. These related studies 

suggest such parents must deal not only with initial grief 

of losing a well or perfect child (Ellis, 1989) but also 

with ongoing grief pertinent to stressor events and crises 
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that occur in such children's lives (Fraley, 1986). Fraley 

found parents of premature children never resolved grief and 

fears associated with their child's early birth, re-

experiencing emotions of grief when the child later 

experienced events such as illness, surgery, new medical or 

behavior problems, and slow development. Fraley labeled 

the grief she observed in these parents chronic sorrow after 

the work of Olshansky (1962), who described unending grief 

experienced by parents of mentally retarded children 

throughout the life of the child. Fraley believed chronic 

sorrow is a normal process in these parents as a result of 

dealing with a chronic problem. Other researchers (Nance, 

1982; Buschman, 1988) have found similar results. 

It can be argued that chronic sorrow and anticipatory 

grief as it applies to long-haul phase chronic illness are 

comparable terms, sharing elements of grief, chronicity, and 

lack of clarity. For example, in situations of long-haul 

phase chronic illness as in those with a handicapped child, 

anticipatory grief involves ongoing processing of what to 

expect next and of what life will be like with an impaired 

child or, possibly, no child. Likewise, both chronic sorrow 

and anticipatory grief involve grief reactions in response 

to multiple losses associated with physical or mental 

disability. Finally, both situations involve some amount of 

ambiguity about what to expect next and how problems will or 
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will not end, thus creating difficulty with actually 

grieving and resolving loss. 

Ambiguous Loss and Boundary Ambiguity 

As noted (Fulton and Gottesman 1980; Rolland, 1991), 

anticipatory grief is a complex psychosocial phenomenon, and 

the determination of whether it has positive effects for a 

spouse or parent is influenced by many factors, including 

the conditions of the situation triggering grief and the 

manner in which the situation is perceived. Applied to 

anticipatory grief in chronic illness, Boss's constructs of 

ambiguous loss and boundary ambiguity relate, respectively, 

to conditions of the illness situation and the manner in 

which it is perceived by the family. Thus, these constructs 

represent potentially helpful tools for clarifying the 

condition and perception variables in a psychosocial model 

of anticipatory grief. 

Overview of Ambiguous Loss and Boundary Ambiguity 

Boss's work on ambiguous loss and boundary ambiguity 

grew, in part, out of family stress theory (Hansen & Hill, 

1964; Hill, 1971). She was seeking more inclusive variables 

to explain a broader range of stressor events and their 

effects on families (Boss, 1985) and introduced ambiguous 

loss and boundary ambiguity as examples of such variables. 

According to Boss (1985), in loss through death there 

is a definitive outcome involving permanent separation of 

family members from the deceased, and there are social 
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rituals for sanctifying, clarifying, and validating the 

loss. In ambiguous losses such clearness is lacking. The 

facts surrounding the loss event are lacking or uncertain. 

There is little clarity about what is happening and if, how, 

or when the situation will end (Boss, 1991). The family 

simply cannot get the facts, despite efforts to do so. One 

example of ambiguous loss includes situations in which a 

family loved one is physically missing, as with a soldier 

missing-in-action or an abducted child. In such 

predicaments, the family does not know where the loved one 

is or usually even whether he or she is alive or dead. 

Another example of ambiguous loss involves situations of 

chronic illness in which the loved one is physically present 

but severely changed, such as in Alzheimer's disease. In 

all these loss situations, the ambiguity resides in a source 

imposed upon the family, namely, the stressor event itself. 

In such circumstances, the family is often paralyzed and 

confused by its lack of clarity. Family members may, thus, 

experience high boundary ambiguity, being uncertain if and 

to what extent the loved one is inorout of the family and 

what roles he or she assumes. Boss has typically defined 

high boundary ambiguity as occurring when the loved one is 

physically absent but perceived by family members as 

psychologically present or when he or she is physically 

present but perceived as psychologically absent (Boss, 

1985). 
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Although Boss believes ambiguous loss circumstances 

tend to produce high family boundary ambiguity, she also 

states it can sometimes exist even when circumstances are 

unambiguous. That is, the circumstances are clear, and 

members of the family's community can see the loss, but 

family members ignore, distort, or disregard the facts. 

This represents a structuring of reality by the family based 

on lack of readiness to accept the loss (Boss, 1991). 

Examples include situations in which family members view an 

ill loved one as well or normal despite externally clear 

parameters of illness, emotionally exclude an alcoholic 

member although he or she resides in the home, or live as if 

a physically missing member is still present in family life 

(Boss & Greenberg, 1984). 

Just as high boundary ambiguity can occur either from 

unclear circumstances or from the family's lack of readiness 

to accept their loss situation, low boundary ambiguity tends 

to exist when the family has clear facts about the loss 

event and perceives the event in congruence with the facts, 

or when they do not have clear facts but arbitrarily decide 

upon a most realistic perception of the event, given what is 

known. The latter configuration of arbitrarily deciding 

upon a most realistic perception tends to produce unstable 

results for the family, however, as any new information 

threatens disorganization of the agreed upon perception. 
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In summary, high boundary ambiguity tends to result 

from unclear circumstances, but it can also develop out of 

the family's unwillingness to accept the facts. It is the 

family's perception of the loss event and the meaning they 

give the event which ultimately determines the existence or 

nonexistence and degree of boundary ambiguity (Boss, 1985). 

Boss makes several assumptions about families and 

boundary ambiguity (1985, 1991). These are summarized as 

follows: 

(1) Families must maintain boundaries despite internal 

changes in order to survive and avoid collapse under 

pressure. These boundaries must be maintained from the 

inside by the family itself. Clear boundaries allow the 

family to deal with normative and non-normative change. 

(2) In order for the family to maintain its boundaries, 

members must know who is in and out of the family system. 

The ultimate determination of who is in or out comes from 

family members' individual perceptions and congruence among 

individual perceptions. 

(3) Some ambiguity is normal in any family. In the period 

immediately following a loss event, family boundary 

ambiguity may give the family time to cognitively accept 

information that the loss is real and that the status guo 

has been disrupted. However, long-term ambiguity creates 

severe stress, prevents coping and reorganization, and makes 

even the strongest families vulnerable to dysfunction. The 
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higher the boundary ambiguity, the greater the helplessness 

(low mastery) and the greater the likelihood of dysfunction 

(depression, conflict) in individual members and the family 

as a whole. 

(4) Families differ in how they perceive family boundaries 

even after similar events of loss, based, in part, upon 

varying cultural contexts and family value or belief 

systems. 

(5) Focusing on degree of boundary ambiguity may better 

explain why a family does or does not successfully cope with 

loss than does focusing on specific coping resources for 

specific events. 

Empirical Data Regarding Ambiguous Loss and Boundary 

Ambiguity 

Boss developed the ideas of ambiguous loss and boundary 

ambiguity inductively from observations of corporate 

executive families in a family therapy clinic (1975). 

Actual empirical testing, however, was first performed with 

military families. It is only recently that she has focused 

attention on chronic illness. A comprehensive review of 

Boss's research follows, with culmination in her current 

work regarding chronic illness (Alzheimer's disease). 

In 1977, Boss investigated military families in which 

the father was missing-in-action in Vietnam. Forty-seven 

families were examined to explore ambiguity of family system 

boundaries resulting from incongruity between real and 
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symbolic father presence (i.e., physical and psychological 

presence) in the family. Boss's hypothesis was that 

psychological father presence in the face of physical 

absence was incongruent with reality in MIA families and, if 

persisting over time, would relate to significant 

dysfunction in the family system. Family dysfunction was 

defined as manifestation of emotional dysfunction in one or 

more members, with an assumption that dysfunction in one 

reflected interactional dysfunction in the entire system. 

Based on factor analysis of theoretical dimensions of the 

independent variable (psychological father presence) and on 

pretesting with pilot families, eleven dimensions were 

chosen as specific indicators of psychological father 

presence, including wife's willingness to risk change in 

status by official review of husband's situation (-); wife's 

plans to pursue employment (-); wife's establishment of 

independence through self-development (-) ; maintaining of 

family integrity via traditional Parsonian roles (+); 

present role responsibility still assigned MIA father (+); 

and high family score for degree of psychological father 

presence during two family tasks in the assessment interview 

(+) • 

Findings suggested an instrumental (task-oriented) -

expressive (socioemotional) specificity to the effects of 

psychological father presence. MIA wives functioned best 

who kept a missing husband present in an instrumental role 
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(measured as financial provision via continuing military 

allotment) but who psychologically dismissed him from an 

emotional support role. Results regarding the children were 

contradictory. Mother's movement toward relieving ambiguity 

in the family system was strongly correlated with children's 

adjustment. However, keeping the MIA father psychologically 

present along the dimension of maintenance of family 

integrity was also positively related to interviewer's 

assessment of children's adjustment. Psychological father 

presence was related to high degrees of control, 

organization, and rigidity in the family system, suggesting 

to Boss that a low ability to change may be related in the 

MIA family to dysfunction. 

Boss tracked the families for several years and 

reported later findings on 37 of these in which the wife had 

not remarried (1977). Again, she hypothesized that a high 

degree of family boundary ambiguity would relate to 

significant family dysfunction. She also hypothesized a 

wife's personal qualities, specifically androgyny, would 

constitute an important mediating variable for successful 

versus unsuccessful functioning of the family as it 

responded to the husband's prolonged absence. Reasoning was 

that androgynous women, being instrumental as well as 

expressive, would have less need to keep their missing 

husbands psychologically present. A more precise way to 
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measure boundary ambiguity was developed for this study 

through factor-analytic methods. 

Findings indicated androgyny as operationalized was not 

significantly related to psychological father presence. 

However, both androgyny and psychological father presence 

were related to wife or family dysfunction, although in 

differing ways. Psychological father presence appeared 

related to intrapsychic, interpersonal indicators of wife's 

personal or emotional adjustment, whereas androgyny appeared 

related to wife's ease in taking on and performing 

instrumental roles in the family. However, findings further 

indicated that a lack of androgyny in the instrumental 

direction (i.e., high masculinity) correlated with lower 

psychological father presence and higher wife or family 

functioning, while lack of androgyny in the expressive 

direction (i.e., high femininity) correlated with higher 

psychological father presence and lower wife or family 

functioning. Boss concluded highly instrumental wives were 

more likely to psychologically close out their missing 

husbands and be functional personally and in their family 

roles than were androgynous wives. She also concluded that, 

overall, psychological father presence was the only targeted 

variable of significance in explaining and predicting wife 

or family dysfunction in the study's MIA families. 

Boss next turned her attention to civilian populations 

to study the issue of boundary ambiguity in both normative 
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and non-normative loss situations. In 1987, Boss, Pearce-

McCall, and Greenberg examined the normative but still 

ambiguous loss situation of an adolescent child leaving 

home. Since this type of leaving does not typically 

represent a clear-cut and final exit from the family, the 

investigators speculated the potential for boundary 

ambiguity was high. They hypothesized that the more parents 

perceived their adolescent as psychologically present in 

spite of physical absence, the more they would experience 

dysfunction, individually and as a couple. Level of 

dysfunction was operationalized as self-reported stress 

level resulting from leaving of the child, level of 

somatization, and subjects' general emotional attitude 

toward life. A stratified random sample of 100 urban, 100 

rural farm, and 100 rural nonfarm couples in Minnesota was 

employed. 

Results indicated significant correlation between 

boundary ambiguity and how respondents felt about their 

child leaving home. For both mothers and fathers, the 

higher the boundary ambiguity score, the worse they felt 

about the child leaving. There was also significant 

congruence between perceptions in mother-father pairs and 

degrees to which parent pairs were continuing to keep the 

physically absent adolescent psychologically present. In 

addition, it appeared the more elapsed time since the child 

left home, the less discrepancy existed between spouses7 
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perceptions of psychological presence. Although mothers and 

fathers did not differ in total scores, they did differ in 

terms of how often they thought about the missing child and 

how lonely they felt in his or her absence, with mothers 

scoring significantly higher on both dimensions. Regarding 

correlation between boundary ambiguity and parent 

dysfunction, it was found that higher levels of 

psychological preoccupation with the absent adolescent by 

both parents were associated with higher levels of somatic 

symptoms for fathers. For mothers, the more they kept the 

launched child psychologically present, the lower was the 

general positive affect about life reported by both parents. 

Boundary ambiguity was not, however, significantly related 

to family stress. There were no significant overall 

differences between urban and rural parents. Families with 

high boundary ambiguity tended to be larger, less educated, 

and less stable financially. 

In 1990, Boss reported her first empirical 

investigation of ambiguous loss and boundary ambiguity 

relevant to a situation of chronic illness (Boss et al., 

1990). Alzheimer's patients and their family caregivers were 

examined to explore how boundary ambiguity related to 

caregiver's well-being. The researchers stated Alzheimer's 

disease represents a type of chronic illness involving 

significant ambiguity. For family caregivers, the patient 

is no longer the person they knew, but as he or she is still 



62 

alive, it is difficult for the family to grieve and 

restructure. Without the certainty of knowing whether the 

patient is in or out of the family, problem-solving tends to 

be blocked. It was hypothesized that the high boundary 

ambiguity potentially resulting in such a situation would 

hinder the development of mastery-oriented behaviors in the 

primary caregiver and that the influence of high boundary 

ambiguity on perception of mastery would help determine the 

impact of the caregiving situation. It was also 

hypothesized high boundary ambiguity and low mastery would 

increase the likelihood of depressive symptomatology in a 

caregiver. In keeping with findings of other researchers 

(Poulshock & Deimling, 1984), it was postulated that 

severity of illness would not relate to impact of the 

caregiving situation. 

Subjects were 70 Alzheimer's patients and their primary 

caregivers. Caregivers were mostly female spouses in their 

60s and 70s, although 8% were children, 4% siblings, and 2% 

other. Severity of patient's dementia was assessed via 

mental status, daily living skills, and behavior problems. 

As hypothesized, significant correlations existed between a 

caregiver's depression and both boundary ambiguity (+) and 

mastery orientation (-). Also, as hypothesized, severity of 

patient's status did not significantly relate to caregiver 

depression. However, boundary ambiguity scores were related 

to patient's mental status and behavior problems. 
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Caregiver's degree of mastery did not significantly 

correlate with patient status but did with boundary 

ambiguity. 

To establish these relationships more specifically, 

stepwise multiple regression was performed using caregiver 

depression as the dependent variable. Only boundary 

ambiguity and mastery were retained in the final regression 

equation, and although both predicted depression, mastery 

was the stronger predictor (10% of variance compared to 6% 

for boundary ambiguity). Finally, the researchers 

constructed a path model in order to determine the overall 

pattern of relationships between the variables. Only one 

patient variable, patient's behavior problems, retained a 

significant relationship to boundary ambiguity, while at the 

same time, boundary ambiguity retained a significant 

relationship with caregiver mastery level. Boundary 

ambiguity, however, did not show a significant direct effect 

with caregiver depression. 

The investigators concluded that boundary ambiguity in 

caregivers of Alzheimer's patients appears to serve as a 

mediating bridge between patient functioning and caregiver's 

sense of mastery as well as level of depression. Given 

these results, the investigators added specificity to their 

original hypothesis, reasoning that negative changes in 

patient behavior create an ambiguous environment for family 

caregivers, resulting in a loss of sense of mastery. This, 
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in turn, relates to occurrence of depressive symptoms. Boss 

plans 5-year longitudinal study of this group of patients 

and caregivers, but additional results are not yet 

available. 

To date the Alzheimer's project represents the only 

investigation by Boss and colleagues regarding ambiguous 

loss and boundary ambiguity in situations of chronic 

illness. They have, however, made several specific 

conjectures about chronic illness. Boss and Greenberg 

(1984) proposed that life-threatening chronic illnesses 

"which are in themselves ambiguous in their progress and 

closure" (p. 545) are more apt to result in a high degree of 

family boundary ambiguity than illnesses which are more 

predictable and treatable. In these ambiguous situations of 

chronic illness, since family members know the loved one 

will die but do not know when, or in the case of remissions 

never know quite whether the person is dying or not, the 

stress level will be very high. 

In such situations, Boss (1988) believes denial is the 

prevailing choice of coping mechanism for the family. This 

is because when a family member's status is chronically 

ambiguous, reorganization of the family is impossible. To 

gain time, increase sense of control, boost morale, and 

otherwise cope until further evidence is available, the 

family may have to deny reality and make their own in order 

to keep the family member within the family system (e.g., 
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believing loved one really isn't that sick; seeking multiple 

medical opinions). Otherwise, in an attempt to clarify 

boundaries, there may psychologically be a closing out or 

premature extrusion of the ill member from the family. 

However, the longer denial prevails, the more dysfunctional 

it tends to become as a coping mechanism. This is because 

it moves beyond buying time, interfering with preparation 

for difficult changes via loss, whether the loss results 

from actual death, debilitation, or unwanted changes in 

family relationships. Boss states that denial is "not 

either functional or dysfunctional but both, depending on 

duration and the availability of clear facts about the event 

or situation of loss" (1988, p. 715). 

Criticisms of Ambiguous Loss and Boundary Ambiguity 

Although hypotheses regarding family grief and 

adjustment have been formulated by Boss and colleagues 

regarding ambiguous loss and boundary ambiguity in chronic 

illness, to date, much of the discussion remains at a 

theoretical level. Only one study (Boss et al., 1990) has 

undertaken preliminary investigation of the relationship 

between ambiguous, loss, boundary ambiguity, and chronic 

illness as represented by Alzheimer's disease. Due to the 

dearth of empirical study, many questions and potential 

criticisms of the constructs remain. 

The very definitions of ambiguous loss and boundary 

ambiguity as formulated create problems relevant to their 
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connection with chronic illness. First, ambiguous loss is 

described as if it is a categorical variable. It is defined 

as a loss situation in which the facts are not known and 

cannot be obtained in contrast, presumably, to unambiguous 

loss, where facts can be obtained and are known. In 

reality, many chronic illnesses involve significant 

ambiguity at onset, with diagnosis, prognosis, and treatment 

options frequently unknown. In time, however, diagnosis may 

be discerned, treatment undertaken, and prognosis made. 

Thus, often certain facts are eventually obtained. However, 

while some facts become known, other ambiguities arise over 

the course of the illness (e.g., is or is not treatment 

working, is the patient becoming more incapacitated or only 

suffering a setback, is a remission temporary or permanent, 

what is the significance of a new symptom, will or will not 

death occur and how soon). Some of these ambiguities may, 

in turn, be resolved or remain unanswered. Since this 

waffling process of ambiguity, partial clarification, and 

further ambiguity occurs to some extent in most serious 

chronic illnesses,it may be argued that such illnesses 

typically involve some degree of ambiguity, but few are 

totally ambiguous. For example, Alzheimer's disease, once 

diagnosed, is no longer ambiguous along the fatal versus 

nonfatal dimension but typically remains ambiguous for an 

extended time regarding the details of how deterioration 

will progress and how soon death will occur. Therefore, 
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rather than being categorically defined, ambiguity in 

chronic illness is likely better defined either along a 

continuum or according to some typology such as the one 

recommended by Rolland (1988). 

Definitional criticism also applies toward boundary 

ambiguity. Boss states high boundary ambiguity is likely to 

exist for family members in situations involving physical 

absence with perceived psychological presence or physical 

presence with perceived psychological absence of the loved 

one. According to this paradigm, the potential for 

boundary ambiguity in chronic illness situations is 

determined by the latter configuration of physical presence 

with perceived psychological absence. In reality, few 

chronic illnesses logically lend themselves to this physical 

presence with perceived psychological absence configuration, 

not even Alzheimer's disease, except perhaps during the 

final phase of illness when the patient is totally 

unresponsive, as in coma with death imminent. Prior to this 

end point, it is unlikely many family members could distort 

their perceptions to the extreme of psychologically viewing 

the patient as totally absent. Most chronic illnesses 

involve not physical presence with perceived psychological 

absence, but rather, physical presence with psychological 

perception of change, impairment, or unavailability in the 

patient, fluctuating somewhat unpredictably over time. For 

example, the unstabilized diabetic patient may show 
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inconsistent physical and cognitive alterations (e.g., 

dramatic weight changes, fluctuating mental status) or 

gradual permanent physical changes (e.g., alterations in 

eyesight or loss of limb viability) based on shifts in 

insulin. The cancer patient may be emaciated, weak, and 

withdrawn but gain strength and spirit in response to a new 

medication regimen. The Alzheimer's patient may recognize 

his or her spouse one day but not the next. All changes 

such as these, regardless of whether they are positive or 

negative in nature, can create ambiguity in family members' 

perceptions concerning what to expect from and plan or hope 

for their loved one. Therefore, for maximum utility, 

boundary ambiguity can only be of significant use in the 

arena of chronic illness if Boss's definition is modified 

to indicate, not physical presence with perceived 

psychological absence, but physical presence with 

psychological perception of change or impairment of the 

patient on physical, cognitive, or psychological dimensions. 

Another criticism is that Boss has not compared 

situations of chronic illness involving high ambiguity of 

circumstances with those involving low ambiguity of 

circumstances. Therefore, it is impossible to judge whether 

loss situations of high ambiguity tend to result in higher 

boundary ambiguity for families than those of low ambiguity. 

Likewise, it is also impossible to understand if or how high 

boundary ambiguity can develop in some families experiencing 
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loss situations of low ambiguity as Boss hypothesizes can 

occur. It seems more likely that boundary ambiguity is 

closely associated with high ambiguity of loss but not with 

low ambiguity of loss, as highly ambiguous circumstances 

logically contribute to confusion in family relationships. 

Yet another problem is that Boss states ambiguous loss 

tends to prevent family members from moving through a grief 

process. At this time, it is impossible to discuss the 

relationship between ambiguous loss and grief, as neither 

Boss nor other researchers have attempted to measure grief 

in situations of chronic illness involving high versus low 

ambiguity of loss. 

Finally, it is unclear if Boss's constructs have 

applicability in situations of chronic illness in which the 

patient is a child. Given the demonstrated intensity of 

parental grief, it is uncertain how much difference there 

might be in anticipatory grief between parents dealing with 

a chronic illness of high versus low ambiguity of loss in 

their child. 

Conclusions and Rationale for Study 

The grief process post-death of a loved one has been 

widely studied. Such study indicates post-death grief is a 

complex process occurring over time, influenced by a variety 

of individual, socio-cultural, and event-related variables 

which, in turn, influence physical and psychological 

outcomes associated with grief. Much less is known about 
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pre-death or anticipatory grief, due to limited inquiry and 

multiple conceptual or methodological problems. 

Anticipatory grief was originally conceived 

simplistically as a replica of and positive influence upon 

post-death grief. Its hypothesized positive influence on 

post-death grief is still widely assumed, although empirical 

results are mixed. It is now recognized, however, that 

anticipatory grief is probably similar to post-death grief 

in some ways but dissimilar in others. A frequently 

hypothesized difference is that, for purposes of self-

protection and ongoing functioning, anticipatory grief can 

be more easily denied by family members than post-death 

grief, especially in highly ambiguous situations. 

What is suggested from limited empirical research to 

date is that family members do at least sometimes 

demonstrate anticipatory grief reactions during the chronic 

illness of a loved one. These reactions may be subdued 

early in the illness but increase over time as the illness 

progresses and losses mount.. 

Extrapolating from its conceptually assumed positive 

effects on post-death outcomes, it can be hypothesized that 

anticipatory grief should also be helpful to the griever 

during the pre-death period, being associated with more 

positive physical and psychological outcomes. However, 

positive effects may vary depending on an array of 

variables, including the relationship of the griever to the 
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ill loved one. Based on what is known about the 

particularly devastating impact of a child's death on 

parents, for example, it is possible the anticipatory grief 

process is not of as much benefit to them as it is to 

spouses. If true, such a difference could be explained, in 

part, by conjecture that parents are significantly more 

likely to deny potential loss of a child and the grief 

associated with it, given the dramatic consequences of such 

loss if recognized. 

Much more investigation is needed to illuminate these 

suggested possibilities. Recent advances in instrumentation 

and development of more sophisticated psychosocial models of 

anticipatory grief hold promise for better research. The 

complex dimensions suggested by psychosocial models may be 

particularly useful for delineating factors which influence 

the nature and potential benefits of anticipatory grief. 

Two such dimensions of psychosocial models are 

conditions of loss and. perception of loss. Boss's 

constructs of ambiguous loss and boundary ambiguity can be 

classified, respectively, under these condition and 

perception dimensions. Although promising for advancing 

understanding of anticipatory grief, the ambiguous loss and 

boundary ambiguity constructs are hampered by limited 

operational definitions and study. By using Boss's 

constructs against the conceptual background of a 

psychosocial typology of anticipatory grief (Rolland's 
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Family Systems-Illness Model), it is possible to better 

operationalize and empirically investigate them. Using such 

a framework, the ambiguous loss construct can be further 

divided according to high versus low ambiguity to allow 

comparison of differing loss conditions in chronic illness. 

As devised for this investigation, chronic illness 

situations involving high ambiguity of loss fall into 

Rolland's psychosocial classification of life-threatening or 

fatal illnesses which are in the chronic or long-haul phase. 

These illness configurations are believed to involve 

significant possibility for denial or delay of anticipatory 

grief and, thus, less potential positive benefit of it 

(i.e., negative physical and psychological outcomes). 

Likewise, chronic illness situations involving low ambiguity 

of loss fall into the psychosocial classification of 

illnesses in the terminal phase, during which predictability 

of illness course, incapacitation, and outcome are high. 

Thus, there is less possibility of denial or delay of 

anticipatory grief and greater likelihood of potential 

positive benefits it (i.e., positive physical and 

psychological outcomes). Boundary ambiguity, which is 

associated with lack of certainty about the patient's 

relationships and roles in the family, is seen as more 

likely to occur in situations involving high ambiguity of 

loss. 
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Hypotheses 

Hypothesis one. In situations of serious chronic 

illness with high ambiguity of loss, spouses and parents 

will show less anticipatory grief than those in situations 

of serious chronic illness with low ambiguity of loss. 

Hypothesis two. In situations of serious chronic 

illness with high ambiguity of loss, spouses and parents 

will show more negative physical and psychological outcomes 

associated with grief than those in situations of serious 

chronic illness with low ambiguity of loss. 

Hypothesis three. Spouses or parents dealing with 

serious chronic illness having high ambiguity of loss will 

show more boundary ambiguity than those dealing with serious 

chronic illness having low ambiguity of loss. 

Hypothesis four. Parents of children with serious 

chronic illness will experience less anticipatory grief than 

spouses of adults with serious chronic illness. 

Hypothesis five. Parents of children with serious 

chronic illness will experience more negative physical and 

psychological outcomes associated with grief than spouses of 

adults with serious chronic illness. 



CHAPTER II 

METHOD 

Participants 

It was originally planned to choose a total of 60 adult 

participants for the study, 15 each for the following four 

groups: (1) spouses of mates with chronic illness involving 

low ambiguity of loss; (2) spouses of mates with chronic 

illness involving high ambiguity of loss; (3) parents of 

children with chronic illness involving low ambiguity of 

loss; and (4) parents of children with chronic illness 

involving high ambiguity of loss. To qualify as a 

participant, the spouse or parent was required to be the 

patient's primary caregiver, defined as the person chiefly 

responsible for the patient's care relevant to his or her 

illness. Participants were voluntarily solicited via 

support groups, hospitals, and hospices in the Dallas and 

Fort Worth areas. In all, one major hospital, three 

hospices, and 12 support groups participated in the study. 

A public service announcement requesting volunteers was also 

placed in area newspapers, but this announcement resulted in 

the participation of only two persons. 

Participants were to be matched according to age, sex, 

race, and socioeconomic status as closely as possible, given 
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the limited number of individuals available. Also, within 

spouse and child patient groups, it was planned to match 

patients by age and sex, again as closely as the number of 

individuals available allowed. However, it proved extremely 

difficult to find individuals who met all qualifications for 

the study. A total of 109 individuals were referred by 

agencies or support groups as potential participants. Of 

these, 31 obviously failed to meet criteria for inclusion or 

decided not to volunteer. A total of 78 parents and spouses 

thus completed questionnaires. However, 25 of these 

individuals were disqualified after completion of 

questionnaires due to unexpected failure to meet one or more 

criteria for inclusion in the experimental groups, leaving a 

total of 53 people who comprised the final sample. Given 

this situation, matching procedures were unworkable. 

In addition, an unexpected problem arose specifically 

in soliciting parents for the low ambiguity of loss 

(terminal phase illness) group. It was learned through 

negotiations for participation from hospices and a major 

children's hospital that child patients, at least in the 

Dallas and Fort Worth areas, tend to be less frequently 

labeled terminal by physicians than do adult patients. 

Consequently, parents are less likely to be informed that 

their child's illness is in the final stage than are spouses 

of ill mates. Observationally, one result of this 

difference is children are not referred to hospices as often 
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as adults, and when they are referred, are frequently 

immediately near death. In part for the above reasons, the 

investigator was unable to find the number of parents 

delineated for the study's low ambiguity of loss group as 

originally conceptualized. One year of active search 

resulted in only three parents who endorsed being told by a 

physician that their child was in the final, terminal phase 

of illness. The inadequate number of people for this one 

group of the study necessitated a reconceptualization of the 

independent variable level of ambiguity in order to 

adequately fill group cells and address the project's 

hypotheses. This reconceptualization is discussed in the 

Instruments section below. 

A summary of means, standard deviations, and ranges for 

some continuous sociodemographic variables regarding the 

sample may be found in Table 1. Of the 53 persons in the 

study, 23 were parents, and 30 were spouses. Females 

comprised 46 members of the sample and males 7 members. 

Ninety percent of the sample was Caucasian, 6% African-

American, and 4% Hispanic. Ages of participants ranged from 

21 to 78 years, with a mean age of 46.4 and a modal age of 

31. There was a difference in average age of parents versus 

spouses, with the average parent being 32.2 years of age (SD 

= 6.04) and the average spouse 57.2 years of age (SD = 

12.89). The sample was predominantly married, with 100% of 

the spouses currently married to their ill mate and 79% of 
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the parents married (17% divorced, 4% single). Reported 

income levels spanned a range from less than $10,000 per 

year to more than $50,000 per year, with the overall average 

income range being $20,000 to $30,000. However, 

parentsgenerally had higher income levels than spouses, with 

parents averaging $30,000 to $40,000 per year compared to 

slightly less than $20,000 to $30,000 for spouses. 

The 53 individuals who served as participants were each 

caregiver to one child or one spouse patient. There were, 

thus, 53 patients, 23 of them children and 30 adults. 

Forty-three of the patients were male and 10 female. Ninety 

percent were Caucasian, 6% African-American, and 7% 

Hispanic. Average age for child patients was 5.4 years (SD 

= 4.61) and for adults, 60.5 years (SD = 13.54). Patient 

diagnostic categories included cancer, Alzheimer's disease, 

degenerative nerve disease, liver disease, scleroderma, 

muscular dystrophy (both Becker's and Duchenne's), metabolic 

disorders, spinal muscular atrophy, cystic fibrosis, end-

stage renal disease, heart disorders, and lung anomalies. 

Length of time since diagnosis ranged from one month to 68 

months, with 31.2 months (SD = 18.69) the average length of 

time since diagnosis for child patients and 22.5 months (SD 

= 16.32) the average length of time for the adults. Thirty-

two percent of the patients showed sudden onset of symptoms 

and 68% showed gradual onset. All patients were 

continuously symptomatic, expected to worsen with time, and 



79 

incapacitated physically. In addition, 49% were reported by 

their caregiver to be incapacitated mentally (although most 

only mildly) and 51% incapacitated emotionally from their 

illness. 

Instruments 

Independent Variables 

Boss's (1991) definition of ambiguous loss as one in 

which facts surrounding the loss are unavailable or unclear 

with limited certainty about what is happening or how and 

when it will end was used to define ambiguity of loss as it 

applies to chronic illness. Chronic illnesses were 

classified into two categories: (1) those involving high 

ambiguity of loss and (2) those involving low ambiguity of 

loss. Rolland's Family Systems-Illness Model (1988) was 

used as a foundation for classifying participants according 

to high or low ambiguity of chronic illness in their spouse 

or child. 

All chronic illnesses used in the study, whether high 

or low in ambiguity, were required to meet initial cutting 

criteria per Rolland of sudden or gradual onset, progressive 

course, life-threatening or fatal outcome, and physical as 

well as possible cognitive or psychological incapacitation. 

This categorization was used in an effort to sufficiently 

narrow range of illnesses to allow for logical comparison 

but to maintain enough broadness for study beyond one 

limited disease focus. 
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Originally, to further qualify as having high ambiguity 

of loss, an illness was required to be in Rolland's chronic 

or long-haul time phase. To qualify as having low ambiguity 

of loss, an illness was required to be in the pre-terminal 

period of the terminal phase as defined by Rolland. 

As noted, the original classification system for 

illnesses resulted in an inadequate cell size (N = 3) for 

one group (parents, low ambiguity). Therefore, a revised 

conceptualization of ambiguity was also formulated to allow 

for more statistically adequate exploration of the study's 

hypotheses. 

In the revised conceptualization, an illness was 

classified with low ambiguity of loss if it was identified 

by the participant as clearly fatal. An illness was 

classified with high ambiguity of loss if the participant 

identified it by the more ambiguous classification of life-

threatening. 

This revised concept for level of ambiguity remained 

compatible with the theoretical foundations of the study as 

defined by the work of Boss (1991) and Rolland (1988). 

First, according to Boss's concept of ambiguous loss as one 

in which it is unclear what may happen, life-threatening 

illnesses, by definition, are more ambiguous than fatal 

ones. Fatal illnesses, by contrast, delineate a unambiguous 

outcome of death. Second, according to Rolland's concept 

that the major difference among illness outcomes (nonfatal, 
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life-threatening, fatal) is the extent to which the family 

experiences anticipatory grief, fatal illnesses (by 

definition leading to death) should be associated with 

greater anticipatory grief than the more highly ambiguous, 

life-threatening ones. 

The revised concept for level of ambiguity did allow 

for division of participants into adequate size groups for 

statistical analysis (parents, low ambiguity, N = 13; 

parents, high ambiguity, N = 10; spouses, low ambiguity, 

N = 18; spouses, high ambiguity, N = 12). However, it is 

believed that the revised concept, while conceptually solid, 

is a less stringent test of the study's hypotheses because 

it more broadly classifies participants, disregarding other 

key ambiguity-related factors such as phase of illness. 

As a final requirement, all illnesses, whether high or 

low in ambiguity of loss and whether classified according to 

the first or second concept of ambiguity, were originally 

required to be past initial crisis period (arbitrarily 

designated as no less than 3 months post-diagnosis). They 

also were required to be no more than 3 years post-

diagnosis. Given the difficulty in soliciting participants 

appropriate for participation in the study, however, these 

criteria were slightly expanded to include illnesses no less 

than 1 month and no more than 5 years post-diagnosis. This 

loosening of criteria was believed offset by use of length 

of time since diagnosis as a covariate in the study. 
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Information needed for appropriate classification of 

illnesses was obtained from the participant via a Parent 

Information Form (see Appendix A) or a Spouse Information 

Form (see Appendix B). Examples of illnesses compatible 

with original typology requirements of the study are found 

in Tables 2 and 3. 

Participants were assigned to one of two type of 

relationship groups based on whether they were the parent of 

an ill child or the spouse of an ill mate. For purposes of 

data analysis, parents were identified as caregivers of a 

patient 17 years or younger in age, and spouses were 

identified as caregivers of a patient 18 years or older in 

age. 

Dependent Variables 

Anticipatory Grief Scale. Chronic Illness Version (AGS-

CIV) . The AGS, devised by Theut et al. (1991) was created 

as a self-administered paper and pencil instrument for 

assessing anticipatory grief in wives of dementia patients 

and was developed from clinical experience with these wives. 

Items were constructed to reflect multidimensional aspects 

of the anticipatory grief process, such as anger, guilt, 

anxiety, irritability, sadness, feelings of loss, and 

decreased ability to function in daily life tasks. Other 

items were chosen from post-death grief scales and modified 

to reflect anticipatory grief. All items were selected to 
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Table 2 

Examples of Childhood Chronic Illnesses With High Versus Low 

Ambiguity of Loss 

High Ambiguity 

Sudden or gradual onset; progressive course; incapacitating; 

life-threatening or fatal outcome; chronic or long-haul 

phase 

A. Respiratory Disorders (e.g., Cystic Fibrosis) 

B. Neuromuscular Disorders (e.g., Muscular Dystrophy; 

Spinal Muscular Atrophy) 

C. Neurodegenerative Disorders (e.g., Leukodystrophies; 

Tay-Sachs Disease; Niemann-Pick Disease; Huntingtons' 

Chorea) 

D. Renal Diseases (e.g., End-stage Kidney Disease) 

E. Chronic Blood Disorders (e.g., Aplastic Anemias) 

F. Some Malignant Diseases (e.g., Chronic Leukemia) 

G. Some Metabolic Diseases (e.g., Glycogen Storage 

Disease) 

Low Ambiguity 

Sudden or gradual onset; progressive course; incapacitating; 

previously life-threatening or fatal outcome but now in the 

terminal phase, preterminal period, including illnesses such 

as those listed above and a variety of cancers. 
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be consistent with theoretical and empirical evidence 

concerning anticipatory grief. Initial data analysis 

of the AGS suggests good internal consistency (alpha 

coefficient = .84), and the authors report positive and 

significant correlation of the AGS with the depression 

(E < .001), anxiety (p < .001), and hostility (p < .001) 

dimensions of the Hopkins Symptom Checklist. 

Although designed using wives of dementia patients, the 

language of the AGS is easily revised to reflect other 

participant and patient populations, as it uses the term 

relative in all items and the term illness, not dementia in 

most items. Where dementia is used (items 1, 2, 3, 7, 10, 

15, 16, 18, 20-26), illness can be readily substituted 

without change in basic meaning of the question. Also, the 

terms spouse and child can be substituted for relative to 

personalize the instrument. Such substitutions were made 

for purposes of this study. The modified version in parent 

(see Appendix C) and spouse (see Appendix D) forms is called 

the Anticipatory Grief Scale, Chronic Illness Version (AGS -

CIV). The AGS-CIV contains 27 items and is scored on 5 

point scales (1 = strongly disagree? 2 = disagree; 3 = 

somewhat agree; 4 = agree; 5 = strongly agree). The scales 

are arranged in both positive and negative directions to 

minimize response sets. A summary score is obtained by 

adding individual item scores, with a higher summary score 
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Table 3 

Examples of Adult Chronic Illnesses With High Versus Low 

Ambiguity of Loss 

High Ambiguity 

Sudden or gradual onset; progressive course; incapacitating; 

life-threatening or fatal outcome; chronic or long haul 

phase 

A. Respiratory Diseases (e.g., Emphysema - severe) 

B. Neuromuscular Disorders (e.g., Multiple Sclerosis -

late; Amyotrophic Lateral Sclerosis) 

C. Neurodegenerative Disorders (e.g., Alzheimer's Disease; 

Huntington's Chorea; Multi-infarct Dementia) 

D. Renal Diseases (e.g., End Stage Kidney Disease) 

E. Chronic Blood Disorders (e.g., Aplastic Anemias) 

F. Malignant Diseases (e.g., Chronic Leukemia) 

Low Ambiguity 

Sudden or gradual onset; progressive course; incapacitating; 

previously life-threatening, or fatal outcome but now in the 

terminal phase, preterminal period, including illnesses such 

as those listed above and a variety of cancers 

indicating more self-reported anticipatory grief reactions. 

Reliability statistics for the modification of the AGS used 

in the study yielded a coefficient alpha of .84. 
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Texas Revised Inventory of Grief. Chronic Illness 

Version, Parts I and II (TRIG-CIV1.2). As the Anticipatory 

Grief Scale is newly devised and yet untested in a variety 

of populations, the only other formal anticipatory grief 

instrument available (an adaptation of the widely used Texas 

Revised Inventory of Grief) was also used in the study. The 

TRIG, a three-part, self-administered paper and pencil 

questionnaire, has been shown to possess a high degree of 

validity and reliability (Zisook et al., 1982). It is, 

however, devised to measure grief experiences by relatives 

of a person already deceased. 

Recently, Part I (Initial Reaction at Time of Loss) and 

Part II (Grieving at the Present Time) of the TRIG were 

adapted to assess grief in families of still living 

chronically mentally ill patients (Miller et al., 1990). 

Part III (Assorted Facts Related to Death) was judged to 

have little relevance to the adaptation and was not used. 

This adaptation is called the Mental Health Version of the 

Texas Revised Inventory of Grief (MIV-TRIG). The adaptation 

includes changes to indicate the patient as living rather 

than deceased, to reflect grief for the loss of a healthy 

person, and to reflect grief over expectations of what the 

person might have been if not for the illness. The MIV-TRIG 

demonstrates good internal consistency for Part I (alpha 

coefficient = .82; split half correlation = .59) and very 
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good internal consistency for Part II (alpha coefficient = 

.92; split half correlation = .90). 

The MIV-TRIG is readily applicable to other types of 

chronic illness by eliminating the word mental from the term 

mental illness as it appears in some items (Part I, item 2 

and Part II, items 12 and 14). For purposes of this study 

such minor revisions were made, with the resulting 

instrument called the Texas Revised Inventory of Grief, 

Chronic Illness Version (TRIG-CIV) (see Appendix E). The 

TRIG-CIV remains a self-administered paper and pencil 

questionnaire, consisting of two parts (Initial Reaction at 

Time of Loss; Grieving at Present Time) with a total of 23 

items. Response choices are completely true (5 points); 

mostly true (4); true and false (3); mostly false (2); and 

completely false (1). Higher scores indicate more self-

reported anticipatory grief reactions. For purposes of data 

analysis in this study, the TRIG-CIV was examined in its two 

separate parts, yielding scores for Part I and Part II 

rather than a combined score. Reliability statistics for 

the modified TRIG used in the study yielded coefficient 

alphas of .76 for the TRIG-CIV1 and .94 for the TRIG-CIV2. 

Rando Anticipatory Grief Checklist (RAGC). As a final 

indicator of anticipatory grief, eight questions adapted 

from Rando (1983) were administered along with seven 

additional questions devised by the investigator to add 

detail to the original ones. Rando created her list of 
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eight elements, in the absence of available anticipatory 

grief instruments, as a means of assessing anticipatory 

grief thoughts and behaviors in parents of terminally ill 

children. The questions adapted from Rando are labeled the 

Rando Anticipatory Grief Checklist (RAGC) and are 

personalized into parent (see Appendix F) and spouse forms 

(see Appendix G). Format is yes (1 point) and no (0 point) 

forced choice. Highest possible score is 15, with higher 

scores indicating more self-identified anticipatory grief 

thoughts and behaviors. Reliability statistics yielded a 

coefficient alpha of .70 for the RAGC. 

Hopkins Symptom Checklist - Abbreviated (HSC-abbrev.). 

The HSC is a widely used, 58 item paper and pencil self-

report symptom inventory devised by Derogatis (1977) to 

measure psychological symptoms frequently seen in 

outpatients. For this study, it was used to measure 

negative physical and psychological outcomes associated with 

grief. In a series of factor analytic studies, Derogatis 

and colleagues (Derogatis, Lipman, Covi, & Rickels, 1971, 

1972) identified five primary symptom dimensions on the HSC 

of somatization, obsessive-compulsiveness, interpersonal 

sensitivity, depression, and anxiety. Coefficient alphas 

reported for the current 58 item version are .87 for the 

somatization subscale; .87 for the obsessiveness subscale; 

.85 for the interpersonal sensitivity subscale; .86 for the 

depression subscale; and .84 for the anxiety subscale. 
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Derogatis, Lipman, Rickels, Uhlenhuth, and Covi (1974) found 

44 of the 58 items to principally load on each of the five 

factors. For this reason, an abbreviated version of the HSC 

(HSC-abbrev.) containing these 44 items was employed for 

purposes of this study (see Appendix H). On the HSC-

abbrev. , participants are instructed to rate themselves on 

each symptom, using a 4-point scale of distress (1 = not at 

all; 2 = a little; 3 = quite a bit; 4 = extremely) with 

reference to their experience during the past seven days. 

Higher scores indicate more self-perception of distress. 

Geriatric Depression Scale, Short Form (GDS-Short). 

The GDS, a self-administered depression inventory, was 

originally developed and validated by Brink, Yesavage, and 

colleagues (Brink et al., 1982; Yesavage & Brink, 1983). It 

was designed as a screening test for depression in older 

individuals. The GDS shows significant positive correlation 

with several established depression measures, including the 

Zung Self Rating Scale and the Hamilton Rating Scale For 

Depression, while at the same time it considers unique 

testing needs of older persons such as use of a yes or no 

format and exclusion of somatic items (Brink et al., 1982). 

Sheikh and Yesavage (1986) have developed a shorter version 

of the GDS (see Appendix I), consisting of 15 items drawn 

from the original which have the highest correlation with 

depressive symptoms in validation studies of the instrument. 

In a validation study of the original versus short forms, 
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both were successful in differentiating depressed from 

nondepressed individuals (Sheikh & Yesavage, 1986). The 15 

item short form is arranged in a one page, easy to 

understand yes or no forced choice format, with 10 questions 

indicating depression when answered positively and 5 

indicating depression when answered negatively. Responses 

associated with depression receive 1 point and those not 

associated 0 point. Although designed for older persons, 

there is nothing in the format of the GDS-Short which 

precludes use with younger adult populations. The GDS-

Short 's exclusion of somatic items was particularly useful 

for purposes of this study where fatigue and other physical 

symptoms associated with caregiver stress or burden might 

contaminate results of depression inventories containing 

somatic items. 

Self-Rated Health Questionnaire (SRHO). The SRHQ was 

adapted by the investigator, using selected questions from 

the Older Americans Resources and Services Procedure (OARS) 

(Fillenbaum, 1988), the Coping Inventory (Horowitz & Wilner, 

1980), and the Family Crisis-Oriented Personal Evaluation 

Scales (F-COPES) (McCubbin, Larsen, & Olsen, 1981), to 

assess the participant's current self-evaluation of physical 

and psychological health. A parent form (see Appendix J) 

and a spouse form (see Appendix K) were devised. Higher 

scores on the 37 items which are rated suggest poorer self-

perceived health. For purposes of data analysis in the 
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study, the SRHQ was examined in three subsections, labeled 

the Physical Health Questionnaire (PHQ; part I, items 1-8), 

the Mental Health Questionnaire (MHQ; part II, items 1-28), 

and the Coping Questionnaire (CQ; part II, item 29, choices 

1-26), yielding three separate scores rather than a combined 

score. Reliability statistics yielded coefficient alphas of 

.80 for the PHQ, .91 for the MHQ, and .75 for the CQ. 

Boundary Ambiguity Scale (BAS^. The BAS is a 14 item, 

self-administered paper and pencil inventory created by 

Boss. Although originally designed for use with MIA 

families (Boss, 1977), it has been modified for use with 

other research populations, including family caregivers of 

demented (Alzheimer's) patients (Boss et al., 1990). None 

of the 14 items on the dementia version are worded specific 

to Alzheimer's disease, and, therefore, the scale can be 

used with caregivers of other types of chronically ill 

patients. For this investigation, the BAS was personalized 

into parent (see Appendix L) and spouse (see Appendix M) 

forms. The BAS measures the extent to which a family 

caregiver is preoccupied with and uncertain about his or her 

relationship with an ill patient and the roles the ill 

patient fulfills in the family. Item-scale correlation 

analysis was performed by Boss and colleagues on 21 

initially developed scale items. Those items with 

correlations of less than .30 to the total score were 

dropped. Chronbach's alpha for the final 14 item scale is 
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.80 (Boss et al., 1990). On the BAS, participants select 

answers for questions from a 5-point scale (1 = strongly 

agree; 2 = disagree; 3 = agree; 4 = strongly agree; 5 = 

unsure how I feel). Possible scale scores range from 14-70, 

with higher scores indicating greater boundary ambiguity. 

Confusion Questionnaire (ConO). The ConQ is a 10-item 

questionnaire in parent (see Appendix N) or spouse (see 

Appendix 0) form devised by the investigator as a supplement 

to the Boundary Ambiguity Scale. It is designed to ask 

questions about boundary problems with a focus specifically 

on how confused the caregiver feels about his or her 

relationship with the patient. Participants select answers 

for questions from a 4-point scale (1 = not at all confused; 

2 = a little confused; 3 = somewhat confused; 4 = very 

confused). Higher scores indicate greater caregiver 

confusion regarding his or her roles and relationship with 

the patient. This questionnaire was included in the study 

for strictly exploratory purposes. Reliability statistics 

yielded a coefficient alpha of .90 for this instrument. 

Covariates 

Marlowe-Crowne Social Desirability Scale fSDS^. The 

SDS (Crowne & Marlowe, 1964) (see Appendix P) has been 

widely used for evaluating the effects of a socially 

desirable response set. It was included in this study to 

control for possible socially desirable response sets to 

inquiry about grief and well-being. 
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Procedure 

Participants were solicited on a volunteer basis via 

presentations by the investigator to Dallas and Fort Worth 

area support groups for families of chronically ill adult 

and child patients and to hospital and hospice program 

administrators. The investigator was given names and phone 

numbers of potential participants by each agency's or 

group's contact person. Potential individuals were then 

contacted by the investigator or one of three trained 

assistants who gave a brief verbal description of the 

project and answered any questions the participant might 

have. If the person agreed to participate, a questionnaire 

packet was sent to him or her. 

The questionnaire contained a cover letter with a 

written description of the study (see Appendix Q for Letter 

to Parent Participant and Appendix R for Letter to Spouse 

Participant). Once the packet was received, the participant 

was again contacted by phone, and the investigator or 

assistant explained the packet's Informed Consent Form (see 

Appendix S for Parent Informed Consent and Appendix T for 

Spouse Informed Consent) which was signed and left attached 

to the packet. The investigator or assistant then verbally 

processed the packet's Information Form with the participant 

to make certain all information was completed and no 

questions regarding the research study or questionnaires 

remained. The participant then self-administered the 
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remainder of the packet during one sitting in the privacy of 

his or her home. The instruments were always arranged in 

the following fixed order: Hopkins Symptom Checklist, 

Abbreviated; Geriatric Depression Scale, Short Form; Self-

Rated Health Questionnaire; Anticipatory Grief Scale, 

Chronic Illness Version; Texas Revised Inventory of Grief, 

Chronic Illness Version; Rando Anticipatory Grief Checklist; 

Boundary Ambiguity Scale; Confusion Questionnaire; and 

Social Desirability Scale. There was no time limit for 

completion of the packet, but it was expected average time 

for completion would be approximately 70 minutes. 

Subsequent feedback from participants suggested actual 

completion time was typically closer to 45 minutes. 

When completed, the individual sent his or her 

questionnaire packet to the investigator in- a provided 

stamped, addressed envelope. When received, a number was 

assigned to each packet for identification. At no time was 

the person's name recorded on the research instruments. As 

part of the packet, a Follow-up Form was included (see 

Appendix U). This form asked participants to indicate 

interest in a summary of the project and also whether they 

would like to talk to someone regarding their feelings 

following the investigation. A summary of the project was 

sent to all participants requesting one. If a participant 

indicated a desire to talk to someone regarding his or her 

feelings following participation, the investigator followed 
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up such a request by phone with appropriate referral sources 

(three names of counseling facilities in the participant's 

geographic area) given if requested. Of the total 53 

participants, 9 requested a follow-up phone call, but only 1 

requested referral to a counselor. 

Research Design 

Analysis was by a 2 (high or low ambiguity of loss) x 2 

(parent or spouse relationship of participant to patient) 

multivariate analysis of covariance, using covariates age of 

participant, length of time since diagnosis of illness, and 

social desirability. Dependent measures assessed 

anticipatory grief (scores on AGS-CIV; TRIG-CIV1,2; and 

RAGC), negative physical and psychological outcomes 

associated with grief (scores on HSC-abbrev.; GDS-Short; 

PHQ, MHQ, and CQ), and boundary ambiguity (scores on BAS and 

ConQ). 

Although the original MANCOVA was the main undertaking 

of this study, further variations of MANCOVA (with all 

combinations of covariates.age of participant, length of 

time since diagnosis, and social desirability) were 

conducted for exploratory purposes. The primary purposes of 

such exploration were: (1) to investigate effects of a 

revised conceptualization of independent variable level of 

ambiguity which yielded group cell sizes permitting greater 

statistical power; (2) to investigate the effects of using a 

reduced number of dependent variables to attenuate possible 
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consequences of high intercorrelations among certain 

measures; and (3) to investigate the effects of each of the 

above covariates on relationships between independent and 

dependent variables. After examining group differences, a 

series of stepwise multiple regression analyses was 

conducted to explore predictors of individual differences in 

measures of grieving, distress related to grieving, and 

boundary ambiguity. 

Hypotheses 

Hypothesis One 

In situations of serious chronic illness with high 

ambiguity of loss, spouses and parents will show less 

anticipatory grief than those in situations of serious 

chronic illness with low ambiguity of loss. 

Hypothesis Two 

In situations of serious chronic illness with high 

ambiguity of loss, spouses and parents will show more 

negative physical and psychological outcomes associated with 

grief than those in situations of serious chronic illness 

with low ambiguity of loss. 

Hypothesis Three 

Spouses or parents dealing with chronic illness having 

high ambiguity of loss will show more boundary ambiguity 

than those dealing with serious chronic illness having low 

ambiguity of loss. 
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Hypothesis Four 

Parents of children with serious chronic illness will 

experience less anticipatory grief than spouses of adults 

with serious chronic illness. 

Hypothesis Five 

Parents of children with serious chronic illness will 

experience more negative physical and psychological outcomes 

associated with grief than spouses of adults with serious 

chronic illness. 



CHAPTER III 

RESULTS 

Five hypotheses were tested utilizing a 2 (low or high 

ambiguity of loss) x 2 (parent or spouse relationship of 

participant to patient) Multivariate Analysis of Covariance. 

Covariates designated for the study were age of participant, 

length of time since diagnosis, and social desirability. 

Employing the original conceptual model for level of 

ambiguity (low ambiguity = terminal phase illness; high 

ambiguity = chronic phase illness), the question "If your 

spouse's or child's illness is fatal, is he or she in the 

final, terminal phase of illness?" was used to divide 

participants into low and high ambiguity groups (yes = low; 

no = high). Because all child patients were younger than 

all spouse patients, participants were divided into parent 

and spouse groups based on age of the patient for 

convenience of data retrieval. Therefore, if a patient was 

17 years or younger in age, his or her caregiver was 

classified as a parent. If a patient was 18 years or older 

in age, his or her caregiver was classified as a spouse. 

With participants categorized according to the original 

model for level of ambiguity, minimum cell size was 3 (Group 

1,1: parents, low ambiguity). Maximum cell size was 20 

98 
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(Group 1,2: parents, high ambiguity), with the remaining 2 

cells (Groups 2,1 and 2,2: spouses, low ambiguity, high 

ambiguity) containing 15 each. 

Major Findings 

Findings Using Original Concept for Level of Ambiguity 

Using the original concept for level of ambiguity, 

results of the study's designated MANCOVA (with covariates 

age of participant, length of time since diagnosis, and 

social desirability) are of limited statistical power due to 

the one small cell size. They must, therefore, be 

interpreted extremely cautiously. However, observed means, 

standard deviations, and adjusted means for the four 

experimental groups are presented in Table 4 (parents) and 

Table 5 (spouses) for purposes of later comparison to 

results using the reconceptualized model for level of 

ambiguity (low ambiguity = fatal illness; high ambiguity = 

life-threatening illness). 

Hypothesis one. Hypothesis one predicted a main effect 

for the independent variable level of ambiguity, such that 

more anticipatory grief would be experienced by those 

parents and spouses with low ambiguity of loss than by those 

with high ambiguity. Multivariate Analysis of Covariance 

indicated no main effect for level of ambiguity. Thus, the 

first hypothesis as originally conceptualized was not 

supported. 
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Table 4 

Parents: Observed and Adjusted Means for Multivariate 

Analysis of Covariance Using Original Concept for Level of 

Ambiguity 

Dependent Low Ambiguity High Ambiguity 
Measure Observed SD Adjusted Observed SD Adjusted 

Mean Mean Mean Mean 

AGS-CIV 96. 00 24. 98 94.67 •
 

C
M
 

00 85 15. 42 •
 

C
M
 

C
O
 08 

TRIG-CIV1 29. 00 7. 81 27.35 23. 00 5. 09 21. 64 

TRIG-CIV2 48. 00 24. 55 52.22 41. 05 14. 87 44. 70 

RAGC 9. 00 2. 64 9.10 7. 60 2. 37 7. 67 

PHQ 20. 00 6. 24 19.35 16. 50 5. 49 16. 02 

MHQ 47. 33 14. 33 44.82 38. 95 9. 41 37. 16 

CQ 12. 00 4. 58 14.02 11. 10 5. 35 12. 58 

GDS-Short 7. 00 5. 56 5.89 5. 30 4. 24 4. 44 

HSC-Abbrev. 108. 66 57. 84 102.38 80. 15 23. 52 75. 65 

BAS 33. 33 7. 37 35.28 35. 95 7. 14 37. 59 

ConQ 14. 66 6. 42 13.33 15. 40 5. 70 14. 34 

Note. AGS-CIV = Anticipatory Grief Scale, Chronic Illness 

Version; TRIG-CIV1 = Texas Revised Inventory of Grief, Chronic 

Illness Version, Part I; TRIG-CIV2 = Texas Revised Inventory 

of Grief, Chronic Illness Version, Part II; RAGC = Rando 

Anticipatory Grief Checklist; PHQ = Physical Health 

Questionnaire; MHQ = Mental Health Questionnaire; CQ = Coping 

Questionnaire; GDS-Short = Geriatric Depression Scale, Short 

Form; HSC-Abbrev. = Hopkins Symptom Checklist, Abbreviated; 

BAS = Boundary Ambiguity Scale; ConQ = Confusion Questionnaire. 
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Table 5 

Spouses: Observed and Adjusted Means for Multivariate 

Analysis of Covariance Using Original Concept for Level of 

Ambiguity 

Dependent Low Ambiguity High Ambiguity 
Measure Observed SD Adjusted Observed SD Adjusted 

Mean Mean Mean Mean 

AGS-CIV 86. ,06 7. ,98 86. ,71 77. 80 9. ,07 79. 23 

TRIG-CIV1 21. ,13 6. ,18 22. ,43 20. , 66 4. ,79 22. 36 

TRIG-CIV2 53. ,40 9. ,51 49. ,86 41. ,00 11. 86 36. ,65 

RAGC 9. ,66 2. ,38 9. ,59 6. ,86 2. ,53 6. ,76 

PHQ 18. ,20 6. .78 18. .63 18. ,33 5. .34 19. .01 

MHQ 41. .53 7. .85 43. .17 38. .06 9. .07 40. .71 

CQ 10. .80 3, .91 9. .42 11. .53 3. .15 9. .39 

GDS-Short 6. ,60 4, .62 7, .40 5. .06 3. .41 6, .22 

HSC-Abbrev. 88. .93 23, .64 93, .06 83, .33 21. .97 89. .96 

BAS 39, .46 5, .87 37, .87 39, .73 5, .94 37, .72 

ConQ 17, .60 8, .03 18, .60 18, .40 5, .98 19, .78 

Note. AGS-CIV = Anticipatory Grief Scale, Chronic Illness 

Version; TRIG-CIV1 = Texas Revised Inventory of Grief, Chronic 

Illness Version, Part I; TRIG-CIV2 = Texas Revised Inventory 

of Grief, Chronic Illness Version, Part II; RAGC = Rando 

Anticipatory Grief Checklist; PHQ = Physical Health 

Questionnaire; MHQ = Mental Health Questionnaire; CQ = Coping 

Questionnaire; GDS-Short = Geriatric Depression Scale, Short 

Form; HSC-Abbrev. = Hopkins Symptom Checklist, Abbreviated; 

BAS = Boundary Ambiguity Scale; ConQ = Confusion Questionnaire. 
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However, exploratory post hoc univariate analyses for 

the MANCOVA did reveal several significant univariate 

effects. These must be interpreted with extreme caution 

since the corresponding multivariate effect was 

nonsignificant, and they may represent sampling error and 

subsequent capitalization on chance. The post hoc 

univariate analyses indicated significant effects for three 

of four dependent variables. Participants with low 

ambiguity of loss reported higher levels of anticipatory 

grief as measured by the Rando Anticipatory Grief Checklist 

(F 1,46 = 7.25, p = .01), the Anticipatory Grief Scale, 

Chronic Illness Version (F 1,46 = 5.14, p < .05), and the 

Texas Revised Inventory of Grief, Chronic Illness Version, 

Part II (F 1,46 = 4.28, p < .05). These findings were in 

the predicted direction. 

Hypothesis two. Hypothesis two also predicted a main 

effect for the independent variable level of ambiguity, such 

that more negative physical and psychological outcomes 

associated with grief would be experienced by parents and 

spouses with high ambiguity of loss than by those with low 

ambiguity. The above MANCOVA (and subsequent univariate 

analyses) indicated no main effect for level of ambiguity. 

Thus, the second hypothesis was not supported. 

Hypothesis three. Hypothesis three also predicted a 

main effect for the independent variable level of ambiguity, 

such that more boundary ambiguity would be experienced by 
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parents and spouses with high ambiguity of loss than by 

those with low ambiguity. The above MANCOVA (and subsequent 

univariate analyses) indicated no main effect for level of 

ambiguity. Thus, the third hypothesis was not supported. 

Hypothesis four. Hypothesis four predicted a main 

effect for the independent variable type of relationship, 

such that more anticipatory grief would be experienced by 

spouses of ill mates than by parents of ill children. The 

MANCOVA (and subsequent univariate analyses) indicated no 

main effect for type of relationship. Thus, the fourth 

hypothesis was not supported. 

Hypothesis five. Hypothesis five predicted a main 

effect for the independent variable type of relationship, 

such that more negative physical and psychological outcomes 

associated with grief would be experienced by parents of ill 

children than by spouses of ill mates. The above MANCOVA 

(and subsequent univariate analyses) indicated no main 

effect for type of relationship. Thus, the fifth hypothesis 

was not supported. 

Interactions. No predictions were made about possible 

interaction effects between the independent variables level 

of ambiguity and type of relationship. It is noted that the 

MANCOVA indicated no such interactions were found. 
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Exploratory Post Hoc Findings Using Original Concept for 

Ambiguity of Loss 

Two series of exploratory post hoc variations of the 

study's designated MANCOVA were conducted. First, a series 

of MANCOVA variations was conducted to check possible 

effects of the independent variables level of ambiguity and 

type of relationship on the 11 dependent measures, depending 

upon different combinations of the covariates age of 

participant, time since diagnosis, and social desirability. 

Second, a series of MANCOVA variations was conducted to 

check the effects of level of ambiguity and type of 

relationship on a reduced number of dependent measures, with 

one measure also divided into two clusters. It was found 

that some of the dependent measures used in the study were 

highly correlated (see Table 6). The Mental Health 

Questionnaire, Geriatric Depression Scale, Short Form, and 

Hopkins Symptom Checklist, Abbreviated, all measures of 

negative physical or psychological outcomes associated with 

grief, were found to be highly correlated with one another. 

The Anticipatory Grief Scale, Chronic Illness Version and 

the Texas Revised Inventory of Grief, Chronic Illness 

Version, Part II, both measures of anticipatory grief, were 

found to be highly correlated with one another as well. 

This second series of MANCOVA variations thus 

eliminated the Mental Health Questionnaire, the Geriatric 

Depression Scale, and the Texas Revised Inventory of Grief, 
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Chronic Illness Version, Part II due to their 

intercorrelation with other dependent measures. In 

addition, the Hopkins Symptom Checklist, Abbreviated was 

divided into two symptom clusters called HSC-Abbrev.l 

(physical symptoms) and HSC-Abbrev.2 (psychological 

symptoms). This was done in order to obtain finer 

discrimination between physical and psychological outcomes 

as measured by this instrument (the intercorrelation between 

HSC-Abbrev.l and HSC-Abbrev.2 was found to be .83). With 

three dependent measures removed and one subdivided, the 

second series of variations on the designated MANCOVA thus 

contained 9 rather than 11 dependent measures (AGS-CIV; 

TRIG-CIV1 only; RAGC; HSC-Abbrev.1,2; CQ; PHQ; BAS; ConQ). 

Significant findings for the two series of post hoc 

exploratory analyses are presented in Tables 7 (11 dependent 

measures) and 8 (9 dependent measures). However, as above, 

the results must be interpreted with significant caution 

given the one very small cell size which resulted using the 

original conceptual model for level of ambiguity. 

Hypothesis one. Examining those exploratory analyses 

which used 11 dependent measures (see Table 7), it is seen 

that hypothesis one (prediction = main effect for level of 

ambiguity on anticipatory grief, with parents and spouses, 

low ambiguity > parents and spouses, high ambiguity) was not 

supported, regardless of combination of covariates used. 

However, the exploratory MANOVA was near significant 
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Table 7 

Multivariate and Univariate Findings for Designated MANCOVA 

and Exploratory Post Hoc Variations (Original Concept of 

Ambiguity and 11 Dependent Measures) 

MANCOVA 
Variation 

Level of Ambiguity Type of Relationship Interaction 

Designated 
MANCOVA 
(CV 1,2,3) 

MANOVA 

MANCOVA 
(CV 1,2) 

MANCOVA 
(CV 2,3) 

MANCOVA 
(CV 1,3) 

MANCOVA 
(CV 1) 

MANCOVA 
(CV 2) 

MANCOVA 
(CV3) 

Nonsignificant 
RAGC (d a .01) lo > hi 
AGS-CIV (a < .05) lo > hi 
TRIG-CIV2 (fi < .05) lo > hi 
HSC-Abbrev. (p = .09) lo > hi 
MHQ (£ a .09) lo > hi 

D • .058 
RAGC (p < .05) lo > hi 
AGS-CIV (D < .05) lo > hi 
TRIG-CIV2 (£ < .05) lo > hi 
HSC-Abbrev. (£ = .07) lo > hi 
MHQ (g = .08) lo > hi 

Nonsignificant 
RAGC (D < .05) lo > hi 
AGS-CIV (fi < .05) lo > hi 
TRIG-CIV2 (fi < .05) lo > hi 

Nonsignificant 
RAGC (D = .01) lo > hi 
AGS-CIV (£ < .05) lo > hi 
TRIG-CIV2 (£ < .07) lo > hi 
HSC-Abbrev. (g a .055) lo > hi 
MHQ (£ a .06) lo > hi 

Nonsigni ficant 
RAGC (£ < .01) lo > hi 
AGS-CIV (£ < .05) lo > hi 
TRIG-CIV2 (D < .05) lo > hi 
HSC-Abbrev. (f> = .08) lo > hi 
MHQ (£ = .08) lo > hi 

Nonsignificant 
RAGC (D < .05) lo 

5-CIV (c 
> hi 

AGS-CIV (fi < .05) lo > hi 
TRIG-CIV2 (£ < .05) lo > hi 

Nonsigni ficant 
RAGC (£ < .05) lo > hi 
AGS-CIV (p < .05) lo > hi 
TRIG-CIV2 (£ « .06) lo > hi 
HSC-Abbrev. (p a .08) lo > hi 
MHQ (j> a .09) lo > hi 

Nonsigni ficant 
RAGC (p < .01) lo > hi 
AGS-CIV (p < .05) lo > hi 
MHQ (p < .05) lo > hi 
HSC-Abbrev. (g> < .05) lo > hi 
TRIG-CIV1 (fi = .06) lo > hi 
TRIG-CIV2 (fi < .07) lo > hi 

Nonsignificant 
CQ (|> « .09) p»s 

p < .01 
SAS (p < .05) s>p 
TRIG-CIV1 (fi < .05) p>s 

Nonsigni ficant 
CQ (£ a ,08) p»s 

§< .01) 
AS (p < .05) s>p 

TRIG-CIV1 (£ < .05) p>s 

Nonsignificant 
CQ (2 a .06) p>s 

Nonsignificant 
CQ (£ a .06) p>s 

p < .01 
BAS (p a .05) s>p 
TRIG-CIV1 (£ < .05) p>s 

P A .001 
BAS (p < .05) s>p 
TRIG-CIV1 (fi < .05) p>s 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsigni ficant 

Note. RAGC a Rando Anticipatory Grief Checklist; AGS-CIV a Anticipatory Grief Scale, 

Chronic Illness Version,* TRIG-CIV1 a Texas Revised Inventory of Grief, Chronic Illness 

Version, Part I; TRIG-CIV2 a Texas Revised Inventory of Grief, Chronic Illness Version, 

Part II; HSC-Abbrev. a Hopkins Symptom Checklist, Abbreviated; MHQ a Mental Health 

Questionnaire; BAS a Boundary Ambiguity Scale; CQ a Coping Questionnaire; CV1 a Covariate 

age of participant; CV2 a Covariate length of time since diagnosis; CV3 a Covariate social 

desirability; lo a tow ambiguity; hi a high ambiguity; p a parents; s a spouses. 
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Table 8 

Multivariate and Univariate Findings for Designated MANCOVA 

and Exploratory Post Hoc Variations (Original Concept of 

Ambiguity and 9 Dependent Measures) 

MANCOVA 
Variation 

Level of Ambiguity Type of Relationship Interaction 

Designated 
MANCOVA 
(CV 1,2,3) 

MANOVA 

MANCOVA 
(CV 1,2) 

MANCOVA 
(CV 2,3) 

MANCOVA 
(CV 1,3) 

MANCOVA 
(CV 1) 

MANCOVA 
(CV 2) 

MANCOVA 
(CV3) 

Nonsignifican 
RAGC (D a .01 
AGS-CIV (D < 
HSC-Abbrev.2 

D = .05 
RAGC (D < .05 
AGS-CIV (D < 
HSC-Abbrev.2 

Nonsignifican 
RAGC (D < .05 
AGS-CIV (£ < 

D a .05 
RAGC (D A .01 
AGS-CIV2 (£ < 
HSC-Abbrev.2 

Nonsignifican 
RAGC (£ < .01 
AGS-CIV (£ < 
HSC-Abbrev.2 

Nonsignifican 
RAGC (d < .05 
AGS-CIV (£ < 

D a .05 
RAGC (D < .05 
AGS-CIV (D < 
HSC-Abbrev.2 

D = .056 
RAGC (p < .01 
AGS-CIV (fit < 
HSC-Abbrev. (£ 

lo > hi 
05) lo > hi 
£ = .08) lo > hi 

lo > hi 
05) lo > 
fi = .07) 

hi 
lo > 

lo > hi 
05) lo > hi 
< .05) lo > 

Nonsignificant 
CQ (£ a .09) p>s 

Nonsigni ficant 

hi 

§< .01 Nonsignificant 
AS (p < .05) s > p 

TRIG-CIV1 (£ < .05) p>s 

lo > hi 
05) lo > hi 

lo > hi 
.05) lo > hi 
E> < .05) lo > 

lo > hi 
05) lo > hi 
£ a .07) lo > 

lo > hi 
05) lo > hi 

lo > hi 
05) lo > hi 
2 a .07) lo > hi 

hi 

hi 

p>s 

hi 

Nonsigni ficant 
CQ (£ a .08) p>s 

§< .01) 
AS (p < .05) s>p 

TRIG-CIV1 (£ < .05) 

Nonsignificant 
CQ (fi a .06) p>s 

Nonsignificant 
CQ (£ a .06) p>s 

D < .01 
BAS (p a .05) s>p 
TRIG-CIV1 (fi < .05) p>s 

p < .01 
BAS (p < .05) s>p 
TRIG-CIV1 (2 < .05) p>s 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Nonsignificant 

Note. RAGC a Rando Anticipatory Grief Checklist; AGS-CIV a Anticipatory Grief Scale, 

Chronic Illness Version; TRIG-CIV1 a Texas Revised Inventory of Grief, Chronic Illness 

Version, Part I; HSC-Abbrev.2 a Hopkins Symptom Checklist, Abbreviated, Part II; BAS a 

Boundary Ambiguity Scale; CQ a Coping Questionnaire; CV1 a Covariate age of participant; 

CV2 = Covariate length of time since diagnosis; CV3 a Covariate social desirability; lo 

a low ambiguity; hi a high ambiguity; p a parents; s a spouses. 
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(F 11,39 = 1.98, p = .058), and subsequent post hoc 

univariate analyses for it demonstrated that low ambiguity 

parents and spouses reported more anticipatory grief than 

high ambiguity ones as indicated by the Rando Anticipatory 

Grief Checklist (p < .05), the Anticipatory Grief Scale, 

Chronic Illness Version (p < .05), and the Texas Revised 

Inventory of Grief, Chronic Illness Version, Part II (p < 

.05) . 

Using 11 dependent measures, several other MANCOVA 

variations approached significance as well. These were: 

MANCOVA with covariates time since diagnosis and social 

desirability (p = .08); MANCOVA with covariate age of 

participant (p = .09); MANCOVA with covariate time since 

diagnosis (p = .07); and MANCOVA with covariate social 

desirability (p = .07). In all multivariate analyses which 

approached significance, as well as in those that did not, 

subsequent exploratory univariate analyses showed a 

significant trend for low ambiguity parents and spouses to 

report more anticipatory grief than high ambiguity ones as 

indicated by the Rando Anticipatory Grief Checklist (p < .05 

to p < .01) and the Anticipatory Grief Scale, Chronic 

Illness Version (p < .05). In addition, a generally 

significant trend in the same direction was ^hown on the 

Texas Revised Inventory of Grief, Chronic Illness Version, 

Part II (p < .07 to p < .05). 
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When 9 rather than 11 dependent measures were used (see 

Table 8), hypothesis one was supported in the exploratory 

MANOVA (F 9,41 = 2.11, p < .05). Subsequent post hoc 

univariate analyses indicated low ambiguity participants 

reported more anticipatory grief as indicated by the Rando 

Anticipatory Grief Checklist (F 1,49 = 5.77, e < .05) and 

the Anticipatory Grief Scale, Chronic Illness Version (F 

1,49 = 5.57, e < .05). The Texas Revised Inventory of 

Grief, Chronic Illness Version, Part II was, as noted, 

eliminated from the analyses using 9 dependent measures. 

Still using nine dependent measures, hypothesis one was 

also supported in the following variations of MANCOVA: 

MANCOVA with covariates time since diagnosis and social 

desirability (F 9,39 = 2.09, p < .05) and MANCOVA with 

covariate time since diagnosis (F 9,40 = 2.13, e < .05). 

For each of these, subsequent post hoc univariate analyses 

indicated low ambiguity participants reported more 

anticipatory grief as demonstrated by the Rando Anticipatory 

Grief Checklist (E < .05) and the Anticipatory Grief Scale, 

Chronic Illness Version (p < .05). MANCOVA with covariate 

social desirability was near significant (p = .056), with 

results of univariate analyses the same as above (RAGC, p < 

.01; AGS-CIV, E < .05). 

Finally, even in those variations of MANCOVA which did 

not reach significance, exploratory.univariate analyses 

revealed the same pattern of significance for the Rando 
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Anticipatory Grief Checklist and the Anticipatory Grief 

Scale, Chronic Illness Version. Low ambiguity parents and 

spouses were always found to report more anticipatory grief 

than high ambiguity ones. 

Hypothesis two. For hypothesis two (prediction = main 

effect for level of ambiguity on negative physical and 

psychological outcomes associated with grief, with parents 

and spouses high ambiguity > parents and spouses low 

ambiguity), exploratory variations of the designated MANCOVA 

using 11 dependent measures (see Table 7) indicated no 

significant results at the multivariate level, although the 

exploratory MANOVA was near significant as noted. Despite 

nonsignificance at the multivariate level, exploratory 

univariate analyses did indicate a slight but generally 

nonsignificant trend for low ambiguity parents and spouses 

to report more negative physical and psychological outcomes 

as indicated by the Mental Health Questionnaire and the 

Hopkins Symptom Checklist, Abbreviated. This trend was seen 

in all MANCOVA variations except MANCOVA with covariates age 

of participant and time since diagnosis and MANCOVA with 

covariate age of participant. Significance levels for the 

MHQ and the HSC-Abbrev. typically ranged from p < .09 to p < 

.06, but each reached significance in MANCOVA with covariate 

social desirability (p < .05). The trend was in the 

opposite direction to that hypothesized, with parents and 

spouses having low ambiguity of loss reporting more negative 
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psychological outcomes than those with high ambiguity of 

loss. 

Using nine dependent measures (see Table 8), 

exploratory variations of the designated MANCOVA were 

significant for the following: MANOVA (F 9,41 = 2.11, p = 

.05); MANCOVA with covariates time since diagnosis and 

social desirability (F 9,39 = 2.09, p = .05); and MANCOVA 

with covariate time since diagnosis (F 9,40 = 2.12, p = 

.05). MANCOVA with covariate social desirability was near 

significant (F 9,40 = 2.07, p = .056). For all these 

exploratory variations, subsequent post hoc univariate 

analyses indicated a trend for parents and spouses with low 

ambiguity to report more negative psychological and physical 

outcomes associated with grief than ones with high ambiguity 

as indicated only by the Hopkins Symptom Checklist, 

Abbreviated, Part 2. The Mental Health Questionnaire was 

eliminated from the analyses using nine dependent measures. 

This trend for the HSC-Abbrev.2 ranged from slight but 

nonsignificant (MANOVA and MANCOVA with covariate time since 

diagnosis, p < .07) to significant (MANCOVA with covariates 

time since diagnosis and social desirability and MANCOVA 

with social desirability, p < .05). Again, this trend was 

in the opposite direction to that hypothesized. 

Hypothesis three. On hypothesis three (prediction = 

main effect for level of ambiguity on boundary ambiguity, 

with parents and spouses, high ambiguity > parents and 
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spouses, low ambiguity), when using 11 dependent measures 

(see Table 7), only the exploratory MANOVA approached 

significance as noted. However, subsequent univariate 

analyses indicated no significant differences between low 

and high ambiguity groups as measured by the Boundary 

Ambiguity Scale or the Confusion Scale. The same pattern 

was found in those exploratory analyses using nine dependent 

measures (see Table 8). 

Using the original concept for level of ambiguity, the 

only significant finding in the study regarding boundary 

ambiguity was one not predicted. It was found that 

independent variable type of relationship had an effect on 

boundary ambiguity. This occurred regardless of whether 11 

or 9 dependent measures were used. The relationship only 

occurred in the exploratory MANOVA (with 11 dependent 

measures, Fll,39 = 3.73, p < .001; with 9 measures, F 9,41 = 

3.61, p < .01) or in those variations of MANCOVA in which 

age of the participant was not used as a covariate (see 

Tables 7 and 8). For all these multivariate analyses, 

subsequent univariate analyses indicated spouses reported 

more boundary ambiguity than parents as demonstrated by the 

Boundary Ambiguity Scale (p < .05). 

Hypothesis four. On hypothesis four (prediction = main 

effect for type of relationship on anticipatory grief, with 

spouses > parents), when using 11 dependent measures (see 

Table 7), the only exploratory variations of MANCOVA which 
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reached significance were those in which age of the 

participant was not used as a covariate (MANOVA, F 11,39 = 

3.77, p. < .001; MANCOVA with covariates time since 

diagnosis and social desirability, F 11,37 = 3.39, p < .01; 

MANCOVA with covariate time since diagnosis, F 11,38 = 3.55, 

E < .01; MANCOVA with covariate social desirability, F 11,38 

= 3.58, p < .01). This pattern was true using nine 

dependent measures as well (see Table 8). Subsequent post 

hoc univariate analyses for the significant multivariate 

findings revealed that parents reported more anticipatory 

grief than spouses as measured only by the Texas Revised 

Inventory of Grief, Chronic Illness Version, Part I (E < *05 

in all univariate analyses). This finding was opposite to 

that predicted. 

Hypothesis five. On hypothesis five (prediction = main 

effect for type of relationship on negative physical and 

psychological outcomes associated with grief, with parents > 

spouses), whether using 11 or 9 dependent measures, only 

those exploratory multivariate variations in which age of 

the participant was not used as a covariate were 

significant. Subsequent univariate analyses revealed no 

significant effects for any of the dependent measures used 

to indicate negative physical and psychological outcomes. 

However, in nonsignificant MANCOVA variations (those in 

which age of the participant was used as a covariate), there 

was a slight but nonsignificant trend for parents to report 
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utilization of more coping skills than spouses as indicated 

by the Coping Questionnaire (p = • 09 to E = .06). This 

trend was actually in the opposite direction to that 

predicted, as use of more coping skills would be considered 

a positive rather than a negative outcome. 

Exploratory Post Hoc Analyses of Findings for Spouses Only 

Using Original Concept for Ambiguity of Loss 

As discussed, one very small cell size (parents, low 

ambiguity; N = 3) resulted when using the original concept 

for level of ambiguity. Therefore, it was decided to 

conduct an exploratory MANCOVA (with covariates age of 

participant, time since diagnosis, and social desirability) 

using the two spouse groups only, as these groups each 

contained an adequate number of participants to allow for 

greater statistical power in the analysis. Results for this 

exploratory MANCOVA and variations of it, all using 11 

dependent measures, are found in Table 9. 

Hypothesis one. For hypothesis one (prediction = main 

effect for level of ambiguity on anticipatory grief with 

spouses, low ambiguity > spouses, high ambiguity), the only 

exploratory multivariate analysis which reached significance 

was the MANOVA (F 11,18 = 2.31, p < .05). Subsequent 

univariate analyses indicated that spouses with low 

ambiguity reported more anticipatory grief than spouses with 

high ambiguity as measured by the Rando Anticipatory Grief 

Checklist (F 1,28 = 9.74, p < .01), the Anticipatory Grief 
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Table 9 

Spouses Only Multivariate and Univariate Findings for 

Designated MANCOVA and Exploratory Post Hoc Variations 

(Original Concept of Ambiguity and 11 Dependent Measures1 

MANCOVA 
V a r i a t i o n 

Level of Ambigui ty Type of R e l a t i o n s h i p I n t e r a c t i o n 

Designated N o n s i g n i f i c a n t 
MANCOVA RAGC ( f i = .001) lo > h i 
(CV 1 ,2 ,3 ) AGS-CIV (£ < .01) lo > h i 

TRIG-CIV2 ( f i < .005) lo > h i 

MANOVA q = .05 
RAGC <£ < .01) lo > h i 
AGS-CIV (£ < .05) lo > h i 
TRIG-CIV2 (Q < .01) lo > h i 

MANCOVA N o n s i g n i f i c a n t 
(CV 1,2) RAGC <fi < .01) lo > h i 

AGS-CIV (£ < .01) lo > h i 
TRIG-CIV2 <£ < .001) lo > h i 

MANCOVA N o n s i g n i f i c a n t 
(CV 2 ,3 ) RAGC (£ = .001) lo > h i 

AGS-CIV ( f i < .01) lo > h i 
TRIG-CIV2 (Q < .01) lo > h i 

MANCOVA Nons ign i f i can t 
(CV 1,3) RAGC ( £ < .001) lo > h i 

AGS-CIV (fi> < .01) lo > h i 
TRIG-CIV2 (£ = .001) lo > h i 

MANCOVA Nons i gni f i cant 
(CV 1) RAGC (f> < .01) lo > h i 

AGS-CIV (£ < .05) lo > h i 
TRIG-CIV2 ( f i < .001) lo > h i 

MANCOVA N o n s i g n i f i c a n t 
(CV 2) RAGC ( a < .01) lo > h i 

AGS-CIV (£ < .01) lo > h i 
TRIG-CIV2 ( f i » .01) lo > h i 

MANCOVA N o n s i g n i f i c a n t 
(CV3) RAGC ( £ < .001) lo > h i 

AGS-CIV ( f i < .01) lo > h i 
TRIG-CIV2 ( f i = .01) lo > h i 

Note. RAGC « Rando A n t i c i p a t o r y Gr ie f C h e c k l i s t ; AGS-CIV * A n t i c i p a t o r y Gr ie f Scale, 

Chronic I l l n e s s Vers ion ; TRIG-CIV2 = Texas Revised Inven to ry of G r i e f , Chronic I l l n e s s Vers ion, 

Part I I ; CV1 = Covar ia te age of p a r t i c i p a n t ; CV2 = Covar ia te length of t ime s ince 

d i agnos i s ; CV3 = Covar ia te s o c i a l d e s i r a b i l i t y ; l o * low amb igu i t y ; h i = h igh amb igu i t y . 
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Scale, Chronic Illness Version (F 1,28 = 7.02, E < .05), and 

the Texas Revised Inventory of Grief, Chronic Illness 

Version, Part II (F 1,28 = 9.97, E < .01). In addition, 

despite failure of all other MANCOVA variations to reach 

significance, exploratory univariate analyses for each 

MANCOVA variation revealed this identical pattern of 

differences between low and high ambiguity spouse groups on 

the RAGC, AGS-CIV, and TRIG-CIV2. 

Hypothesis two. For hypothesis two (prediction = main 

effect for level of ambiguity on negative physical and 

psychological outcomes associated with grief, with spouses, 

high ambiguity > spouses, low ambiguity), although the 

exploratory MANOVA was significant as noted, subsequent 

univariate analyses indicated no significant results for any 

of the physical or psychological outcome measures. 

Hypothesis three. Findings for hypothesis three 

(prediction = main effect for level of ambiguity on boundary 

ambiguity, with spouses, high ambiguity > spouses, low 

ambiguity) were identical to those for hypothesis two. The 

exploratory MANOVA was significant as noted, but subsequent 

univariate analyses indicated no significant results for 

either of the boundary ambiguity measures. 

Exploratory Post Hoc Analyses of Findings Using Revised 

Concept for Ambiguity of Loss 

Given.the one very small cell size obtained with 

participants classified according to the original concept 
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for level of ambiguity (low ambiguity = terminal phase 

illness, high ambiguity = chronic phase illness), one final 

series of post hoc exploratory analyses was performed. 

This series used the revised concept for level of ambiguity 

(low ambiguity = fatal illness, high ambiguity = life-

threatening illness). 

The question "What has the doctor told you is the most 

likely ultimate outcome of your spouse's or child's illness? 

a. nonfatal b. life-threatening/possibly fatal c. fatal" was 

used to divide participants into low and high ambiguity 

groups (fatal = low, life-threatening = high). With 

participants categorized according to this revised mode, 

minimum cell size was 10 (Group 1,2: parents, high 

ambiguity) and maximum was 18 (Group 2,1: spouses, low 

ambiguity). Group 1,1 (parents, low ambiguity) contained 

13, and group 2,2 (spouses, high ambiguity) contained 12 

each. 

Observed means, standard deviations, and adjusted means 

for the exploratory post hoc MANCOVA (with covariates age of 

participant, time since diagnosis, and social desirability) 

based on the reconceptualized groups are presented in Tables 

10 (parents) and 11 (spouses). Multivariate and univariate 

findings for other post hoc MANCOVA variations using the 

reconceptualized groups may be found in Table 12 (11 

dependent measures) and Table 13 (9 dependent measures). 
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Table 10 

Parents: Observed and Adjusted Means for Multivariate 

Analysis of Covariance Using Revised Concept For Level of 

Ambiguity and Reduced Number of Measures 

Dependent 
Measure 

Low Ambiguity High Ambiguity 
Observed SD Adjusted Observed SD Adjusted 

Mean Mean Mean Mean 

AGS-CIV 87. 50 15. 67 86. 42 81. 36 18. 17 80. 41 

TRIG-CIV1 25. 25 5. 31 23. 34 22. 18 5. 88 20. 60 

RAGC 8. 42 2. 02 8. 82 7. 09 2. 67 7. 33 

PHQ 16. 75 5. 36 15. 38 17. 18 6. 05 15. 94 

CQ 9. 83 9. 54 11. 85 12. 72 5. 59 14. 24 

HSC-Abbrev. 1 28. 67 12. 26 26. 46 32. 27 12. 75 30. 57 

HSC-Abbrev. 2 49. 92 18. 86 43. 16 52. 82 16. 15 47. 31 

BAS 35. 67 5. 55 37. 79 35. 54 8. 70 36. 90 

ConQ 14. 75 4. 00 13. 00 15. 91 7. 20 14. 33 

Note. AGS-CIV = Anticipatory Grief Scale, Chronic Illness 

Version; TRIG-CIV1 = Texas Revised Inventory of Grief, 

Chronic Illness Version, Part I; RAGC = Rando Anticipatory 

Grief Checklist; PHQ = Physical Health Questionnaire; CQ = 

Coping Questionnaire; HSC-Abbrev.1 = Hopkins Symptom 

Checklist, Abbreviated, Part I; HSC-Abbrev.2 = Hopkins 

Symptom Checklist, Abbreviated, Part II; BAS = Boundary 

Ambiguity Scale; ConQ = Confusion Questionnaire. 
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Table 11 

Spouses: Observed and Adjusted Means for Multivariate 

Analysis of Covariance Using Revised Concept for Level of 

Ambiguity and Reduced Number of Measures 

Dependent Low Ambiguity High Ambiguity 
Measure Observed SD Adjusted Observed SD Adjusted 

Mean Mean Mean Mean 

AGS-CIV •
 

•<*
 

C
O
 17 8.55 •
 

00
 55 78.58 9.96 •
 

o
 

00
 23 

TRIG-CIV1 20. 94 5.76 22. 21 20.83 5.17 23. 05 

RAGC 9. 33 2.35 9. 16 6.67 2.74 6. 19 

PHQ 17. 44 6.41 18. 32 19.50 5.35 21. 23 

CQ 11. 11 4.14 10. 10 11.25 2.45 8. 72 

HSC-Abbrev. 1 31. 22 7.54 32. 23 33.42 9.80 36. 62 

HSC-Abbrev. 2 51. 83 15.63 55. 70 50.42 13.92 58. 82 

BAS 39. 44 5.82 38. 30 39.83 6.04 37. 49 

ConQ 17. 67 7.79 18. 89 18.50 5.82 20. 60 

Note. AGS-CIV = Anticipatory Grief Scale, Chronic Illness 

Version; TRIG-CIV1 = Texas Revised Inventory of Grief, 

Chronic Illness Version, Part I; RAGC = Rando Anticipatory 

Grief Checklist; PHQ = Physical Health Questionnaire; CQ = 

Coping Questionnaire; HSC-Abbrev.l = Hopkins Symptom 

Checklist, Abbreviated, Part I; HSC-Abbrev.2 = Hopkins 

Symptom Checklist, Abbreviated, Part II; BAS = Boundary 

Ambiguity Scale; ConQ = Confusion Questionnaire. 
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Hypothesis one. Hypothesis one predicted a main effect 

for independent variable level of ambiguity (revised) on 

anticipatory grief (prediction = parents and spouses, low 

ambiguity > parents and spouses, high ambiguity). The post 

hoc exploratory MANCOVA using 11 dependent measures 

indicated a significant main effect (F 11,36 = 2.26, e < 

.05) . 

Subsequent post hoc univariate analyses indicated 

significance for one of four dependent variables. Parents 

and spouses with low ambiguity of loss reported more 

anticipatory grief than high ambiguity ones as indicated by 

the Rando Anticipatory Grief Checklist (F 1,46 = 9.38, £ < 

.01). Thus, the first hypothesis was partially supported 

when using the revised concept for level of ambiguity. It 

is also noted that significant multivariate and univariate 

findings pertinent to hypothesis one remained regardless of 

variation of MANCOVA used and whether 11 or 9 dependent 

measures were employed. 

Hypotheses two. Hypothesis two also predicted a main 

effect for level of ambiguity (revised) on negative physical 

and psychological outcomes associated with grief (prediction 

= parents and spouses, high ambiguity > parents and spouses, 

low ambiguity). Although, as noted, the exploratory MANCOVA 

using 11 dependent measures indicated a main effect for 

level of ambiguity (revised), subsequent univariate analyses 

revealed no significance as indicated by any of the 
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dependent measures for negative physical and psychological 

outcomes. Therefore, when using a revised concept for level 

of ambiguity, the second hypothesis was not supported. 

Again, these findings remain constant regardless of 

variation of MANCOVA used or number of dependent measures 

employed. 

Hypothesis three. Hypothesis three also predicted a 

main effect for level of ambiguity (revised) on boundary 

ambiguity (prediction = parents and spouses, high ambiguity 

> parents and spouses, low ambiguity). Although, as noted, 

the exploratory MANCOVA using 11 dependent measures 

indicated a main effect for level of ambiguity (revised), 

subsequent univariate analyses revealed significance for 

neither of the two dependent measures for boundary 

ambiguity. Therefore, when using a revised concept for 

level of ambiguity, the third hypothesis was not supported. 

These findings remain constant regardless of variations in 

the MANCOVA or number of dependent measures used. 

When using the revised concept for level of ambiguity, 

the only significant finding regarding boundary ambiguity 

was one not predicted. It was found (as was also true using 

the original concept for level of ambiguity) that type of 

relationship had an effect on boundary ambiguity. This 

occurred regardless of whether 11 or 9 dependent measures 

were used. The relationship occurred, however, only in the 

exploratory MANOVA (with 11 dependent measures, F 11,39 = 
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3.24, j> < .05; with 9 dependent measures, F 9,41 = 2.69, < 

.05) or variations of MANCOVA in which age of the 

participant was not used as a covariate (see Tables 12 and 

13). For all these multivariate analyses, subsequent 

univariate analyses indicated spouses reported more boundary 

ambiguity than parents as demonstrated by the Boundary 

Ambiguity Scale (e < .05 to E < .01). 

In addition, further exploration at the univariate 

level revealed a trend for the Confusion Questionnaire to 

approach or reach significance regardless of whether 

findings were significant or not at the multivariate level. 

The only two multivariate variations in which the ConQ did 

not approach significance at the univariate level were 

MANOVA and MANCOVA with covariate time since diagnosis. 

These results for the ConQ were in the direction of spouses 

reporting more confusion than parents regarding the 

patient's roles and relationships with them. 

Hypothesis four. The fourth hypothesis predicted a 

main effect for the independent variable type of 

relationship on anticipatory grief (prediction = spouses > 

parents). The designated MANCOVA using 11 dependent 

measures (see Table 12) indicated no significant main effect 

for type of relationship. A significant main effect was 

found for hypothesis four in those exploratory multivariate 

analyses in which age of the participant was not used as a 

covariate. Accompanying univariate analyses, however, did 
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Table 12 

Exploratory Post Hoc Multivariate and Univariate Findings 

(Revised Concept of Ambiguity and 11 Dependent Measures^ 

MANCOVA 
Var ia t ion 

Level of Ambiguity Type of Relat ionship In te rac t ion 

MANCOVA 
(CV 1,2,3) 

MANOVA 

MANCOVA 

(CV 1,2) 

MANCOVA 

(CV 2,3) 

MANCOVA 
(CV 1,3) 

MANCOVA 
(CV 1) 

MANCOVA 
(CV 2) 

MANCOVA 
(CV3) 

£ < .05 
RAGC (£ = .01) lo > hi 

E < -01 

RAGC <e < .01) lo > hi 

E < .05 
RAGC (£ < .01) lo > hi 

£ < .05 

RAGC (£ < .01) lo > hi-

fi < .05 
RAGC (£ < .01) lo > hi-

fi < .05 
RAGC (£ < .01) lo > hi 

£ = .01 

RAGC (£ < .01) lo > hi 

£ = .01 
RAGC (£ < .01) lo > hi 

Nonsigni f icant 
ConQ (£ = .05) s>p 
CQ (£ * .08) p>s 

£ < .01 
BAS (£ < .05) s>p 

Nonsigni f icant 
ConQ (£ a .08) s>p 
CQ (£ = .07) p>s 

£ < .01 
BAS (£ < .05) s>p 
ConQ (£ a .06) s>p 

Nonsigni f icant 

CQ (£ a .05) p>s 

ConQ (£ = .06) s>p 

Nonsigni f icant 

CQ (£ < .05) p>s 

ConQ (£ • .09) s>p 

£ < .01 

BAS (£ = .05) s>p 

£ < .01 

BAS (£ « .01) s>p 
ConQ (£ s .06) s>p 

Nonsigni f icant 

Nonsigni f icant 

Nonsigni f icant 

Nonsigni f icant 

Nonsigni f icant 

Nonsigni f icant 

Nonsigni f icant 

Nonsigni f icant 

Note. RAGC = Rando An t i c ipa to ry Grief Check l is t ; BAS = Boundary Ambiguity Scale; ConQ = 

Confusion Questionnaire; CQ = Coping Questionnaire; CV1 = Covariate age of p a r t i c i p a n t ; 

CV2 = Covariate length of time since diagnosis; CV3 = Covariate soc ia l d e s i r a b i l i t y ; lo 

= low ambiguity; hi = high ambiguity; p = parents; s = spouses. 
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Table 13 

Exploratory Post Hoc Multivariate and Univariate Findings 

(Revised Concept of Ambiguity and 9 Dependent Measures) 

MANCOVA 
Variation 

Level of Ambiguity Type of Relationship Interaction 

MANCOVA 
(CV 1,2,3) 

MANOVA 

£ < .05 

RAGC (£ a .01) l o > hi 

£ < .01 
RAGC (£ < .01) lo > hi 

Nonsignificant 
ConQ (£ = .05) s>p 
CQ (£ a .08) p»s 

£ x -01 
BAS (£ < .05) s > p 

Nonsignificant 

Nonsignificant 

MANCOVA 
(CV 1,2) 

MANCOVA 
(CV 2,3) 

MANCOVA 
(CV 1,3) 

MANCOVA 
(CV 1) 

MANCOVA 
(CV 2) 

MANCOVA 
(CV3) 

£ « .01 
RAGC (£ < .01) lo > hi 

£ < .01 

RAGC (£ < .01) lo > hi 

£ • .01 
RAGC (£ < .01) lo > hi 

£ = .01 
RAGC (£ < .01) lo > hi 

£ < .01 

RAGC (£ < .01) lo > hi 

£ < .01 
RAGC (£ < .01) lo > hi 

Nonsignificant 
CQ (£ * .07) p>s 
ConQ (£ a .08) s>p 

£ < .05 

BAS (£ < .05) s>p 

Nonsignificant 
CQ ( £ = .05) p>s 
ConQ (£ = .06) s>p 

Nonsignificant 
CQ (£ < .05) p>s 
ConQ (£ = .09) s>p 

£ < .05 

BAS (£ = .05) s>p 

£ a .01 
BAS (£ as .01) S>p 

Nonsignificant 

Nonsigni ficant 

Nonsigni ficant 

Nonsignificant 

Nonsignificant 

Nonsigni ficant 

Note. RAGC » Rando Anticipatory Gr.ief Checklist; BAS = Boundary Ambiguity Scale; ConQ * 

Confusion Questionnaire; CQ = Coping Questionnaire; CV1 » Covariate age of participant; 

CV2 « Covariate length of time since diagnosis; CV3 a Covariate social desirability; lo 

a low ambiguity; hi a high ambiguity; p a parents; s a spouses. 
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not demonstrate a significant effect as indicated by any of 

the dependent measures pertinent to anticipatory grief. 

Hypothesis five. The fifth hypothesis predicted a main 

effect for the independent variable type of relationship on 

negative physical and psychological outcomes associated with 

grief (prediction = parents > spouses). The designated 

MANCOVA using 11 dependent measures (see Table 12) indicated 

no significant main effect for type of relationship. 

However, similar to what was found using the original 

concept for level of ambiguity, exploratory univariate 

analyses did show a slight but nonsignificant tendency for 

parents to report use of a greater number of coping 

strategies than spouses as indicated by the Coping 

Questionnaire (p = .08). 

This same tendency was observed at the univariate level 

for all nonsignificant variations of MANCOVA (those in which 

age of the participant was used as a covariate). The trend 

ranged from slight but nonsignificant (MANCOVA with 

covariates age of participant and time since diagnosis, p = 

.07) to significant (MANCOVA with covariates age of 

participant and social desirability, p = .05; MANCOVA with 

covariate age of participant, p ,< .05). The trend was in 

the opposite direction to that predicted. 

Interactions. No predictions were made regarding the 

possible interaction of independent variables level of 

ambiguity (revised) and type of relationship. It is noted 
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that the MANCOVA indicated no significant interaction 

effects. 

Summary of Major Findings Regarding Hypotheses 

Hypothesis one as formulated using the original concept 

for level of ambiguity and three covariates was not 

supported at the multivariate level, but at the univariate 

level low ambiguity parents and spouses did report more 

anticipatory grief than high ambiguity ones on all three 

dependent measures for current grief. This result was also 

seen across variations of MANCOVA. Using the revised 

concept for level of ambiguity, hypothesis one received 

partial support, with low ambiguity parents and spouses 

again reporting more anticipatory grief than high ambiguity 

ones but as indicated by the Rando Anticipatory Grief 

Checklist only. 

Hypothesis two as originally formulated was not 

supported. Post hoc explorations did indicate a slight but 

generally nonsignificant trend at the univariate level for 

low ambiguity parents and spouses to report more negative 

psychological outcomes than high ambiguity ones as indicated 

by the Mental Health Scale and the Hopkins Symptom 

Checklist. This trend was in the opposite direction to that 

predicted. Using the revised concept for level of 

ambiguity, Hypothesis two was not supported. 

Hypothesis three as originally formulated was not 

supported, nor was it using the revised concept for level of 
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ambiguity. The only significant finding regarding boundary 

ambiguity was one not predicted. This was that spouses 

reported more boundary ambiguity than parents across both 

concepts for level of ambiguity. 

Hypothesis four as originally formulated was not 

supported. Post hoc explorations indicated it was supported 

in those variations of MANCOVA in which age of the 

participant was not used as a covariate. In subsequent 

univariate analyses, parents reported more past grief than 

spouses as demonstrated by the Texas Revised Inventory of 

Grief, Chronic Illness Version, Part I. This result was 

opposite to that predicted and occurred only when using the 

original concept for level of ambiguity. 

Hypothesis five as originally formulated was not 

supported. Post hoc explorations revealed it was supported 

at the multivariate level when age of participant was 

removed as a covariate. However, there were no subsequent 

significant findings at the univariate level. In 

nonsignificant variations of MANCOVA (those in which age of 

the participant was used as a covariate), a slight but 

generally nonsignificant trend was found at the univariate 

level for parents to report a greater number of coping 

skills than spouses. This trend, which occurred across both 

concepts for level of ambiguity, was in the opposite 

direction to that predicted. 
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Results of Multiple Regression 

After examining group differences on dimensions of 

anticipatory grief and distress or confusion related to 

grieving, a series of stepwise regression analyses were 

conducted in order to explore predictors of individual 

differences in participants on these same dimensions. In 

these stepwise regressions, the following predictors were 

nominal in nature: level of ambiguity; type of relationship 

with patient (parent or spouse); sex, race, marital status, 

family income classification, and number of children of 

participant; past seeking by participant of other medical 

opinions; agreement of participant with diagnosis; whether 

participant belongs to a support group; sex and race of 

patient; and predictability of illness. The remainder of 

the predictors were continuous in nature and included: age, 

educational level of participant and spouse; age of patient; 

length of symptoms pre-diagnosis; time since diagnosis; and 

social desirability. 

Stepwise analyses were first conducted based on the 

original concept for level of ambiguity of loss. Then 

further exploratory regression analyses were conducted using 

the revised concept for level of ambiguity. Results are in 

Tables 14 and 15. It can be seen that the results of the 

analyses were identical using the original and revised 

conceptualizations of level of ambiguity, with the exception 

of two findings to be discussed. 
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Table 14 

Regression Analysis of Dependent Measure Scores (Original 

Concept for Level of Ambiguity) 

Dependent 
Variable 

Predictors8 F b B C b d R 2* 

AGS-CIV seek other opinions (past) 6.60* -8.77 - .34 .10 

TRIG-CIV1 predictability of illness 6.75* -4.01 - .34 .10 

TRIG-CIV2 education level 
time since diagnosis 
seek other opinions (past) 

13.05** 
9.37** 
8.10** 

-2.34 
-.22 

-7.20 

.45 

.26 

.26 

.19 

.24 

.29 

RAGC level of ambiguity 
social desirability 

10.56** 
7.78** 

-2.27 
-.31 

- .41 
.47 

.15 

.21 

PHQ none 

MHQ predictabiIity of illness 
agree with diagnosis 

7.81** 
9.07** 

-6.91 
-11.70 

- .36 
.38 

.11 

.24 

CQ agree with diagnosis 
education level 

4.14** 
4.77* 

-3.96 
-.46 

- .27 
.29 

.06 

.13 

GDS-Short predictability of illness 
education level 
social desirability 

5.39* 
6.26** 
5.84** 

-2.65 
-.50 
-.51 

- .31 
.33 
.27 

.08 

.17 

.22 

HSC-Abbrev.1 none 

HSC-Abbrev.2 predictability of illness 6.41* -10.86 - .33 .09 

BAS type of relationship 
social desirability 
predictability of illness 

7.43** 
7.42** 
7.06** 

.08 
-.97 

-4.14 

.36 

.33 

.30 

.11 

.20 

.26 

ConQ seek other opinions (past) 
social desirability 
race of participant 
duration of symptoms 
race of patient 

5.61** 
5.36** 
5.88** 
5.71** 
5.85** 

-4.07 
-.82 
4.52 
.92 

-4.03 

-

.31 

.28 

.32 

.26 

.35 

.08 

.14 

.22 

.26 

.32 

Note. AGS-CIV = Anticipatory Grief Scale, Chronic Illness Version; TRIG-CIV1 » Texas 

Revised Inventory of Grief, Chronic Illness Version, Part I; TRIG-CIV2 » Texas 

Revised Inventory of Grief, Chronic Illness Version, Part II; RAGC = Rando 

Anticipatory Grief Checklist; PHQ = Physical Health Questionnaire; MHQ = Mental 

Health Questionnaire; CQ = Coping Questionnaire; GDS-Short * Geriatric Depression 

Scale, Short Form; HSC-Abbrev.1 = Hopkins Symptom Checklist, Abbreviated, Part I; 

HSC-Abbrev.2 = Hopkins Symptom Checklist, Abbreviated, Part II; BAS _= Boundary 

Ambiguity Scale; ConQ = Confusion Questionnaire. 

astepwise regression method 

value for B 

cunstandardized regression coefficient (B) 

^standardized regression coefficient (b) 

^adjusted R 2 

*£ < .05; **£ < .01 
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Table 15 

Regression Analysis of Dependent Measure Scores (Revised 

Concept for Level of Ambiguity) 

Dependent 
Var iable 

Predictors® Fb Bc b d R2* 

AGS-CIV seek other opinions (past) 6.60* -8.77 - .34 .10 

TRIG-CIV1 p r e d i c t a b i l i t y of i l l ness 6.75* -4.01 - .34 .10 

TRIG-CIV2 education level 
time since diagnosis 
seek other opinions (past) 

13.05** 
9.37** 
8.10** 

-2.34 
- .22 

-7.20 

- .45 
.26 
.26 

.19 

.24 

.29 

RAGC level of ambiguity 9.75** -2.10 - .40 .14 

PHQ none 

MHQ p r e d i c t a b i I i t y of i l l ness 
agree wi th diagnosis 

7.81** 
9.07** 

-6.91 
-11.70 -

.36 

.38 
.11 
.24 

CQ agree with diagnosis 
education level 

4.14** 
4.77* 

-3.96 
- .46 -

.27 

.29 
.06 
.13 

GDS-Short p r e d i c t a b i I i t y of i l l ness 
education level 
soc ia l d e s i r a b i l i t y 

5.39* 
6.26** 
5.84** 

-2.65 
- .50 
- .51 

- .31 
.33 
.27 

.08 

.17 

.22 

HSC-Abbrev.1 p r e d i c t a b i l i t y of i l l ness 
income level 

4.04* 
4.63* 

-5.73 
-1.99 -

.27 

.29 
.05 
.12 

HSC-Abbrev.2 p r e d i c t a b i I i t y of i l l ness 6.41* -10.86 - .33 .09 

BAS type of re la t i onsh ip 
soc ia l d e s i r a b i l i t y 
p r e d i c t a b i l i t y of i l l ness 

7.43** 
7.42** 
7.06** 

.08 
- .97 

-4.14 

.36 

.33 

.30 

.11 

.20 

.26 

ConQ seek other opinions (past) 
soc ia l d e s i r a b i l i t y 
race of pa r t i c i pan t 
durat ion of symptoms 
race of pat ient 

5.61** 
5.36** 
5.88** 
5.71** 
5.85** 

-4.07 
- .82 
4.52 

.92 
-4.03 

-

.31 

.28 

.32 

.26 

.35 

.08 

.14 

.22 

.26 

.32 

Note. AGS-CIV = An t i c ipa to ry Grief Scale, Chronic I l l ness Version; TRIG-CIV1 = Texas 

Revised Inventory of Gr ie f , Chronic I l l ness Version, Part I ; TRIG-CIV2 = Texas 

Revised Inventory of Gr ie f , Chronic I l l ness Version, Part I I ; RAGC = Rando 

An t i c ipa to ry Grief Check l is t ; PHQ = Physical Health Questionnaire; MHQ * Mental 

Health Questionnaire; CQ » Coping Questionnaire; GOS-Short * Ge r i a t r i c Depression 

Scale, Short Form; HSC-Abbrev.1 = Hopkins Symptom Check l is t , Abbreviated, Part I ; 

HSC-Abbrev.2 s Hopkins Symptom Check l is t , Abbreviated, Part I I ; BAS s Boundary 

Ambiguity Scale; ConQ = Confusion Questionnaire. 
astepwise regression method 

^F value for B 

unstandardized regression c o e f f i c i e n t (B) 

^standardized regression c o e f f i c i e n t (b) 
e 2 adjusted R 

*£ < .05; * *£ < .01 
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The first stepwise regression was conducted with the 

Anticipatory Grief Scale, Chronic Illness Version as the 

dependent variable. Predictors included all those listed 

above. One variable was found to account for a significant 

proportion of the variance of anticipatory grief as measured 

by the AGS-CIV. This variable was whether the participant 

had sought other medical opinions in the past regarding the 

diagnosis (Beta = -.34, p < .05), and it accounted for 10% 

of the variance in AGS-CIV scores. 

The next analysis was conducted with the Texas Revised 

Inventory of Grief, Chronic Illness Version, Part I as the 

dependent variable. Only one predictor was found to account 

for a significant proportion of the variance with regard to 

anticipatory grief as measured by the TRIG1-CIV1. This was 

predictability of illness (Beta = -.34), and it accounted 

for 10% of the variance in TRIG-CIV1 scores. 

Using the Texas Revised Inventory of Grief, Chronic 

Illness Version, Part II as the dependent variable, three 

predictors were found to account for a significant 

proportion of the variance. These were education of 

participant (Beta = -.45, p < .01), time since diagnosis 

(Beta = -.26, p < .01), and whether participant had sought 

other medical opinions regarding the diagnosis (Beta = -.26, 

E> < .001). Together these three variables accounted for 29% 

of the variance in TRIG-CIV2 scores. 
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Using the Rando Anticipatory Grief Checklist as the 

dependent variable, two predictors were found to account for 

a significant proportion of the variance with regard to 

anticipatory grief as measured by the RAGC. These were 

level of ambiguity of loss (Beta = -.41, p < .01) and social 

desirability (Beta = -.47, p < .01). Together they 

accounted for 21% of the variance in RAGC scores. 

In contrast to the above, stepwise regression conducted 

using the revised concept for level of ambiguity yielded 

different results. Using the revised concept, only one 

predictor was found to account for a significant proportion 

of the variance with regard to anticipatory grief as 

measured by the RAGC. This was level of ambiguity (Beta = -

.40, e < .01), and it accounted for 14% of the variance in 

RAGC scores. Social desirability was not found to be a 

significant predictor as it was in the original conceptual 

model for level of ambiguity. 

The next analysis was conducted with the Physical 

Health Questionnaire as the dependent variable. No 

variables were found to account for a significant proportion 

of the variance with regard to physical health as measured 

by the PHQ. 

Using the Mental Health Questionnaire as the dependent 

variable, two predictors were found to account for a 

significant proportion of the variance with regard to mental 

health as measured by the MHQ. These were predictability of 
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illness (Beta = -.36, p < .01) and agreement of participant 

with diagnosis (Beta = -.38, p < .01). Together they 

accounted for 24% of the variance in MHQ scores. 

Using the Coping Questionnaire as the dependent 

variable, the predictors agreement of participant with 

diagnosis (Beta = -.27, p < >05) and education of 

participant (Beta = .29, p < .05) were found to account for 

a significant proportion of the variance with regard to 

mental health as measured by the CQ. Together they 

accounted for 13% of the variance in CQ scores. 

Using the Geriatric Depression Scale, Short Form as the 

dependent variable, three predictors were found to account 

for a significant proportion of the variance with regard to 

mental health as measured by the GDS-Short. These were 

predictability of illness (Beta = -.31, p < .05), education 

of participant (Beta = -.33, p < .01) and social 

desirability (Beta = -.27, p < .01). Together they 

accounted for 22% of the variance in GDS-Short scores. 

Using the Hopkins Symptom Checklist, Abbreviated, Part 

1 as the dependent variable, no predictors were found to 

account for a significant proportion of the variance with 

regard to somatic symptoms as measured by the HSC-Abbrev.l 

and using the original concept for level of ambiguity. In 

contrast, stepwise regression conducted using the revised 

concept for level of ambiguity yielded different results. 

Two predictors were found to account for a significant 
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proportion of the variance. These were predictability of 

the illness (Beta = -.27, p < .05) and agreement of 

participant with the diagnosis (Beta = -.29, p < .05). 

Together they accounted for 12% of the variance. 

Using the Hopkins Symptom Checklist, Abbreviated, Part 

2 as the dependent variable, one predictor was found to 

account for a significant proportion of the variance with 

regard to psychological symptoms as measured by the HSC-

Abbrev.2. This was true using both the original and revised 

concepts for level of ambiguity. This predictor was 

predictability of the illness, and it accounted for 9% of 

the variance in HSC-Abbrev.2 scores. 

Using the Boundary Ambiguity Scale as the dependent 

variable, three predictors were found to account for a 

significant proportion of the variance of boundary ambiguity 

as measured by the BAS. These were age of patient (Beta = 

.36, p < .01), social desirability (Beta = -.33, p < .01) 

and predictability of illness (-.30, p < .01). Together 

these accounted for 26% of.the variability in BAS scores. 

Finally, stepwise regression was conducted with the 

Confusion Questionnaire as the dependent variable. Five 

predictors were found to account for a significant 

proportion of the variance with regard to boundary ambiguity 

as measured by the CONQ. These were seeking by participant 

of other past medical opinions regarding the diagnosis (Beta 

= -.31, p < .05), social desirability (Beta = -.28, p < 
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.01), race of participant (Beta = .32, p < .01), duration of 

symptoms prior to diagnosis (Beta = .26, p < .001), and race 

of patient (Beta = -.35, p < .001). Together these five 

variables accounted for 32% of the variance in ConQ scores. 



CHAPTER IV 

DISCUSSION 

The primary purpose of this study was to add to the 

body of research knowledge regarding the relationship 

between ambiguity of loss and anticipatory grief. 

Specifically, it compared situations of a child's or mate's 

serious chronic illness involving high versus low ambiguity 

of loss. It examined the relationship of such loss 

situations to anticipatory grief, negative physical and 

psychological outcomes associated with grief, and boundary 

ambiguity in the caregiving parent or spouse. First, 

building on the limited research regarding ambiguity of loss 

and anticipatory grief, it was proposed that highly 

ambiguous chronic illness situations would impede the 

anticipatory grief process for caregiver spouses and parents 

as well as the ability to perceive clear boundaries in their 

relationship and roles with the patient. Second, 

extrapolating from the considerable research regarding post-

death grief, it was proposed that impediment of anticipatory 

grief would negatively influence the physical and 

psychological well-being of the affected spouse or parent. 

Hypothesis One 

The first hypothesis of the study predicted that in 

serious chronic illness situations with low ambiguity of 

137 
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loss, parents and spouses would show more anticipatory grief 

than those in serious chronic illness situations with high 

ambiguity of loss. This prediction was derived from 

theoretical conjecture in the literature that loss in low 

ambiguity illness is better defined and more socially 

validated than loss in high ambiguity illness. Thus, family 

members have less opportunity to deny their loss and a more 

focused and sanctified grief process through which to 

proceed (Boss, 1988, 1991). Prior to this study, hypothesis 

one had not been empirically studied using low versus high 

ambiguity groups. 

Hypothesis one as formulated using the original concept 

for level of ambiguity and three covariates was not 

supported. It is difficult to confidently interpret this 

finding given the one very small cell size (parents, low 

ambiguity) and subsequent reduced statistical power of the 

analysis. It appears power of the original analysis may 

also have been reduced by high correlations among some 

dependent measures and by possible pre-existing differences 

between groups attributable to covariates. 

However, findings at the univariate level indicating 

significant differences between low and high ambiguity 

groups in amount of reported anticipatory grief is 

heuristically promising, suggesting reduction of 

methodological problems might increase the likelihood of 
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locating potential dissimilarity between the two level of 

ambiguity groups. Using the original concept for level of 

ambiguity, parents and spouses with low ambiguity of loss 

reported more anticipatory grief than those with high 

ambiguity of loss as indicated by the Anticipatory Grief 

Scale, Chronic Illness Version, the Rando Anticipatory Grief 

Checklist, and (in analyses using 11 measures) the Texas 

Revised Inventory of Grief, Chronic Illness Version, Part 

II. This univariate pattern was consistant regardless of 

the MANCOVA variation used. Such a pattern is compatible 

with Boss's hypothesis (1991) that high ambiguity illness 

situations tend to impede the grief process more than low 

ambiguity ones. Given that the original concept for level 

of ambiguity defined the low ambiguity condition as terminal 

phase illness and the high ambiguity condition as chronic 

phase illness, the finding is also congruous with Rolland's 

(1991) position that anticipatory grief is more likely to 

occur during the terminal phase of illness, when much of the 

uncertainty about outcome has been resolved. 

Findings for hypothesis one based on the revised 

concept for level of ambiguity are potentially more 

illuminating given that statistical power of analyses was 

not reduced by small cell size. Using the revised concept, 

it was found that parents and spouses with low ambiguity of 

loss reported more anticipatory grief than parents and 
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spouses with high ambiguity of loss as measured by the Rando 

Anticipatory Grief Checklist. 

Examination of the significant finding for level of 

ambiguity (revised) on anticipatory grief as measured by the 

RAGC only could suggest that some instruments (such as the 

RAGC) are more effective than others (such as the AGS-CIV 

and TRIG-CIV) in actually identifying the anticipatory grief 

process. However, anticipatory grief measures are very 

recently developed and, thus, have not yet been well studied 

regarding their reliability and validity relative to one 

another. Furthermore, the very construct of anticipatory 

grief upon which these measuring tools are based has had a 

troubled existence since its inception, with considerable 

controversy still surrounding its very definition (Fulton & 

Gottesman, 1980; Sweeting & Gilhooly, 1990). 

Given the new and tentative status of measurement for 

anticipatory grief, it could alternatively be argued that 

the results from hypothesis one (using the revised concept 

for level of ambiguity) suggest different instruments may 

each measure a part of the anticipatory grief process, but 

none measure it in its entirety. Levy (1992), for example, 

has recently suggested the construct of anticipatory grief 

is too narrowly conceived, often as a depressive reaction, 

and that a broader approach to its measure is needed. In 

the process of developing a new measurement tool, he has 

identified three factors of anticipatory grief in spouses— 
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cognitive coping, conjugal coping, and anticipatory grief. 

Since he found only the anticipatory grief factor to contain 

items which clearly match the phenomenology of grief and 

can, thus, lay reasonable claim to content validity, he 

suggests anticipatory grief might be better regarded as one 

component of anticipatory bereavement which also includes, 

among other yet to be determined processes, individual 

cognitive as well as relationship coping. 

Following Levy's reasoning regarding factors or 

components of anticipatory grief, The RAGC might be 

described as an instrument in which the majority of items 

deal with detached acknowledgement by the caregiver of the 

patient's possible death, with the caregiver's overt 

discussion of the possible death with others, and with 

behavioral preparations for the death. The AGS-CIV and 

TRIG-CIV, by contrast, are largely focused on more specific 

symptomotology of grief dealing with feelings and attitudes. 

It appears, then, that the RAGC is measuring mostly 

cognitive-behavioral components of anticipatory grief, or 

anticipatory bereavement as Levy would label it, while the 

AGS-CIV and the TRIG-CIV are measuring the more affective 

and attitudinal components traditionally associated with 

grief. 

Examination of participants' scores on the AGS-CIV and 

TRIG-CIV reveals that mean scores for all four experimental 

groups, regardless of ambiguity level, reflect moderate 
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levels of feelings and attitudes indicative of anticipatory 

grief. Thus, since members of all four experimental groups 

are, on the average, experiencing moderate levels of such 

anticipatory grief reactions, it is feasible that what is 

different between participants dealing with low ambiguity 

versus high ambiguity illness is not whether and to what 

extent they are exhibiting distressed feelings and attitudes 

traditionally labeled a grief reaction. Rather, it may be 

whether and to what extent they are overtly willing to 

cognitively acknowledge, discuss, and plan for the illness's 

most frightening possible loss, death. This observation is 

compatible with speculation by Boss (1988) that highly 

ambiguous illness situations (life-threatening per study) 

encourage the caregiver's denial of potential loss as a 

primary coping mechanism. Those facing low ambiguity 

illness (fatal per study) may, by contrast, simply be forced 

by the explicitness of outcome to acknowledge, discuss, and 

plan for death. 

Hypothesis Two 

Hypothesis two predicted that in illness situations 

with high ambiguity of loss, parents and spouses would show 

more negative physical and psychological outcomes associated 

with grief than those in illness situations with low 

ambiguity of loss. This prediction derived, in part, from 

contentions that high ambiguity (Boss, 1991) or 

unpredictability (Rolland, 1991) in chronic illness 
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situations is particularly stressful for caregivers. It was 

also inferred from a commonly held although inconclusively 

supported tenet in the grief literature that anticipatory 

grief is protective in nature, leading to better caregiver 

adjustment following death of the patient (Sweeting & 

Gilhooly, 1990). Although empirically unstudied to date, it 

can be argued that anticipatory grief might serve a 

protective function pre-death of the patient as well. 

Caregivers who actively engage in anticipatory grief might 

resolve their distress more effectively and thus show fewer 

physical or psychological problems during the predeath 

period itself. Assuming parents and spouses in high 

ambiguity illness situations tend to show less anticipatory 

grief than those in low ambiguity illness (as postulated in 

hypothesis one), they might, following the above reasoning, 

also show more negative physical and psychological outcomes 

during the illness. 

Hypothesis two as originally conceived was not 

supported, with no significant differences observed between 

low and high ambiguity groups. In post hoc univariate 

exploration there was found, however, a slight but generally 

nonsignificant trend for low ambiguity parents and spouses 

to report more negative psychological outcomes than high 

ambiguity ones on the Mental Health Questionnaire and the 

Hopkins Symptom Checklist. 
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Again, the one very small cell size resulting from the 

original concept for level of ambiguity makes it difficult 

to confidently interpret the lack of significant findings 

for hypothesis two. In addition, though, there was a 

general lack of support for hypothesis two based on both the 

original and revised conceptualizations of ambiguity. This 

suggests a possibility that the postulated relationship 

between level of ambiguity and negative physical or 

psychological outcomes associated with grief does not exist. 

In the absence of any previous empirical research, such a 

relationship remains theoretically speculative. 

Alternatively, it is possible a relationship does exist 

between level of ambiguity and negative physical or 

psychological outcomes but that methodological problems in 

the study interfered such that the relationship was 

obscured. For example, selection bias in the sample was 

clearly an issue as all participants were volunteers, many 

of them from support groups. As Stroebe and Stroebe (1989) 

have pointed out, whether an individual agrees to volunteer 

for grief-related research or not is quite likely influenced 

by his or her physical and mental health state, which are 

precisely the variables being examined in reactions to 

grief. The issue of self-selection in grief-related reseach 

remains largely unexamined, although Stroebe and Stroebe 

(1989) report initial findings to suggest, for example, that 

widows who refuse participation may be generally well 
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adapted, while widowers who refuse participation may be 

depressed and withdrawn. Given that participation in this 

study was voluntary and that caregivers typically face many 

demands and time pressures in dealing with a serious chronic 

illness, it may have been mainly healthy and high 

functioning individuals coping adequately with their illness 

situation who felt comfortable or free enough to volunteer. 

Examination of mean scores for the low and high 

ambiguity groups on measures of physical and psychological 

health offers some support for this possibility. For the 

five instruments used to measure negative physical and 

psychological outcomes associated with grief, mean scores 

for both ambiguity groups were low for each of the 

instruments used, with this trend generalizing across 

parents and spouses. That is, the level of negative 

physical and psychological outcomes being reported by the 

participants in general was simply not very high. 

Another possibility is there may have been 

methodological problems pertinent to measurement which 

influenced lack of findings for hypothesis two. First, all 

measures used in the study were self-report. Given the 

observed cultural reticence to being labeled psychologically 

distressed or impaired, it is unclear how forthcoming 

participants may have been, particularly regarding their 

mental health. Reticence may have been especially likely 

given that participants completed the questionnaire for 
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someone they did not know or, in most cases, had not even 

seen. 

Another potential measurement issue in the study is 

that measuring negative physical and psychological outcomes 

associated with grief is difficult to do. As Parkes (1987-

88) has pointed out, the difficulty arises because many of 

the features of normal grief are also symptoms of physical 

and psychological distress. In fact, as noted, Stroebe and 

Stroebe (1989) believe the individual's physical and mental 

state are precisely the variables being examined in 

reactions to grief. In addition, Osterweis, Solomon, and 

Green (1986) have indicated that most grieving individuals 

are distressed but not ill. The instruments chosen in this 

study to measure negative physical and psychological 

outcomes associated with grief are general surveys of a 

broad range of physical and psychological symptoms. It is 

possible that to actually identify participants exhibiting 

negative outcomes associated with grief rather than 

participants simply manifesting common physical and 

psychological symptoms of grief, it would be necessary to 

more explicitly focus on problematic or complicated grief, 

employing measures amenable to identification of pathology. 

Examples of such measurements might include a more precise 

physical health history from the patient's physician, 

clinician-administered inventories for detecting types of 

psychological pathology such as clinical depression or 
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anxiety disorders, and behavioral observation. Koocher 

(1986), discussing the complexities of addressing grief 

reactions in research, has suggested such multiple data 

sources as a means of more rigorous investigaton of grief 

responses. Of course, even the most optimal measurement 

tools would not allow for distinguishing of pre-existing 

pathology versus pathology associated with current grief. 

It is also possible that the intrapsychic focus of 

measures chosen for the study is not the most productive. 

For example, it may be that the most negative outcomes for 

high versus low ambiguity participants occur on an 

interpersonal level as much or more than they do on an 

intrapsychic one. The spouse or parent caregiver may 

experience the most substantial negative consequences in 

interpersonal arenas such as quality of relationship with 

the patient or other family members. These types of 

negative, psychologically impacting outcomes would not 

necessarily be well tapped by intrapsychic intruments but 

rather by interpersonal scales or interviews. 

The slight but generally nonsignificant trend for low 

ambiguity participants to show more negative physical and 

psychological outcomes than high ambiguity ones on the 

Mental Health Scale and the Hopkins Symptom Checklist, 

Abbreviated is opposite to that predicted. Given the lack 

of empirical investigation prior to this study regarding the 

relationship between level of ambiguity and negative 
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physical and psychological outcomes associated with grief, 

direction of the postulated relationship remains 

speculative. Boss (1990) found evidence that spousal 

caregivers for patients with the highly ambiguous illness of 

Alzheimer's disease showed significant psychological 

distress, but her study lacked comparision with a low 

ambiguity illness group. If the trend is reflective of a 

true difference, then it serves to dispute the notion of a 

predeath protective function for anticipatory grief. 

Rather, it lends support to the alternative idea that 

anticipatory grief may contribute to greater distress during 

the time it occurs, and a protective function, if any, only 

occurs long-term. 

Hypothesis Three 

Hypothesis three predicted that parents and spouses 

dealing with high ambiguity illness would show more boundary 

ambiguity than those dealing with low ambiguity illness. 

This prediction was derived from Boss's (1991) belief that 

high ambiguity illnesses create confusion for family members 

regarding whether the patient is in or out of the family. 

Family members are consequently unsure what roles and 

relationship the patient has with them, contributing to 

boundary ambiguity. 

Hypothesis three was not supported, regardless of which 

concept for level of ambiguity was used. The lack of 

significant findings may indicate the postulated 
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relationship between level of ambiguity and boundary 

ambiguity does not exist. Boss's work on ambiguity of loss 

has not, to date, included an empirical definition and 

investigation of low versus high ambiguity losses. 

Therefore, this study is the first known empirical attempt 

to actually examine possible differences in boundary 

ambiguity between low and high ambiguity illness situations. 

In the absence of any previous investigation and support, 

the relationship between level of ambiguity and boundary 

ambiguity is only theoretical. 

Alternatively, it is possible that a relationship does 

exist between level of ambiguity and boundary ambiguity but 

not in the particular situations of chronic illness studied 

in this investigation. Boss's study of high ambiguity loss 

has focused exclusively on Alzheimer's disease (Boss, 1988, 

1990). This illness is characterized by progressive and 

severe cognitive incapacitation in the patient. By 

contrast, although a few patients in this study had 

Alzheimer's disease and although 49% of participants 

reported some degree (typically mild) of cognitive 

impairment in their spouse or child, the impairments of most 

patients were primarily physical in nature. In fact, 

patients were required to be physically incapacitated for 

their parent or spouse to qualify as a participant. It may 

be that boundary ambiguity is more likely to occur in highly 

ambiguous situations of severe cognitive impairment such as 
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studied by Boss, given that cognitive competence provides 

such a basic foundation for the roles and relationships 

between family members. Changes in physical competence may, 

by contrast, be less significant or far-reaching in their 

effects on relationship clarity. For example, although 

physically impaired, an ill person without major cognitive 

decrements can often think through and devise adaptations 

which allow him or her and the family to successfully cope 

with physical limitations and changes. In addition, 

medication regimens, surgery, or a variety of therapies can 

attenuate at least some symptoms of physical illness, 

allowing roles and relationships to remain closer to normal 

for the family. The severely cognitively impaired patient 

and his or her family do not generally have such options. 

Another possibility is that a difference existed 

between the low and high ambiguity groups in an earlier 

period, but at the time of investigation any such 

differences had already been resolved. Using the original 

concept for level of ambiguity, mean time since diagnosis 

for the low ambiguity group was 24 months and for the high 

ambiguity group 27.89 months. Likewise, using the revised 

concept for level of ambiguity, mean time since diagnosis 

for the low ambiguity group was 25.1 months and for the high 

ambiguity group 27.33 months. Therefore, both the low and 

high ambiguity groups had, on average, been dealing with the 

illness of their child or spouse for over 2 years. In loss 
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situations that are not considered high in ambiguity (e.g., 

widowhood), there is evidence that boundary ambiguity 

gradually diminishes over time. For example, Blackburn, 

Greenberg, and Boss (1987) found a negative relationship 

between boundary ambiguity and length of widowhood. There 

was a decrease between levels of boundary ambiguity at 6 

months versus 12 months post widowhood. This suggested 

perceptual restructuring was occurring, but it did take time 

for the widows to close their deceased husbands out of the 

family system. It is possible that, while difficult to do 

and perhaps requiring more time, a similar process occurs in 

situations of high ambiguity as well. In order to cope and 

survive over time, the parent or spouse, despite the 

undecided and uncertain nature of the illness, may gradually 

resolve confusion and changes in his or her roles and 

relationships with the patient. Boss herself has suggested 

that low boundary ambiguity can occur even in highly 

ambiguous circumstances if the family arbitrarily decides 

upon a most realistic perception of their situation, given 

what is known (Boss, 1985). In addition, both McCollum and 

Gibson (1970) and Rolland (1988) have observed that families 

dealing with long-term chronic illness must find ways to 

maintain some semblance of normal family roles and 

relationships under the abnormal presence of heightened 

ambiguity. It is even possible that high ambiguity illness 

situations encourage perceptual restructuring more than low 
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ambiguity ones, as the discomfort or confusion of ambiguity 

may more highly motivate family members to process and 

resolve uncertainties in roles and relationships with the 

patient. 

Still another possibility, previously noted, is that 

selection bias operated in the sample, with better adjusted 

individuals tending to volunteer for participation. It is 

conceivable that persons less clear and more conflicted 

about their roles and relationships with the patient would 

also be more threatened by the study's advertised area of 

inquiry and less likely to participate. 

It is interesting that the only significant finding 

regarding boundary ambiguity in the study involved the 

effect of type of relationship upon it. In all multivariate 

variations in which age of participant was not used as a 

covariate, subsequent univariate analyses indicated a 

significant effect of independent variable type of 

relationship on boundary ambiguity, with spouses indicating 

more boundary ambiguity than parents. Although it can be 

argued that the pattern of findings suggests age of the 

participant and type of relationship are confounded, the 

fact is that in serious chronic illness situations involving 

parents versus spouses, age of the caregiver does, in 

general, define type of relationship. That is, most spousal 

caregivers of ill adults are older than most parent 

caregivers of ill young children. This was certainly true 
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for the sample in this study, so if age of the participant 

is extracted from the variance, then relationship with the 

patient is effectively extracted as well. It is also noted 

that even when age was used as a covariate in the study, a 

slight though nonsignificant trend was demonstrated for 

spouses to report more confusion than parents regarding 

their relationship with the patient as indicated by the 

Confusion Scale, a measure created for this investigation 

with the purpose of assessing boundary ambiguity. 

Assuming the findings accurately reflect the influence 

of type of relationship on boundary ambiguity, the 

connection between the two is not surprising when examined 

from the perspective of variety and number of roles filled 

by spouses versus children. Boss (1977) has stated that 

spouses fill both instrumental (task-oriented) and 

expressive (socioemotional) roles in families. By 

extension, it might be argued that children primarily fill 

expressive roles. At the least, spouses certainly fill a 

great many more instrumental roles in family life than 

children, and these instrumental roles may play an 

especially significant role pertinent to boundary ambiguity. 

Boss's findings (1977) have suggested, for example, that 

spouses in highly ambiguous loss situations function better 

when some of their mate's instrumental roles are maintained 

as opposed to the expressive ones. Because spouses with an 

ill mate often lose many of the mate's instrumental roles, 
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they thus might be expected to experience more opportunities 

for boundary ambiguity than parents of ill children. 

In addition, the power balance in spousal versus 

parental relationships is different. Spouses typically 

operate with one another more on a peer level whereas 

parents generally operate with children on a caregiver to 

caregiving recipient level. Therefore, when illness 

strikes, the role shift required for spouses is greater than 

that required for parents. Parents likely see an 

intensification of their caregiver role, but spouses may 

become caregivers to their mate in any significant sense for 

the first time in their married life. The resulting 

opportunities for a confused relationship and roles with the 

patient are potentially more profound. 

Hypothesis Four 

Hypothesis four predicted that parents would tend to 

show less anticipatory grief than spouses, regardless of 

ambiguity level of illness. This prediction was derived 

from a frequently stated theoretical position in the post-

death grief literature that loss of a child may be the most 

difficult type of loss with which to deal (Sanders, 1979-

80). This belief has found some support in the experimental 

literature as well (Zisook & Lyons, 1988) . If, by 

extrapolation, potential loss of a child is also 

particularly devastating, then parents might be more likely 

than spouses to protect themselves through denial. 



155 

Therefore, they would tend to engage in less anticipatory 

grief. 

As noted, generally no significant findings occurred 

for hypothesis four as originally conceived. Using the 

original concept for level of ambiguity only, one near 

significant to significant trend occurred in those 

exploratory versions of MANCOVA in which age of the 

participant was eliminated as a covariate. This was that 

parents reported more past grief than spouses when 

remembering the time at which their child's illness was 

first discovered. This finding regarding past reactions was 

in the opposite direction to that postulated for hypothesis 

four as a whole. 

As this one near significant to significant trend for 

hypothesis four was found only in those variations of 

MANCOVA in which age of the participant was not used as a 

covariate, it might be argued once again that the finding is 

due to age differences between parent versus spouse 

caregivers rather than to type of relationship with the 

patient. However, as previously noted, in chronic illness 

situations involving parents versus spouses, age of the 

caregiver generally also defines type of relationship. 

Indeed, eliminating age of the participant as a covariate 

from the variance due to type of relationship strengthened 

the findings regarding the impact of type of relationship 
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and, to a lesser extent, level of ambiguity on anticipatory 

grief and adjustment. 

If the finding for hypothesis four regarding past grief 

reactions accurately reflects a difference based on 

relationship of the participant to the patient, it can be 

seen as conceptually logical although opposite to 

prediction. The time period when illness is first discovered 

or diagnosed has been called the crisis phase (Rolland, 

1988) or initial confrontation (McCollum & Gibson, 1970) and 

is arguably the greatest period of shock and disorientation 

for family caregivers. Given that the grief literature has 

frequently suggested loss through illness is more normative 

and generally more anticipated by older individuals than by 

younger ones (Jacobs et al., 1986), it follows that younger 

individuals, such as the parents in this study, would be 

more shocked by loss and, thus, remember the initial time of 

loss as more grief or distress ridden. Such surprise would 

be further intensified by the fact that serious illness of a 

child is frequently cited as being more shocking since it is 

developmentally so off-time (Rolland, 1991). The above 

explanation is given some support by the fact that parents 

in the study reported being more shocked or surprised when 

their child became ill than did spouses when their mate 

became ill (M spouses = 3.60, M parents = 4.48, where 1 = 

not at all surprised and 10 = extremely surprised). 
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The failure to find differences between parents and 

spouses in present report of anticipatory grief is more 

difficult to understand. This result does not support the 

contention of hypothesis four that parents will tend to deny 

their loss more and grieve less. However, it also does not 

support an opposing position that, because potential loss of 

a child is so devastating, parents will grieve more. 

If this finding represents a true lack of difference, 

it is consistent with the views of those (Raphael, 1980; 

Fulton & Gottesman, 1980) who argue that although 

individuals in different developmental roles such as parents 

versus spouses may grieve differently, they do not 

necessarily grieve more or less than one another. In 

addition, it is possible that, despite individual 

differences, there are also universal aspects to the loss of 

a very close loved one and that these aspects generalize 

across specific types of relationship. 

The lack of difference found also emphasizes that 

findings from the post-death grief literature cannot 

necessarily be extrapolated to the pre-death grief process 

(Sweeting & Gilhooly, 1990). Even if parents do have a 

particularly difficult grief process after the death of a 

child, it does not automatically follow that they will have 

a more trying time with their loss prior to death of the 

child. 
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Another possible explanation for lack of findings 

between present grief in parents versus spouses is that 

differences actually exist between the two population groups 

but were obscured in this study due to methodological 

difficulties. For example, as previously noted, there may 

be sampling issues pertinent to volunterism, with the sample 

being unrepresentative of the population of caregiving 

parents and spouses as a whole. 

Likewise, lack of findings may represent confounds 

pertinent to inability to stringently match parents and 

spouses along several major dimensions. As previously 

discussed, the small number of available volunteers made 

original matching plans unfeasible. An attempt was made to 

reduce possibility of certain confounding variables via use 

of the study's three covariates. 

Other dimensions of dissimilarity could not be well 

controlled, however. For example, parents and spouses 

differed systematically in terms of recruitment. Because 

the investigator was denied access to parents of child 

hospital patients, all parents were recruited via support 

groups. By contrast, only 43% of spouses were recruited in 

this fashion, with the remainder coming from hospitals. 

Even though regression analysis suggested membership in a 

support group was not a significant predictor of differences 

between individuals on the study's dependent measures, it is 

possible being active in a support group is indicative of 
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some other factor such as personality style or available 

resources which may differentiate the study's parents and 

spouses. 

Parents, on average, also had more years of education 

than spouses (M parents = 14.87 years, M spouses = 13.33 

years). Results of the Texas Revised Inventory of Grief, 

Chronic Illness Version, Part II may have particularly been 

influenced by this difference. Regression analysis 

indicated that, at least at the level of differences between 

individuals. TRIG-CIV2 results were significantly impacted 

by educational level of the participant (19% of the 

variance), with level of education negatively correlated 

with TRIG-CIV2 outcome. Since parents systematically had 

higher education levels than spouses, this could contribute 

to lower TRIG-CIV2 scores for parents relative to spouses 

than might have occurred if education levels were better 

matched. 

Parents and spouses also differed in a number of other 

ways, any or all of which could potentially confound 

results. For example, when experimental groups were formed 

using the revised concept for level of ambiguity, of the 18 

spouses dealing with a mate's fatal illness, 15 of them were 

also dealing with the illness in its terminal phase. By 

contrast, of the 13 parents dealing with a child's fatal 

illness, only three were also dealing with the illness in 

its terminal phase. It is quite possible that there was a 
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confounding of fatal illness (revised concept for low 

ambiguity of loss) with terminal phase illness (original 

concept for low ambiguity of loss), such that the parent 

versus spouse groups were not truly comparable. 

Furthermore, parents and spouses were generally found 

to be dealing with different types of illnesses. Even 

though all illnesses utilized in the study met cutting 

criteria per Rolland's (1988) typology, parents were dealing 

with a wide range of illnesses while spouses were more often 

dealing with cancer. Cancer was the diagnosis in 53% of 

adult illness cases but in only 4% of child illness cases. 

Koocher (1986) has suggested the post-death grief process 

for survivors of cancer patients may be influenced by some 

of the unique features of that particular illness. In the 

absence of empirical research, it is conceivable that the 

pre-death grief process is also impacted by unique 

characteristics of different illnesses, possibly diffusing 

any differences that do exist in the anticipatory grief 

process of parents versus spouses. 

Hypothesis Five 

Hypothesis five predicted that parents would experience 

more negative physical and psychological outcomes associated 

with grief than spouses. As in hypothesis four, this 

prediction was derived partly from theoretical and 

experimental evidence in the post-death literature that loss 

of a child may be the most difficult type with which to 
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deal. In addition, the prediction was derived from 

speculation that if loss of child is particularly 

devastating, then parents might be more likely to protect 

themselves through denial. This would interfer with 

anticipatory grief and, hence, the protective benefits of it 

if any. 

However, there were generally no significant results 

for hypothesis five. If this finding represents a true lack 

of difference between parents and spouses, then it again 

calls into question the beliefs regarding differential 

trauma of child loss versus mate loss, the postulated 

protective function of anticipatory grief during the pre-

death period, or both. If, by contrast, the findings relate 

to methodological problems, then identical methodological 

concerns apply as those in hypothesis four, namely that the 

sample used may be nonrepresentative along one or more 

dimensions. In particular, the fact that participants in 

the sample generally did not show high scores on measures of 

negative physical or psychological outcomes suggests the 

volunteer nature of participant involvement may have 

selected for parents and spouses who felt strong enough to 

participate. 

It may also be that the effects of time led to a 

leveling of any differences between parents and spouses 

which might have existed on this dimension. As previously 

discussed, if caregivers, be they parents or spouses, know 
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an illness is chronic and will last for an undetermined 

period of time, they may for self-preservation generally 

learn to cope over time in order to avoid emotional overload 

or burnout. Thus, they reach some kind of adjustment. 

The one slight trend seen (when age of the participant 

was used as a covariate) for parents to report greater 

numbers of coping skills than spouses is difficult to 

interpret. The finding is opposite to that predicted if 

using greater numbers of coping skills is viewed as a 

positive feature of adjustment. However, such results could 

also mean that parents require more coping skills for 

support in order to manage their distress. Wortman and 

Silver (1989) have cautioned against emphasis on use of 

coping skills as an indicator of successful versus 

nonsuccessful coping with grief and loss. They refer to 

myths of coping and state that individual differences in 

coping style preclude conclusions regarding the best way to 

manage distress associated with grief. 

Multiple Regression Findings 

Results from the multiple regression analyses must be 

interpreted cautiously. This is because the number of 

participants (N = 53) in the study is not optimal for use of 

multiple regression, and, in particular, the number of 

predictors relative to the number of participants is not 

optimal for reliable prediction of relation between the 

independent and dependent variables analyzed. Therefore, 
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multiple regression analysis as used in the study should be 

regarded for exploratory purposes only. 

This considered, exploratory regression analyses 

generally supported the assumption that the major variables 

utilized in this study are better predictors (on a between 

individuals basis) of anticipatory grief, distress related 

to grief, and confusion about family boundaries in serious 

chronic illness situations than are sociodemographic 

variables such as age, sex, marital status, number of 

children, or income level. 

As expected, the study's independent variable level of 

ambiguity was a significant predictor of anticipatory grief 

as indicated by the RAGC. Another predictor conceptually 

similar in nature, however, actually proved more useful, at 

least for predicting negative health outcomes and boundary 

ambiguity. This predictor was the extent to which the 

course of the illness has been predictable to the 

participant. This significantly predicted negative health 

outcomes as indicated by the MHQ, HSC, and GDS; boundary 

ambiguity problems as indicated by the BAS; and anticipatory 

grief as indicated by the TRIG-CIV2. The other independent 

variable of the study, type of relationship, predicted 

boundary ambiguity as measured by the BAS. 

Several other predictors were useful as well. These 

included social desirability (predicted RAGC; GDS; BAS; and 

CONQ); education level (predicted GDS; TRIG-CIV2; and CQ); 
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whether the caregiver had sought other opinions in the past 

regarding the diagnosis (predicted AGS; TRIG-CIV2; and 

ConQ); and whether the caregiver currently agreed with the 

diagnosis (predicted MHQ; HSC-Abbrev.; and CQ). The 

following each predicted one dependent variable: length of 

time since diagnosis (predicted TRIG-CIV2); duration of 

illness (predicted ConQ); race of participant (predicted 

ConQ); and race of patient (also predicted ConQ). 

These findings taken as a whole suggest that over and 

above the effects of level of ambiguity and type of 

relationship, there are other variables which may 

importantly influence the vulnerability of individuals in 

the difficult position of dealing with a loved one's 

illness. For example, the findings suggest those who have 

less education may be more vulnerable to depression, grief, 

and limited coping. This might be due to a variety of 

reasons, including the fact that lower education level is 

associated with lower income which relates to poorer 

adjustment, at least in the widowed population (Sheldon et 

al., 1981). Those who are socially sensitive to the 

opinions of others may be more susceptible to depression and 

grief as well, possibly because they feel less free to 

exhibit true needs and feelings to others. 

By contrast, those who take assertive actions such as 

seeking other medical opinions and those who, through 

whatever means, reach agreement with the diagnosis may be 
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more protected against the grief and distress which can 

accompany illness. Such persons may be better problem 

solvers or simply have more resources that allow them the 

time and freedom to seek opinions and process information. 

Differential vulnerability to anticipatory grief is in 

keeping with the views of many researchers such as Fulton 

and Gottesman (1980) and Parkes (1987-88) who emphasize the 

complexity of variables which actively shape and influence 

the impact of grief. 

These results also suggest that, conceptually, the 

extent to which the course of the illness has been 

predictable may be a more promising avenue for defining 

level of ambiguity than phase of illness (original 

conceptualization of study) or expected final outcome 

(revised conceptualization), at least at the level of 

discerning individual differences in grief responses. In 

his Family Systems-Illness Model of chronic illness, Rolland 

(1988) identifies predictability of illness nature or course 

as a metacharacteristic which overlays and influences the 

psychosocial attributes of illness onset, course, outcome, 

and incapacitation. As such, he labels predictability of 

illness as having a potentially enormous impact. The 

multiple regression finding regarding predictability of 

illness course gives added support to Rolland's contention. 
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Limitations of the Study 

Conceptual Limitations 

Conceptually, this study represents one of the first 

attempts to investigate the relationship between ambiguity 

of loss and anticipatory grief in situations of chronic 

illness and to do so not retrospectively but during the 

actual predeath period. Although such factors represent a 

strength of the study, they also contribute to its major 

conceptual weakness of being highly exploratory in nature. 

The two conceptual anchors of anticipatory grief and 

ambiguity of loss do not have firmly established theoretical 

or empirical bases of support. It is only recently that 

ambiguity of loss has been studied in even rudimentary 

fashion, and much of what is formulated about anticipatory 

grief is extrapolated from post-death grief research. 

Furthermore, the proposed relationship between ambiguity of 

loss and anticipatory grief has received no direct empirical 

attention until this study. The exploratory nature of the 

study led to several specific problems. 

First, empirical definitions for low and high ambiguity 

of loss had to be formulated in the absence of previous 

definitional attempts. Given the study's somewhat 

inconsistent findings regarding level of ambiguity it 

remains uncertain how accurate and useful the definitions 

chosen may be. Regression analysis, for example, suggests 

that predictability of illness course may be a better way of 
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defining level of ambiguity when forecasting anticipatory 

grief and distress related to grief than are either stage of 

illness or outcome of illness. 

An additional problem related to definition of concepts 

was that one very small cell size resulted using the 

original denotations for low and high ambiguity. This 

significantly reduced statistical power of subsequent 

analyses. Therefore, the definitions had to be reformulated 

and examined on a post hoc investigative basis. The post 

hoc variations of MANCOVA used must be considered highly 

exploratory in nature, and caution must be used in drawing 

conclusions from the data. 

Another conceptual problem related to the exploratory 

nature of the study involves Rolland's (1988) Family 

Systems-Illness model used for inclusion or exclusion of 

illnesses in the investigation. This particular typology 

was chosen because it offered a conceptual link between 

ambiguity of loss and anticipatory grief and because it 

hopefully allowed for logical exploration of more than one 

illness. Rolland (1988) has argued that a model such as his 

can help prevent undergeneralization or overgeneralization 

of research findings. However, as with the other conceptual 

anchors of the study, Rolland7s typology has not yet been 

subjected to vigorous empirical investigation. Therefore, 

it is uncertain if the typology as applied to this 

investigation is sound. Specifically, concerns remain that 
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it may be too broad in its categorization to prevent 

confounding of results due to unique features of one illness 

versus another. More homogeneous groups would allow for 

greater stringency in evaluation, although generalizability 

of results would also be narrowed as Rolland (1989) has 

noted. 

Methodological Limitations 

Instrumentation. The above conceptual concerns also 

translated into specific methodological limitations. The 

conceptual anchor of anticipatory grief was problematic in 

the arena of measurement. There is a dearth of instruments 

available for measuring anticipatory grief. Those that are 

available are quite new and have not been extensively 

studied for reliability or validity. Furthermore, even 

those available had to be slightly adapted in their language 

for this study in order to reflect the situation of chronic 

illness. In addition, one anticipatory grief measure used 

(Rando Anticipatory Grief Checklist) was specifically 

formulated for purposes of the study, extrapolating from the 

work of Rando (1983). The alpha coefficient for this 

instrument suggested adequate reliability, but, of course, 

the RAGC has not been subjected to reliability or validity 

studies. 

The same can be said for the other two instruments 

specifically created for the study, the Self-Rated Health 

Questionnaire (subdivided into the Mental Health 
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Questionnaire, the Physical Health Questionnaire, and the 

Coping Questionnaire) and the Confusion Questionnaire. 

Again, alpha coefficients suggest adequate reliability for 

each of the instruments, but none have been the subject of 

reliability or validity studies. 

Shortened versions of some instruments were also used, 

namely the Geriatric Depression Scale, Short Form and the 

Hopkins Symptom Checklist, Abbreviated. A study completed 

by Sheikh and Yesavage (1986) suggested the short form of 

the GDS is as reliable and valid as the original, but the 

HSC-Abbrev. is less researched. Alpha coefficients computed 

in this study for both the GDS-Short and the HSC-Abbrev. 

indicate acceptable reliability, but neither instrument has 

been extensively investigated. 

Participants. Several methodological limitations of 

the study center on the participants themselves. As noted, 

it proved difficult to even obtain enough participants, 

specifically parents of terminally ill children, to prevent 

severe weakening of statistical power for analyses conducted 

using the original concept for level of ambiguity. Also, 

the study's sample was comprised entirely of volunteers, 

many from support groups. While volunteers and support 

group members are worthy of study, they do represent only 

limited subsets of grievers in situations of chronic 

illness. Koocher (1986) has commented on the above problems 

in obtaining sufficient numbers and adequate sampling of 
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grievers in research on loss. He states, "Locating and 

gaining cooperation to conduct research on a topic as 

sensitive as bereavement is not easy, and selection biases 

are frequent problems" (p. 628). Selection bias was, in 

fact, a significant problem in this investigation. 

An additional problem regarding participants in this 

study was the issue of potential confounding of 

participant's age with type of relationship to the patient. 

As long as efforts are made to study grief reactions of 

parents versus spouses, this problem will occur, unless only 

parents of adult children are used. The natural tendency 

for spouses to be older than parents of young children leads 

inevitably to concern that controlling age effects via 

covariance effectively extracts effects pertinent to type of 

relationship as well. 

Also, due to the serious limitations in available 

participants, the convenience sample used contained several 

significant differences between spouse and parent groups, as 

previously noted. Such differences represent uncontrolled 

sources of error variance. 

Design of Study. As designed, this study lacked a 

control group. It is, of course, impossible to use a 

control group of individuals who are not dealing with 

chronic illness, because they naturally also do not have to 

deal with the grief pertinent to illness. However, it might 

be feasible to use a control group consisting of 
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participants who are, for example, dealing with nonfatal 

illness. This would allow for a more stringent evaluation 

of whether, at least the revised concept for level of 

ambiguity (fatal versus life-threatening, and additionally, 

versus nonfatal illness) is systematically related to amount 

of anticipatory grief and distress related to grief as 

postulated by Boss (1991) and Rolland (1989). 

Alternatively, it may be advisable to design future 

studies to compare and contrast qualitatively different 

types of illnesses. Illnesses do systematically vary 

according to multiple criteria such as rarity, options for 

treatment, and nature of illness course. Comparing such 

illness groups would allow for better understanding of how 

the constructs studied in this investigation are impacted by 

the unique demands of various illness situations. 

The most significant design limitation of this study is 

that it was cross-sectional in nature. As such, it was only 

able to investigate the reactions and feelings of 

participants at one point in time. Virtually all 

researchers (Osterweis et al., 1986) agree that anticipatory 

grief is a process over time, and Boss (1991) also suggests 

that ambiguity of loss and boundary ambiguity fluctuate 

according to information available to the family. Due to 

the process nature of these constructs, only longitudinal 

research truly holds promise for sophisticated understanding 

of the relationship between ambiguity of loss and 
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anticipatory grief. Unfortunately, longitudinal research in 

this area of research is extremely difficult based on the 

general unavailability of participants for even one time of 

study and given the unpredictability of illness 

circumstances which serves to decrease chances for repeated 

study. 

Implications and Recommendations 

As is suggested from the above discussion, any 

implications of findings from the study must be tempered by 

the considerable methodological concerns which affect the 

efficacy of both this investigation and most research in the 

realms of ambiguous loss and anticipatory grief. However, 

although the results obtained provided less than total 

support for the foundations of the present inguiry, the 

primary implication of the study is a promise of significant 

differences in the anticipatory grief process between 

parents and spouses dealing with low versus high ambiguity 

illness. 

The results of hypothesis one, for example, suggest 

that those in illness situations of low ambiguity may grieve 

more than those in high ambiguity circumstances. This 

indication is compatible with conjecture in the grief 

literature regarding facilitation of grief in low ambiguity 

loss and interference with grief in high ambiguity loss. 

Findings from hypothesis one (using the original concept for 

level of ambiguity) intimate that parents and spouses in 
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illness situations with low ambiguity of loss may report 

more of the feelings and attitudes traditionally labeled a 

grief reaction than those with high ambiguity. In addition, 

results (using the revised concept for level of ambiguity) 

strongly indicate such persons may report more cognitive 

recognition, discussion, and planning for death than those 

in situations of high ambiguity. Further research to expand 

understanding of these possible differences appears 

potentially quite fruitful. 

If the suggested findings for hypothesis one are 

accurate, the obvious implication for helping professionals 

who work with family caregivers is it is in low ambiguity 

circumstances that parents and spouses are most likely to be 

receptive toward dealing interactively about the anticipated 

death of the patient and its impact. Hospices, based on 

their targeted population and on their philosophy of care, 

are typically already engaged in this practice of processing 

and planning with the family for the patient's death 

(Hayslip & Leon, 1992). It is less clear that hospital and 

outpatient personnel routinely do so. Parents, in 

particular, appear at risk of being slighted regarding 

discussion with professionals about their child's upcoming 

death. If the strong trend seen in the local area is 

indicative of a national tendency, then physicians and other 

medically related personnel are likely to avoid labeling 

children as terminal. This is a concern since parents have 
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been reported in the grief literature to have possibly the 

highest rate of complicated grieving of any group (Zisook & 

Lyons, 1988). Not telling parents of a child's impending 

death may further contribute to the possibility of 

complicated grief, especially given that some research 

indicates unexpected death is more shocking and difficult 

with which to cope than that which is expected (Parkes & 

Weiss, 1983). In an effort to protect parents and provide 

them with hope, medical personnel may actually inadvertently 

contribute to difficulties in grief by withholding terminal 

prognoses. 

This is not to say that acknowledging, discussing, and 

planning for impending death will reduce negative physical 

and psychological consequences for parents and spouses in 

the short term. Results from hypothesis two, although 

generally nonsignificant, did hint at the possibility that 

those who are more actively grieving may concurrently 

experience greater physical and psychological problems as 

well. 

This raises the question of whether parents and spouses 

in high ambiguity situations should be encouraged by those 

helping professionals with whom they have contact to engage 

in anticipatory grief. A basic premise upon which the study 

was based is that high ambiguity situations impede grief 

and, thus, contribute to more physical and psychological 

problems in the caregiver. Since findings for hypothesis 
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two did not support this contention, perhaps lower levels of 

anticipatory grief in high ambiguity situations do not 

represent an impediment of grief but rather a realistic 

assessment by the caregiver of his or her situation. That 

is, parent and spouse caregivers in such illness 

circumstances are, at least in theory, further from having 

to deal with actual death of the patient, so grief work 

might be of limited usefulness to them. Arguably, it might 

even be counterproductive. For example, an active grief 

process could interfere in dealing with the more immediate 

and pressing task of caring for an ill loved one. Another 

point, as Aldrich (1974) has proposed, is that anticipatory 

grief cannot be prolonged indefinitely. Therefore, if 

parent or spouse caregivers in high ambiguity circumstances 

actively engage in grief work, then what occurs if the 

patient continues to live? It seems such caregivers might 

be left with the option either of continuing to grieve and 

suffering any physical and psychological distress this 

entails or completing grief and possibly closing out the 

still living patient as Boss (1988) has postulated. An 

interesting avenue for future longitudinal research would be 

to compare caregivers within high ambiguity illness to 

investigate anticipatory grief responses in those who are 

physically and psychologically functioning well over time 

versus those who are not. 
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Hypothesis three findings suggest that parents and 

spouses may be differentially vulnerable to boundary 

ambiguity, with spouses reporting more boundary ambiguity 

than parents. A possible explanation offered for this 

difference is that spouses tend to suffer greater loss of 

instrumental roles formerly filled by their ill mates. 

Correspondingly, they are forced to assume more new roles 

than parents and to experience an accompanying shift in the 

balance of relationship with their partner, potentially 

becoming the mate's caregiver for the first time in married 

life. 

If these findings are accurate, then there are 

implications for professionals who may encounter the issue 

of boundary ambiguity in their work with spouses of ill 

patients. First, such professionals need to know that 

boundary ambiguity exists as a concept and as a potential 

problem. Boundary ambiguity is still little discussed or 

known in either the chronic illness or grief literatures, so 

many professionals remain unaware of it as an issue and may 

not recognize it when it occurs. Second, professionals may 

need to routinely discuss with spouses the issue of shifting 

roles and relationships between husband and wife, and the 

boundary ambiguity which can occur as part of this process. 

In so doing, such helpers may be able to aid spouses in 

processing and adapting to relationship shifts in ways that 

are productive. Such aid may include serving as an advocate 
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for spouses in searching out resources such as training for 

new roles that must be assumed. 

Clearly, much more research is needed in the arena of 

boundary ambiguity and its relationship to ambiguity of loss 

in chronic illness. Any research in this arena, of course, 

will have to focus on the problem already discussed of how 

to adequately define low versus high ambiguity. 

Contrary to the differences found in hypothesis three 

between parents and spouses, results for hypotheses four and 

five generally indicated no significant differences between 

parents and spouses regarding reported anticipatory grief or 

negative outcomes associated with grief. If these results 

are accurate, they are contradictory to information 

frequently written about grief and subsequently read by 

helping professionals who work with families in illness 

situations. The belief traditionally held by many 

professionals that parents facing loss of a child may suffer 

more than spouses facing loss of a mate can potentially lead 

to underconcern and lack of service for spouses and to 

overconcern and excessive protectiveness for parents. 

Anecdotally, there was some evidence for such potential in 

this study, as it was observed locally that many parents are 

not told their child is terminally ill and that children are 

infrequently referred to hospice. 

In order to adequately address the findings and 

questions discussed above, it cannot be overemphasized that 
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specific attention must be paid to a host of methodological 

problems which plague anticipatory grief research, including 

the present study. These have already been discussed in 

detail, but it is worth highlighting that useful information 

regarding both ambiguity of loss and anticipatory grief is 

severely compromised by current methodological problems. 

Specific attention to both validity studies and longitudinal 

investigations is most needed at this point in time. Only 

with these types of scientific study can the investigation 

of ambiguity of loss and anticipatory grief proceed in a way 

that is illuminating on a broadly applicable scale. 
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Subject No. 

Interviewer 

PARENT INFORMATION FORM 

Part I: General Information 

Directions: On the items that follow, please write or 

circle the answer which best describes you. 

Today's date 

Your age 

Your sex 
1. male 
2. female 

Your race 
1. Caucasian 
2. African-American 
3. Hispanic 
4. American Indian 
5. Asian 
6. other 

Your marital status 
1. single 
2. married 
3. divorced 
4. separated 

What is your occupation? 

How many years of education have you 
completed? 

What is your spouse's occupation? 
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How many years of education has your 
spouse completed? 

Approximate gross annual family income 
1. Less than $10,000 
2. $10,000 - $20,000 
3. $20,000 - $30,000 
4. $30,000 - $40,000 
5. $40,000 - $50,000 
6. More than $50,000 

How many children do you have? 

Do you have the primary caregiving responsibility for 
your children? 
1. yes 
2. no 

Are you the primary caregiver for your ill child? 
1. yes 
2. no 

(if answer is no, who is primary caregiver? 

Does your ill child reside with you? 
1. yes 
2. no 

Part II: Information Regarding Your Child 

Directions: Please answer the following questions as they 
pertain to your chronically ill child. 

Age of child 

Sex of child 
1. male 
2. female 
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Race of child 
1. Caucasian 
2. African-American 
3. Hispanic 
4. American Indian 
5. Asian 
6. other 

What is the diagnosis of your ill child? 

As closely as you can remember, what 
was the approximate date (month, day, and year) your child's 
diagnosis was told to you by his/her doctor? 

If your child's diagnosis is still 
unknown, what has the doctor told you is the most likely 
diagnosis? 

Have you been told other diagnoses in the past that turned 
out to be incorrect? 
1. yes 
2. no 

Do you believe the current diagnosis is correct? 
1. yes 
2. no 

Have you sought other medical opinions in the past regarding 
the correctness of the diagnosis? 
1. yes 
2. no 

Are you continuing to seek other medical opinions at this 
time regarding the correctness of the diagnosis? 
1. yes 
2. no 

What type of symptom onset did your child have before 
his/her illness was diagnosed? 

1. gradual 
2. sudden 
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How long did your child show symptoms before he/she was 
diagnosed? 
1. less than one month 
2 . 1 - 3 months 
3 . 4 - 6 months 
4. 7 months - 1 year 
5. 1 - 2 years 
6. more than 2 years 

Does your child usually (more often than not) or 
continuously show symptoms related to his/her illness? 
1. yes 
2. no 

Is your child incapacitated physically from his/her illness? 
1. yes 
2. no 

(If yes, how? ) 

Is your child incapacitated in his/her thinking from the 
illness? 
1. yes 
2. no 

(If yes, how? ) 

Is your child incapacitated emotionally from his/her 
illness? 
1. yes 
2. no 

(If yes, how? ) 

Has the course of your child's illness been difficult to 
predict? 
1. yes 
2. no 

(If yes, in what way(s) has it been difficult to 
predict? 

Is your child's illness expected by the doctor to become 
worse over time? 
1. yes 
2. no 
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What has the doctor told you is the most likely ultimate 
outcome of your child's illness? 
1. nonfatal 
2. life-threatening/possibly fatal 
3. fatal 

Do you agree with the doctor regarding the above listed most 
likely outcome of your child's illness? 
1. yes 
2. no 

If you disagree with the doctor, what do you think is the 
most likely outcome of your child's illness? 
1. nonfatal 
2. life-threatening/possibly fatal 
3. fatal 
4. do not disagree with doctor regarding most likely outcome 

If your child's illness is fatal, is he/she in the final, 
terminal phase of illness? 

1. yes 
2. no 
3. does not apply 

Was it the doctor who told you your child is in the 
final, terminal phase of his/her illness? 
1. yes 
2. no 

(If it was not the doctor, who was it who told 
you? 

3. does not apply 

As closely as you can remember, what was 
the approximate date (month, day, and year) you were told 
the illness is in its final, terminal phase? 
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What types of medical treatment has your child had? (circle 
all that apply) 
1. Medication 
2. Surgery 
3. Chemotherapy 
4. Radiation 
5. Bone marrow transplant 
6. Blood transfusions 
7. Physical therapy 
8. Respiratory therapy 
9. Other (Please list 

.) 

How many times has your child been 
hospitalized during the past 3 months? 

Is he/she in the hospital now? 
1. yes 
2. no 

(If yes, how many days has he/she been in the hospital 
during this admission? 

Are you currently active in a support group related to the 
illness? 
1. yes (name ) 
2. no 

To what extent were you surprised that your child became ill 
given his/her age? (please circle the number best describing 
you) 

1 2 . 3 4 5 
not at all extremely 
surprised surprised 
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Subject No. 

Interviewer 

SPOUSE INFORMATION FORM 

Part I: General Information 

Directions: On the items that follow, please write or 

circle the answer which best describes you. 

Today's date 

Your age 

Your sex 
1. male 
2. female 

Your race 
1. Caucasian 
2. African-American 
3. Hispanic 
4. American Indian 
5. Asian 
6. other 

Your marital status 
1. single 
2. married 
3. divorced 
4. separated 

What is your occupation? 

How many years of education have you 
completed? 

What is your spouse's occupation? 
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How many years of education has your 
spouse completed? 

Approximate gross annual family income 
1. Less than $10,000 
2. $10,000 - $20,000 
3. $20,000 - $30,000 
4. $30,000 - $40,000 
5. $40,000 - $50,000 
6. More than $50,000 

How many children do you have? 

Do you have the primary caregiving responsibility for 
your children? 
1. yes 
2. no 

Are you the primary caregiver for your ill spouse? 
1. yes 
2. no 

(if answer is no, who is primary caregiver? 

Does your ill spouse reside with you? 
1. ves 1. yes 
2. no 

Part II: Information Regarding Spouse 

Directions: Please answer the following questions as they 
pertain to your chronically ill spouse. 

Age of spouse 

Sex of spouse 
1. male 
2. female 
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Race of spouse 
1. Caucasian 
2. African-American 
3. Hispanic 
4. American Indian 
5. Asian 
6. other 

spouse? 
What is the diagnosis of your ill 

As closely as you can remember, what 
was the approximate date (month, day, and year) your 
spouse's diagnosis was told to you by his/her doctor? 

If your spouse's diagnosis is still 
unknown, what has the doctor told you is the most likely 
diagnosis? 

Have you been told other diagnoses in the past that turned 
out to be incorrect? 
1. yes 
2. no 

Do you believe the current diagnosis is correct? 
1. yes 
2. no 

Have you sought other medical opinions in the past regarding 
the correctness of the diagnosis? 
1. yes 
2. no 

Are you continuing to seek other medical opinions at this 
time regarding the correctness of the diagnosis? 
1. yes 
2. no 

What type of symptom onset did your spouse have before 
his/her illness was diagnosed? 

1. gradual 
2. sudden 
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How long did your spouse show symptoms before he/she was 
diagnosed? 
1. less than one month 
2. 1 - 3 months 
3 . 4 - 6 months 
4. 7 months - 1 year 
5. 1 - 2 years 
6. more than 2 years 

Does your spouse usually (more often than not) or 
continuously show symptoms related to his/her illness? 
1. yes 
2. no 

Is your spouse incapacitated physically from his/her 
illness? 
1. yes 
2. no 

(If yes, how? ) 

Is your spouse incapacitated in his/her thinking from the 
illness? 
1. yes 
2. no 

(If yes, how? ) 

Is your spouse incapacitated emotionally from his/her 
illness? 
1. yes 
2. no 

(If yes, how? ) 

Has the course of your spouse's illness been difficult to 
predict? 
1. yes 
2. no 

(If yes, in what way(s) has it been difficult to predict? 

) 

Is your spouse's illness expected by the doctor to become 
worse over time? 
1. yes 
2. no 
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What has the doctor told you is the most likely ultimate 
outcome of your spouse's illness? 
1. nonfatal 
2. life-threatening/possibly fatal 
3. fatal 

Do you agree with the doctor regarding the above listed most 
likely outcome of your spouse's illness? 
1. yes 
2. no 

If you disagree with the doctor, what do you think is the 
most likely outcome of your spouse's illness? 
1. nonfatal 
2. life-threatening/possibly fatal 
3. fatal 
4. do not disagree with doctor regarding most likely outcome 

If your spouse's illness is fatal, is he/she in the final, 
terminal phase of illness? 

1. yes 
2. no 
3. does not apply 

Was it the doctor who told you your spouse is in the 
final, terminal phase of his/her illness? 
1. yes 
2. no 

(If it was not the doctor, who was it who told you? 

3. does not apply 

As closely as you can remember, what was 
the approximate date (month, day, and year) you were told 
the illness is in its final, terminal phase? 

What types of medical treatment has your spouse had? (circle 
all that apply) 
1. Medication 
2. Surgery 
3. Chemotherapy 
4. Radiation 
5. Bone marrow transplant 
6. Blood transfusions 
7. Physical therapy 
8. Respiratory therapy 
9. Other (Please list ) 
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How many times has your spouse been 
hospitalized during the past 3 months? 

Is he/she in the hospital now? 
1. yes 
2. no 

(If yes, how many days has he/she been in the hospital 
during this admission? ) 

Are you currently active in a support group related to the 
illness? 
1. yes (name 
2. no 

To what extent were you surprised that your spouse became 
ill given his/her age? (please circle the number best 
describing you) 

1 2 3 4 5 
not at all extremely 
surprised surprised 
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AGS - CIV (Parent) 

The following statements represent feelings and attitudes of 
some parents of a chronically ill child. Answer the 
statements as you are feeling now. There are no right or 
wrong answers. Read each statement carefully and circle the 
number which most closely reflects your degree of agreement 
or disagreement. Please answer all 27 statements and circle 
only 1 answer per statement. 

1. I daydream about how life with my child was before 
his/her diagnosis of illness was made. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

2. I feel close to my child who is ill. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

3. I seem to be more irritable since the diagnosis of 
illness was made for my child. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

4. I am preoccupied with thoughts about my child and his/her 
illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

5. I have discovered new personal resources since my child's 
illness was diagnosed. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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6. I very much miss my child the way he/she used to be. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

7. I have felt very much alone since the diagnosis of 
illness was made for my child. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

8. I am able to move ahead with my life. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

9. I blame myself for my child's illness. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

10. I find it hard to concentrate on my work since the 
diagnosis of illness was made for my child. 

strongly 
disagree 
agree 

disagree somewhat 
agree 

4 
agree strongly 

11. I have the personal resources to help me cope with my 
child and his/her illness. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 
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12. I have periods of tearfulness as I think about the 
course of my child's illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

13. I feel detached from my child. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

14. I feel a need to talk to others regarding my child's 
illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

15. I feel it is unfair that my child has this illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

16. I find it hard to sleep since the diagnosis of illness 
was made for my child. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

17. No one will ever take the place of my child in my life. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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18. I avoid some people since my child was diagnosed with 
his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

19. I feel I have adjusted to my child's illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

20. Since my child was diagnosed with his/her illness, I 
find it more difficult to get along with certain people. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

21. I wonder what my life would be like if my child had not 
been diagnosed with his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

22. I feel more competent since my child was diagnosed with 
his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

23. I get angry when I think about my child having his/her 
illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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24. Since the diagnosis of illness was made for my child, I 
don't feel interested in keeping up with day to day 
activities (examples: T.V., newspapers, friends). 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

25. I am unable to accept the fact that my child has a 
diagnosis of his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

26. I am now functioning about as well as before my child 
was diagnosed with his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

27. I am planning for the future. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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AGS - CIV (Spouse) 

The following statements represent feelings and attitudes of 
some husbands or wives of a chronically ill spouse. Answer 
the statements as you are feeling now. There are no right 
or wrong answers. Read each statement carefully and circle 
the number which most closely reflects your degree of 
agreement or disagreement. Please answer all 27 statements 
and give only 1 answer per statement. 

1. I daydream about how life with my spouse was before 
his/her diagnosis of illness was made. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

2. I feel close to my spouse who is ill. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

3. I seem to be more irritable since the diagnosis of 
illness was made for my spouse. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

4. I am preoccupied with thoughts about my spouse and 
his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

5. I have discovered new personal resources since my 
spouse's illness was diagnosed. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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6. I very much miss my spouse the way he/she used to be. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

7. I have felt very much alone since the diagnosis of 
illness was made for my spouse. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

8. I am able to move ahead with my life. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

9. I blame myself for my spouse's illness. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

10. I find it hard to concentrate on my work since the 
diagnosis of illness was made for my spouse. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 

11. I have the personal resources to help me cope with my 
spouse and his/her illness. 

strongly 
disagree 

disagree somewhat 
agree 

4 
agree strongly 

agree 
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12. I have periods of tearfulness as I think about the 
course of my spouse's illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

13. I feel detached from my spouse. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

14. I feel a need to talk to others regarding my spouse's 
illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

15. I feel it is unfair that my spouse has this illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

16. I find it hard to sleep since the diagnosis of illness 
was made for my spouse. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

17. No one will ever take the place of my spouse in my life. 

1 2 3 . 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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18. I avoid some people since my spouse was diagnosed with 
his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

19. I feel I have adjusted to my spouse's illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

20. Since my spouse was diagnosed with his/her illness, I 
find it more difficult to get along with certain people. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

21. I wonder what my life would be like if my spouse had not 
been diagnosed with his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

22. I feel more competent since my spouse was diagnosed with 
his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

23. I get angry when I think about my spouse having his/her 
illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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24. Since the diagnosis of illness was made for my spouse, I 
don't feel interested in keeping up with day to day 
activities (examples: T.V., newspapers, friends). 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

25. I am unable to accept the fact that my spouse has a 
diagnosis of his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

26. I am now functioning about as well as before my spouse 
was diagnosed with his/her illness. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 

27. I am planning for the future. 

1 2 3 4 5 
strongly disagree somewhat agree strongly 
disagree agree agree 
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TRIG-CIV 

Part I: Past Behavior 

Think back to the time this person first became ill and 
answer all of these items about your feelings and actions at 
that time by indicating whether each item is completely 
true, mostly true, both true and false, mostly false, or 
completely false as it applied to you after this person 
became ill. Circle the number of the answer which best 
applies to you. 

1. After this person became ill, I found it hard to get 
along with certain people. 

completely 
true 

4 
mostly 
true 

true and false mostly 
false 

completely 
false 

2. I found it hard to work well when I became aware of 
his/her illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

3. I lost interest in other family members, friends, and 
relatives. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

4. I found a need to do things the way he/she used to do 
them. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

5. I was unusually irritable. 

completely 
true 

4 
mostly 
true 

true and false 
2 1 

mostly completely 
false false 
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6. I couldn't keep up with my usual activities for the first 
three months. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

7. I was angry with him/her for the changes that were taking 
place. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

8. I found it hard to sleep. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

Part II: Present Feelings 

Now answer all of the following items by circling how you 
presently feel about this person's illness. 

1. I cry when I think about how he/she used to be before the 
illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

2. I cry when I think about how he/she could have been if 
not for the illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 
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3. I get upset when 1 think about how he/she used to be 
before the illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

4. I get upset when I think about how he/she could have been 
if not for the illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

5. I very much miss the way he/she used to be. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

6. It is painful to recall memories of how he/she used to 
be. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

7. I am preoccupied with thoughts about how he/she used to 
be before the illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

8. I am preoccupied with thoughts about how he/she could 
have been if not for the illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 
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completely 
true 

4 3 2 1 
mostly true and false mostly completely 
true false false 

10. I can't avoid thinking about him/her. 

completely 
true 

mostly 
true 

true and false mostly 
false 

completely 
false 

11. I can't avoid thinking about how he/she could have been 
if not for the illness. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

12. I feel it is unfair that he/she became ill. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

13. Things and people around me still remind me of the way 
he/she used to be. 

5 4 3 2 1 
completely mostly true and false mostly completely 

true true false false 

14. I cannot accept his/her illness. 

completely 
true 

4 
mostly 
true 

true and false 
2 1 

mostly completely 
false false 

15. At times I still feel the need to cry for him/her. 

5 4 3 
completely mostly true and false 

true true 

2 1 
mostly completely 
false false 
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RAGC (Parent) 

Answer the following questions by circling either "yes" or 
"no". There are no right or wrong answers. Please answer 
all 15 questions and circle only 1 answer per question. 

1. Have you acknowledged the possibility your child might 
die from his/her illness? 

1. yes 2. no 

2. Have you discussed with a physician the possibility your 
child might die? 

1. yes 2. no 

3. Have you discussed with a person of the clergy the 
possibility your child might die? 

1. yes 2. no 

4. Have you discussed the possibility that your child might 
die with him/her? 

1. yes 2. no 

5. If you have other children, have you discussed with them 
the possibility that their sibling might die? 

1. yes 2. no 3. does not 
apply 

6. Have you discussed with other family members (ex: your 
parents if living, your siblings, extended family) the 
possibility your child might die? 

1. yes 2. no 

7. Have you discussed with a friend or friends the 
possibility your child might die? 

1. yes 2. no 
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8. Have you thought about what the future would be like 
without your child? 

1. yes 2. no 

9. Do you feel you have grieved in anticipation of the 
possible loss of your child? 

1. yes 2. no 

10. Have you joined a grief support group or other grief 
related group or program? 

1. yes 2. no 

11. Do you feel you are depressed over the possibility your 
child might die from his/her illness? 

1. yes 2. no 

12. Do you feel you are anxious over the possibility your 
child might die from his/her illness? 

1. yes 2. no 

13. Do you feel you are angry over the possibility your 
child might die from his/her illness? 

1. yes 2. no 

14. Have you made funeral arrangements for your child? 

1. yes 2. no 

15. Do you feel you are beginning to emotionally disengage 
yourself from your child as a way of preparing for his/her 
possible death? 

1. yes 2. no 



APPENDIX G 

RANDO ANTICIPATORY GRIEF CHECKLIST 

(SPOUSE FORM) 

213 



214 

RAGC (Spouse) 

Answer the following questions by circling either "yes" or 
"no". There are no right or wrong answers. Please answer 
all 15 questions and circle only 1 answer per question. 

1. Have you acknowledged the possibility your spouse might 
die from his/her illness? 

l. yes 2. no 

2. Have you discussed with a physician the possibility your 
spouse might die? 

1. yes 2. no 

3. Have you discussed with a person of the clergy the 
possibility your spouse might die? 

1. yes 2. no 

4. Have you discussed the possibility that your spouse might 
die with him/her? 

1. yes 2. no ' 

5. If you have children, have you discussed with them the 
possibility that your spouse might die? 

1. yes 2. no 3. does not 
apply 

6. Have you discussed with other family members (ex: your 
parents if living, your siblings, extended family) the 
possibility your spouse might die? 

1. yes 2. no 

7. Have you discussed with a friend or friends the 
possibility your spouse might die? 

1. yes 2. no 
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8. Have you thought about what the future would be like 
without your spouse? 

1. yes 2. no 

9. Do you feel you have grieved in anticipation of the 
possible loss of your spouse? 

1. yes 2. no 

10. Have you joined a grief support group or other grief 
related group or program? 

1. yes 2. no 

11. Do you feel you are depressed over the possibility your 
spouse might die from his/her illness? 

1. yes 2. no 

12. Do you feel you are anxious over the possibility your 
spouse might die from his/her illness? 

1. yes 2. no 

13. Do you feel you are angry over the possibility your 
spouse might die from his/her illness? 

1. yes 2. no 

14. Have you made funeral arrangements for your spouse? 

1. yes 2. no 

15. Do you feel you are beginning to emotionally disengage 
yourself from your spouse as a way of preparing for his/her 
possible death? 

1. yes 2. no 
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For each symptom below, please circle the number in the column 
under the phrase that best describes how intensely you have 
experienced the symptom in the past 7 davs. counting today. 
Please answer all the questions, and please circle only 1 answer 
per question. 

ROT 
ALL 

1) Headaches 

2) Nervousness or shakiness 

inside 

3) Paintnesa or dizziness 

4) Loss of sexual Interest 
or pleasure 

5) Feeling critical of 
others 

6) Trouble remembering 
things 

7) Worried about sloppiness 
or carelessness 

8) Feeling easily annoyed 
or irritated 

9) Pains in the heart or 
chest 

10) Feeling low in energy 
or slowed down 

11) Thoughts of ending your 

life 

12) Trembling 

13) Poor appetite 

14) Crying easily 

15) A feeling of being 
trapped or caught 

A Q0XT8 
LITTLE A 

BIT 

2 

2 

EXTREMELY 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 
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not a qoite 
ALL LXTTLK K 

BIT 

SXTR8MKLT 

1$) Suddenly scared for no 
reason 

17) Temper outbursts you 
could not control 

18) Biasing yourself for 
things 

19) Pains in the lower part 
of your back 

20) Feeling blocked or 
stymied in getting 
things done 

21) Feeling lonely 

22) Feeling blue 

23) Worrying or stewing 
about things 

24) Feeling no interest 

in things 

25) Feeling fearful 

26) Tour feelings being 
easily hurt 

27) Feeling others do not 
understand you or are 
unsympathetic 

28) Feelings that people 
are unfriendly or 
dislike you 

29) Having to do things 
very slowly in order 
to be sure you are 
doing then right 

2 

2 

2 

2 

2 

2 

2 

2 

3 

3 

3 

3 

3 

3 
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NOT A QUITE 
ALL LITTLE A 

BIT 

EXTREMELY 

30) Heart pounding or 
racing 

31) 7e«llng Inferior to 
others 

32) Soreness of muscles 

33) Having to check and 
double check what you 
do 

34) Difficulty making 
decisions 

35) Trouble getting your 
breath 

36) Hot or cold spells 

37) Having to avoid certain 
places or activities, 
because they frighten 
you 

38) Your Bind going blank 

39) Numbness or tingling 

in parts of your body 

40) A lump in your throat 

41) Feeling hopeless about 

the future 

42) Trouble concentrating 

43) Weakness in parts of 
your body 

44) Heavy feelings in your 
arms or legs 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 

2 
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GDS-Short 

1. Are you basically satisfied with your life? 

1. yes 2. no 

2. Have you dropped many of your activities and interests? 

1. yes 2. no 

3. Do you feel your life is empty? 

1. yes 2. no 

4. Do you often get bored? 

1. yes 2. no 

5. Are you in good spirits most of the time? 

1. yes 2. no 

6. Are you afraid that something bad is going to happen to 
you? 

1. yes 2. no 

7. DO you feel happy most of the time? 

1. yes 2. no 

8 • Do you often feel helpless? 

1. yes 2. no 

9. DO 
doing 

you prefer to stay at home, 
new things? 

rather than going out and 

1. yes 2. no 
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10. Do you feel you have more problems with memory than 
most? 

1. yes 2. no 

11. Do you think it is wonderful to be alive? 

1. yes 2. no 

12. Do you feel pretty worthless the way you are now? 

1. yes 2. no 

13. Do you feel full of energy? 

1. yes 2. no 

14. Do you feel your situation is hopeless? 

1. yes 2. no 

15. Do you think that most people are better off than you 
are? 

1. yes 2. no 
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SRHQ (Parent) 

For each item that follows, circle the answer which best 
describes yourself. There are no right or wrong answers. 
Please answer all the items and give only 1 answer per item 
unless otherwise instructed. 

I. Physical Health Information About Yourself 

1. About how many times during the past 3 months have you 
seen a doctor in his/her office for your own health 
problems? 

1. 0 times 
2. 1-2 times 
3. 3-5 times 
4. 6-10 times 
5. 11-15 times 
6. 16 or more times 

2. During the past 3 months, how many days have you yourself 
been so sick you were unable to carry on your usual 
activities such as going to work or working around the 
house? 

1. 0 days 
2. 1-3 days 
3. 4-7 days 
4. more than a week but less than a month 
5. 1-2 months 
6. 2-3 months 

3. How many days in the past 3 months were you in a 
hospital, nursing home, or rehabilitation center for your 
own physical health problems? 

1. 0 days 
2. 1-3 days 
3. 4-7 days 
4. more than a week but less than a month 
5. 1-2 months 
6. 2-3 months 
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4. During the past 3 months, how many different physical 
health problems have you yourself had? 

1. none 
2. one 
3. two 
4. three 
5. four 
6. five or more 

Please list 

5. Do you believe these physical health problems in yourself 
have been caused or made more severe by your child's 
illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

6. During the past 3 months how many different prescription 
drugs have you taken for your own physical health problems? 

1. none 
2. one 
3. two 
4. three 
5. four 
6. five or more 

Please list 

7. How would you rate your own physical health at the 
present time? 

1. excellent 
2. good 
3. fair 
4. poor 
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8. Do you think your physical health is now better, about 
the same, or worse than it was before your child became ill? 

1. better 
2. same 
3. worse 

II. Feelings of Emotional Weil-Being 

1. How would you rate your own mental or emotional health at 
the present time? 

1. excellent 
2. good 
3. fair 
4. poor 

2. Do you think your mental or emotional health is now 
better, about the same, or worse than it was before your 
child became ill? 

1. better 
2. same 
3. worse 

3. For the past 2 weeks, have you felt sad, blue, or 
depressed more often than not? 

1. yes 
2. no 

4. For the past 2 weeks, have you had significant difficulty 
with sleep (either not enough or too much) more often than 
not? 

1. yes 
2. no 
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5. For the past 2 weeks, have you had significant appetite 
problems (either eat too little or too much) more often than 
not? 

1. yes 
2. no 

(If you are currently experiencing significant weight loss 
or gain, how many pounds have you lost or gained? ) 

6. For the past 2 weeks, have you felt either 
sluggish/slowed down or agitated/speeded up much of the 
time? 

1. yes 
2. no 

7. For the past 2 weeks, have you felt fatigued or 
experienced a loss of energy more often than not? 

1. yes 
2. no 

8. For the past 2 weeks, have you found it difficult to 
think, concentrate, or make decisions much of the time? 

1. yes 
2. no 

9- For the past 2 weeks, have you often had a significant 
lack of interest or pleasure in activities you usually like? 

1. yes 
2. no 

10. For the past 2 weeks, have you often had negative 
thoughts about yourself, felt worthless, or felt guilty? 

1. yes 
2. no 
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11. For the past 2 weeks, have you often felt like life is 
not worth living or that you wish you were dead? 

1. yes 
2. no 

12. During the past 3 months, have you often felt 
significantly anxious, jittery, or like a "bundle of 
nerves"? 

1. yes 
2. no 

13. Have you had any personal, nervous, or emotional 
problems in the past 3 months? 

1. yes 
2. no 

14. Do you believe these personal, nervous, or emotional 
problems are related to your child's illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

15. Have you had any treatment or counseling for personal, 
nervous, or emotional problems in the past 3 months? 

1. yes 
2. no 

16. Have you had any marital problems during the past 3 
months? 

1. yes 
2. no 
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17. Do you believe these marital problems are related to 
your child's illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

18. Have you had any family problems during the past 3 
months? 

1. yes 
2. no 

19. Do you believe these family problems are related to your 
child's illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

20. Have you had any treatment or counseling for marital or 
family problems in the past 3 months? 

1. yes 
2. no 

21. Do you feel that you or the family need treatment or 
counseling for personal, family, nervous, and/or emotional 
problems at this time? 

1. yes 
2. no 

22. Have you taken any medication for your nerves in the 
past 3 months, like medicine to calm you down or help 
depression? 

1. yes 
2. no 

If yes, please list 
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23. About how much alcohol (beer, wine, mixed drinks) do you 
currently consume per day? 

1. none 
2. 1-2 drinks 
3. 3-5 drinks 
4. 6 or more drinks 

24. Do you have someone you can trust and confide in about 
your child's illness and the difficulties it causes? 

1. yes 
2. no 

25. If so, who is this person? (circle all that apply) 

1. your spouse 
2. your mother or father 
3. your sister(s) or brother(s) 
4. one or more of your children 
5. a grandchild(ren) 
6. other family member(s) 
7. friend(s) 
8. other 

26. How often do you find yourself feeling lonely at this 
time? 

1. almost never 
2. sometimes 
3. quite often 

27. Is there someone(s) who will give you help with your ill 
child if you need it? 

1. yes 
2. no 

28. If so, who is this person? (circle all that apply) 

1. your spouse 
2. your mother or father 
3. your sister(s) or brother(s) 
4. one or more of your children 
5. a grandchild(ren) 
6. other family member(s) 
7. friend(s) 
8. other 
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29. How do you most often try to cope with your child's 
illness? (There are no right or wrong answers. Please 
circle all that apply.) 

1. Avoid the illness or try to forget about it as much as 
possible. 

2. Think of the illness in some way that makes it more 
understandable, meaningful, or manageable. 

3. Try to disengage myself or get some emotional distance 
from my ill child. 

4. Maintain confidence in my abilities to solve problems. 

5. Try to separate the rational from the irrational in my 
response to the illness. 

6. Try to separate the possible from the unlikely 
consequences of the illness. 

7. Try to experience all my feelings about the illness and 
work them through. 

8. Try to experience my feelings about the illness 
sometimes, but put them out of mind at other times. 

9. Try to clarify the choices I have in adjusting my life 
to the effects of the illness. 

10. Try to look at my present situation as realistically as 
possible. 

11. Think about events from my past which might help me to 
deal with the illness. 

12. Try to figure out what might happen in the future if I 
behave one way, and what might happen if I behave 
another way. 

13. Try to think about the good things that have happened 
in my life. 

14. Turn to ray faith or philosophy of life. 

15. Try to concentrate on other things or outlets in my 
life (gardening, cooking, sports, etc.). 

16. Use my family as a resource and support. 

17. Use my friends as a resource and support. 
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18. Use my neighbors as a resource and support. 

19. Try to devote myself to my work. 

20. Participate in community activities (support groups, 
clubs, etc.). 

21. Participate in my church or temple. 

22. Try to find new interests or roles. 

23. Look for a person who can provide direction for me. 

24. Try to find people who have experienced a similar kind 
of illness situation to see how they deal with it. 

25. Try to talk about the illness with others. 

26. Spend more time alone, away from others. 
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SRHQ (Spouse) 

For each item that follows, circle the answer which best 
describes yourself. There are no right or wrong answers. 
Please answer all the items and give only 1 answer per item 
unless otherwise instructed. 

I. Physical Health Information About Yourself 

1. About how many times during the past 3 months have you 
seen a doctor in his/her office for your own health 
problems? 

1. 0 times 
2. 1-2 times 
3. 3-5 times 
4. 6-10 times 
5. 11-15 times 
6. 16 or more times 

2. During the past 3 months, how many days have you yourself 
been so sick you were unable to carry on your usual 
activities such as going to work or working around the 
house? 

1. 0 days 
2. 1-3 days 
3. 4-7 days 
4. more than a week but less than a month 
5. 1-2 months 
6. 2-3 months 

3. How many days in the past 3 months were you in a 
hospital, nursing home, or rehabilitation center for your 
own physical health problems? 

1. 0 days 
2. 1-3 days 
3. 4-7 days 
4. more than a week but less than a month 
5. 1-2 months 
6. 2-3 months 
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4. During the past 3 months, how many different physical 
health problems have you yourself had? 

1. none 
2. one 
3. two 
4. three 
5. four 
6. five or more 

Please list 

5. Do you believe these physical health problems in yourself 
have been caused or made more severe by your spouse's 
illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

6. During the past 3 months how many different prescription 
drugs have you taken for your own physical health problems? 

1. none 
2. one 
3. two 
4. three 
5. four 
6. five or more 

Please list 

7. How would you rate your own physical health at the 
present time? 

1. excellent 
2. good 
3. fair 
4. poor 
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8. Do you think your physical health is now better, about 
the same, or worse than it was before your spouse became 
ill? 

1. better 
2. same 
3. worse 

II. Feelings of Emotional Well-Being 

1. How would you rate your own mental or emotional health at 
the present time? 

1. excellent 
2. good 
3. fair 
4. poor 

2. Do you think your mental or emotional health is now 
better, about the same, or worse than it was before your 
spouse became ill? 

1. better 
2. same 
3. worse 

3. For the past 2 weeks, have you felt sad, blue, or 
depressed more often than not? 

1. yes 
2. no 

4. For the past 2 weeks, have you had significant difficulty 
with sleep (either not enough or too much) more often than 
not? 

1. yes 
2. no 

5. For the past 2 weeks, have you had significant appetite 
problems (either eat too little or too much) more often than 
not? 

1. yes 
2. no 
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(If you are currently experiencing significant weight loss 
or. gain, how many pounds have you lost or gained? ) 

6. For the past 2 weeks, have you felt either 
sluggish/slowed down or agitated/speeded up much of the 
time? 

1. yes 
2. no 

7. For the past 2 weeks, have you felt fatigued or 
experienced a loss of energy more often than not? 

1. yes 
2. no 

8. For the past 2 weeks, have you found it difficult to 
think, concentrate, or make decisions much of the time? 

1. yes 
2. no 

9. For the past 2 weeks, have you often had a significant 
lack of interest or pleasure in activities you usually like? 

1. yes 
2. no 

10. For the past 2 weeks, have you often had negative 
thoughts about yourself, felt worthless, or felt guilty? 

1. yes 
2. no 

11. For the past 2 weeks, have you often felt like life is 
not worth living or that you wish you were dead? 

1. yes 
2. no 
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12. During the oast 3 months, have you often felt 
significantly anxious, jittery, or like a "bundle of 
nerves"? 

1. yes 
2. no 

13. Have you had any personal, nervous, or emotional 
problems in the past 3 months? 

1. yes 
2. no 

14. Do you believe these personal, nervous, or emotional 
problems are related to your spouse's illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

15. Have you had any treatment or counseling for personal, 
nervous, or emotional problems in the past 3 months? 

1. yes 
2. no 

16. Have you had any marital problems during the past 3 
months? 

1. yes 
2. no 

17. Do you believe these marital problems are related to 
your spouse's illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 
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18. Have you had any family problems during the past 3 
months? 

1. yes 
2. no 

19. Do you believe these family problems are related to your 
spouse's illness? 

1 2 3 4 
no, maybe yes, yes, 

not at all somewhat very much 

20. Have you had any treatment or counseling for marital or 
family problems in the past 3 months? 

1. yes 
2. no 

21. Do you feel that you or the family need treatment or 
counseling for personal, family, nervous, and/or emotional 
problems at this time? 

1. yes 
2. no 

22. Have you taken any medication for your nerves in the 
past 3 months, like medicine to calm you down or help 
depression? 

1. yes 
2. no 

If yes, please list 

23. About how much alcohol (beer, wine, mixed drinks) do you 
currently consume per day? 

1. none 
2. 1-2 drinks 
3. 3-5 drinks 
4. 6 or more drinks 



240 

24. Do you have someone you can trust and confide in about 
your spouse's illness and the difficulties it causes? 

1. yes 
2. no 

25. If so, who is this person? (circle all that apply) 

1. your spouse 
2. your mother or father 
3. your sister(s) or brother(s) 
4. one or more of your children 
5. a grandchild(ren) 
6. other family member(s) 
7. friend(s) 
8. other 

26. How often do you find yourself feeling lonely at this 
time? 

1. almost never 
2. sometimes 
3. quite often 

27. Is there someone(s) who will give you help with your ill 
spouse if you need it? 

1. yes 
2. no 

28. If so, who is this person? (circle all that apply) 

1. your spouse 
2. your mother or father 
3. your sister(s) or brother(s) 
4. one or more of your children 
5. a grandchild(ren) 
6. other family member(s) 
7. friend(s) 
8. other 
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29. How do you most often try to cope with your spouse's 
illness? (There are no right or wrong answers. Please 
circle all that apply.) 

1. Avoid the illness or try to forget about it as much as 
possible. 

2. Think of the illness in some way that makes it more 
understandable, meaningful, or manageable. 

3. Try to disengage myself or get some emotional distance 
from my ill spouse. 

4. Maintain confidence in my abilities to solve 
problems. 

5. Try to separate the rational from the irrational in my 
response to the illness. 

6. Try to separate the possible from the unlikely 
consequences of the illness. 

7. Try to experience all my feelings about the illness and 
work them through. 

8. Try to experience my feelings about the illness 
sometimes, but put them out of mind at other times. 

9. Try to clarify the choices I have in adjusting my life 
to the effects of the illness. 

10. Try to look at my present situation as realistically as 
possible. 

11. Think about events from my past which might help me to 
deal with the illness. 

12. Try to figure out what might happen in the future if I 
behave one way, and what might happen if I behave 
another way. 

13. Try to think about the good things that have happened 
in my life. 

14. Turn to my faith or philosophy of life. 

15. Try to concentrate on other things or outlets in my 
life (gardening, cooking, sports, etc.). 

16. Use my family as a resource and support. 
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17. Use my friends as a resource and support. 

18. Use my neighbors as a resource and support. 

19. Try to devote myself to my work. 

20. Participate in community activities (support groups, 
clubs, etc.). 

21. Participate in my church or temple. 

22. Try to find new interests or roles. 

23. Look for a person who can provide direction for me. 

24. Try to find people who have experienced a similar kind 
of illness situation to see how they deal with it. 

25. Try to talk about the illness with others. 

26. Spend more time alone, away from others. 
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BAS (Parent) 

The following statements represent feelings and thoughts 
sometimes experienced by parents of chronically ill 
children. Please read each statement and circle the number 
below it which best describes how true the statement is for 
you. There are no right or wrong answers. Please answer 
all 14 statements and circle only one answer for each 
statement. 

1. I feel guilty when I get out of the house to do something 
enjoyable while remains at home. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

2. I feel it will be difficult if not impossible to carve 
out my own life as long as needs my help. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

3. I feel incapable of establishing new friendships right 
now. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

4. I feel I cannot go anywhere without first thinking about 
's needs. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

5. I feel like I have no time to myself. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 



245 

6. Sometimes I'm not sure where 
family. 

fits in as part of the 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

7. I'm not sure what I should expect 
house. 

to do around the 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

8. I often feel mixed up about how much I should be doing 
for . 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

9. I put 

strongly 
disagree 

,'s needs before my own. 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

10i My family and I often have disagreements about my 
involvement with . 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

11. When I'm not with 
she/he is getting along. 

strongly 
disagree 

disagree 

I find myself wondering how 

3 
agree strongly 

agree 
unsure how 

I feel 
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12. Family members tend to ignore 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

13. no longer feels like my child. 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

14. I think about a lot. 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 
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BAS (Spouse) 

The following statements represent feelings and thoughts 
sometimes experienced by spouses of chronically ill 
patients. Please read each statement and circle the number 
below it which best describes how true the statement is for 
you. There are no right or wrong answers. Please answer 
all 14 statements and circle only one answer for each 
statement. 

1. I feel guilty when I get out of the house to do something 
enjoyable while remains at home. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

2. I feel it will be difficult if not impossible to carve 
out my own life as long as needs my help. 

1 2 3 4 5 
strongly disagree agree . strongly unsure how 
disagree agree I feel 

3. I feel incapable of establishing new friendships right 
now. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

4. I feel I cannot go anywhere without first thinking about 
's needs. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 

5. I feel like I have no time to myself. 

1 2 3 4 5 
strongly disagree agree strongly unsure how 
disagree agree I feel 
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6. Sometimes I'm not sure where 
family or relationship. 

fits in as part of the 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

7. I'm not sure what I should expect 
house. 

to do around the 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

8. I often feel mixed up about how much I should be doing 
for . 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

9. I put ,'s needs before my own. 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

10. My family and I often have disagreements about my 
involvement with . 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

11. When I'm not with 
she/he is getting along. 

I find myself wondering how 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 
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12. Family members tend to ignore 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

13. 

strongly 
disagree 

no longer feels like my loved one. 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 

14. I think about a lot. 

strongly 
disagree 

disagree 
3 

agree strongly 
agree 

unsure how 
I feel 
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ConQ (Parent) 

Please circle the number in each item which best describes 
how you feel. 

1. Since your child's illness, how confused or uncertain are 
you regarding how you should relate to him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

2. Since your child's illness, how confused or uncertain are 
you regarding how close you should be to him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

3. Since your child's illness how confused or uncertain are 
you regarding how much time you should spend with him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

4. Since your child's illness, how confused or uncertain are 
you regarding his role in the family? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

5. Since your child's illness, how confused or uncertain are 
you regarding the jobs he/she should do in the family? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 
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6. Since your child's illness, how confused or uncertain are 
you regarding how independent you should encourage him/her 
to be? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

7. Since your child's illness, how confused or uncertain are 
you regarding how to talk to him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

8. Since your child's illness, how confused or uncertain are 
you regarding whether you should move ahead with your own 
life? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

9. Since your child's illness, how confused or uncertain are 
you regarding the extent to which you and other close family 
members are in agreement about how to deal with the illness? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

10. Since your child's illness, how confused or uncertain 
are you regarding the extent to which you and other close 
family members should be in agreement about how to deal with 
the illness? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 
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ConQ (Spouse) 

Please circle the number in each item which best describes 
how you feel. 

1. Since your spouse's illness, how confused or uncertain 
are you regarding how you should relate to him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

2. Since your spouse's illness, how confused or uncertain 
are you regarding how close you should be to him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

3. Since your spouse's illness how confused or uncertain are 
you regarding how much time you should spend with him/her? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

4. Since your spouse's illness, how confused or uncertain 
are you regarding his role in the family? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

5. Since your spouse's illness, how confused or uncertain 
are you regarding the jobs he/she should do in the family? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 
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6. Since your spouse's illness, how confused or uncertain 
are you regarding how independent you should encourage 
him/her to be? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

7. Since your spouse's illness, how confused or uncertain 
are you regarding whether you should move ahead with your 
own life? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 

8. Since your spouse's illness, how confused or uncertain 
are you regarding the extent to which you and other close 
family members are in agreement about how to deal with the 
illness? 

1 2 3 4 
not at all a little somewhat very 
confused confused confused confused 
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SDS 

Indicate whether or not each of the following statements 
represents you by circling either "true" or "false". Please 
answer all 10 items and circle only 1 answer per item. 

1. I'm always willing to admit it when I make a mistake. 

1. True 2. False 

2 I always try to practice what I preach. 

1. True 2. False 

I never resent being asked to return a favor. 

1. True 2. False 

I have never been irked when people expressed ideas 
very different from my own. 

1. True 2. False 

I have never deliberately said something that hurt 
someone's feelings. 

1. True 2. False 

I like to gossip at times. 

1. True 2. False 

There have been occasions when I took advantage of 
someone. 

1. True 2. False 

I sometimes try to get even rather than forgive and 
forget. 

1. True 2. False 
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9. At times I have really insisted on having things my own 
way. 

1. True 2. False 

10. There have been occasions when I felt like smashing 
things. 

1. True 2. False 
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University of North Texas 
College of Arts and Sciences 

Department of Psychology 

Dear Participant: 

Recent years have seen a significant rise in the number of 
American families affected by serious chronic illness in a loved 
one. Still, because of limited research, little is known about 
how such illness impacts family life. I am a doctoral candidate 
in Counseling Psychology at the University of Horth Texas who is 
conducting a study on the family impact of chronic illness in a 
child. As someone who has worked closely with some such 
families, I am interested in this study from both a professional 
and personal viewpoint. It is hoped this study will enable 
medically related professionals to better understand families who 
are dealing with serious chronic illness and to provide more 
sensitive and helpful service to them. 

You are being asked to participate in this study as the 
loved one who provides primary caregiving for your chronically 
ill child. Participation in the study involves taking 
approximately 60-70 minutes in your home or other location of 
your choice to complete several questionnaires. Either myself or 
one of three research assistants will deliver the questionnaires 
to you and answer any questions you may have regarding them. 
There is no cost or fee to you for participation, and you can 
withdraw at any time. Approximately 30 family members who have a 
chronically ill child will be participating in the study through 
Dallas - Fort Worth area hospitals and support groups. 

If you choose to participate in the study, your answers will 
be kept strictly confidential, and neither your name nor the 
names of other family members will ever be used. The potential 
personal benefits from participation are the opportunity to 
relate your own feelings as a family member who is experiencing 
the impact of your child's chronic illness and, in so doing, to 
help medically related professionals provide more compassionate 
care to families in similar circumstances. 

I hope you will choose to participate. Thank you for taking 
the time to consider this research as worthwhile and beneficial 
to others who will face the demands of chronic illness with which 
you are familiar. I know how valuable your time is, and that is 
why your participation is all the more appreciated. 

Sincerely yours, 

(han Rider, M.S. Bert Hayslip, Ph.D. 
Doctoral Candidate Professor 
Counseling Psychology Department of Psychology 

P.O.Box 13587 • Denton, Texas 76203-3587 
817/565-267! • FAX 817/565-4682 • TDD 800-735-2989 
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University of North Texas 
College of Arts and Sciences 
Department of Psychology 

Dear Participant: 

Recent years have seen a significant rise in the number of 
American families affected by serious chronic illness in a loved 
one. Still, because of limited research, little is known about 
how such illness impacts family life. I am a doctoral candidate 
in Counseling Psychology at the University of North Texas who is 
conducting a study on the family impact of chronic illness in a 
spouse. As someone who has worked closely with some such 
families, I am interested in this study from both a professional 
and personal viewpoint. It is hoped this study will enable 
medically related professionals to better understand families who 
are dealing with serious chronic illness and to provide more 
sensitive and helpful service to them. 

You are being asked to participate in this study as the 
loved one who provides primary caregiving for your chronically 
ill spouse. Participation in the study involves taking 
approximately 60-70 minutes in your home or other location of 
your choice to complete several questionnaires. Either myself or 
one of three research assistants will deliver the questionnaires 
to you and answer any questions you may have regarding them. 
There is no cost or fee to you for participation, and you can 
withdraw at any time. Approximately 30 family members who have a 
chronically ill spouse will be participating in the study through 
Dallas - Fort Worth area hospitals and support groups. 

If you choose to participate in the study, your answers will 
be kept strictly confidential, and neither your name nor the 
names of other family members will ever be used. The potential 
personal benefits from participation are the opportunity to 
relate your own feelings as a family member who is experiencing 
the impact of your spouse's chronic illness and, in so doing, to 
help medically related professionals provide more compassionate 
care to families in similar circumstances. 

I hope you will choose to participate. Thank you for taking 
the time to consider this research as worthwhile and beneficial 
to others who will face the demands of chronic illness with which 
you are familiar. I know how valuable your time is, and that is 
why your participation is all the more appreciated. 

Sincerely yours, 

Cian Rider, M.S. Bert Hayslip, Ph.D. 
Doctoral Candidate Professor 
Counseling Psychology Department of Psychology 

P.O.Box 13587 • Demon. Texas 76203-3587 
817/565-2671 • FAX 817/565-4682 • TDD 800-735-2989 
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INFORMED CONSENT 

The purpose of this study is to investigate how serious 
chronic illness in a child impacts family life as related by the 
caregiving parent. I understand participation will involve the 
following: completing written questionnaires about my feelings 
and responses to my child's chronic illness; about my physical 
health and emotional outlook; and about my ill child's position 
and roles in the family. 

I understand the written questionnaires will be presented to 
me in my home or another location of my choice by Jan Rider, M.S. 
or one of three research assistants and will take approximately 
60-70 minutes to complete. Jan Rider or the research assistant 
will remain available to me during that time to answer any 
questions that arise. The study is for research purposes, no 
cost or fee is involved in participation, and I can withdraw from 
the study at any time. 

I understand all information is completely confidential, and 
neither my name nor the names of other family members will be 
used. The primary potential benefits of participation are the 
opportunity to relate my own feelings as a family member 
experiencing the impact of serious chronic illness, and in so 
doing, to help medically related professionals provide 
more compassionate care to families in similar circumstances. 
Should feelings arise during the course of participation that I 
wish to discuss with a professional counselor, Jan Rider will, at 
my request, provide names and phone numbers of at least three (3) 
referral agencies providing counseling in my area. 

I understand that information in the study will be analyzed 
and a summary of findings possibly presented or published. Such 
a summary would present how the group of anonymous participants 
responded as a whole and not how an individual participant 
responded. This research is being conducted under the 
supervision of Bert Hayslip, Ph.D., Professor of Psychology, The 
University of North Texas. 

I have had the opportunity to ask questions about the study, 
and I have been told that I may contact Jan K. Rider if I have 
additional questions at any time. I will be provided a summary 
of the results of this research if I so choose. 

Having received and understood the above information and 
having received satisfactory answers to the questions I have 
asked, I voluntarily consent to participate in the study. 

Name (print) Signature 

Date 

Researcher Date 
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INFORMED CONSENT 

The purpose of this study is to investigate how serious 
chronic illness in a spouse impacts family life as related by the 
caregiving spouse. I understand participation will involve the 
following: completing written questionnaires about my feelings 
and responses to my spouse's chronic illness; about my physical 
health and emotional outlook; and about my ill spouse's position 
and roles in the family. 

I understand the written questionnaires will be presented to 
me in my home or another location of my choice by Jan Rider, M.S. 
or one of three research assistants and will take approximately 
60-70 minutes to complete. Jan Rider or the research assistant 
will remain available to me during that time to answer any 
questions that arise. The study is for research purposes, no 
cost or fee is involved in participation, and I can withdraw from 
the study at any time. 

I understand all information is completely confidential, and 
neither my name nor the names of other family members will be 
used. The primary potential benefits of participation are the 
opportunity to relate my own feelings as a family member 
experiencing the impact of serious chronic illness, and in so 
doing, to help medically related professionals provide 
more compassionate care to families in similar circumstances. 
Should feelings arise during the course of participation that I 
wish to discuss with a professional counselor, Jan Rider will, at 
my request, provide names and phone numbers of at least three (3) 
referral agencies providing counseling in my area. 

I understand that information in the study will be analyzed 
and a summary of findings possibly presented or published. Such 
a summary would present how the group of anonymous participants 
responded as a whole and not how an individual participant 
responded. This research is being conducted under the 
supervision of Bert Hayslip, Ph.D., Professor of Psychology, The 
University of North Texas. 

I have had the opportunity to ask questions about the study, 
and I have been told that I may contact Jan K. Rider if I have 
additional questions at any time. I will be provided a summary 
of the results of this research if I so choose. 

Having received and understood the above information and 
having received satisfactory answers to the questions I have 
asked, I voluntarily consent to participate in the study. 

Name (print) Signature 

Date 

Researcher Date 
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Subject No. 

Follow-up Form 

1. I wish to receive a written summary of the findings of 
this research study. 

1. yes 2. no 

Please send the summary to the following name and address: 

Name 

Street Apt. No. 

City State Z ip 

2. I wish to speak to someone about feelings which arose 
during participation in this study. 

1. yes 2. no 

Please contact me at the following phone number: 

Area Code Phone No. 

Name (print). 

Signature 

Date 

THANK YOU VERY MUCH FOR YOUR PARTICIPATION! 
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