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ABSTRACT 

In an effort to investigate parental experience and adap­

tation to a child's terminal illness, fifty~four parents (twenty­

seven married couples) were administered a structured interview and 

two objective instruments: the Grief Experience Inventory (Sanders 

et al. 1978) and the Parental Experience Assessment Form (Rando 

1979) from . two months to three years following the death of their · 

child from cancer. The parental grief experience was analyzed with 

respect to the variables of: support received during the illness, 

the infiuence of previous loss, the length of the child's illness, 

the length of time since the death, the sex of the parent, the 

parent's satisfaction with the child's treatment experiences, 

parental anticipatory grief, and the amount of parental partici­

pation during the child's hospitalizations. Chief among the 

results are the findings that there appears to be a phenomenon 

in the third year of bereavement which is associated with an in­

tensification of the grief experience and suggests that parental 

bereavement may actually worsen with time. Other findings indicate 

that there are "optimum" amounts of anticipatory grief, partici­

pation with the hospitalized child, and lengths of illness, below 

and above which parental adjustment is compromised. Mothers appeared 

to · sustain grief experiences reflective of higher clegrees of in­

tensity and poorer adjustment as compared to fathers, although only 



to a statistically significan~ level on the variabl e s of Somatiza­

tion and number of participation behaviors during the child's 

hospitalizations. Parents appeared overwhelmingly sa _tisfied with 

their child's treatment experiences. The amount of support re­

ceived during the illness of the child had a mixed effect upon the 

parents' grief and adjustment. Previous loss tended to be asso­

ciated with poorer bereavement outcomes, although not to a statis­

tically significant level. 
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CHAPTER I 

JUSTIFICATION FOR AND SIGNIFICANCE OF THE STUDY 

The major justification for this study lies in the crucial 

need for systematic study of the processes and sequelae of parental 

grief. Although the grief of children who lose their parents has 

been relatively well researched, little attention has been paid to 

parental grief. Objective data concerning parental grief is par­

ticularly needed in view of the deleterious and malignant effects 

that can result from unresolved and inappropriate grief. These 

sequelae of inappropriately resolved grief have been well documented 

in clinical observations (Cain and Cain 1964; Gorer 1965; Wallace 

1967; Binger et al. 1969; Alby and Alby 1970; Townes, Wold and 

Holmes 1974). Recently Heller and Schneider (1978, p. 321) de-

lineated some of the disturbing statistics: 

A terminal illness has a devastating impact on both 
individual family members and on the family unit itself. 
David Kaplan, in a recent three-year study of fort y 
families at Stanford Medical School, found that thirt y -
six out of the fa~ilies (90 %) were seriousl y disrupted 
by the critical illness of a child in the famil y . For 
example, twenty-eight of the families (70 %) reported serious 
marital problems. Moreover, since the end of t h e study, 
nine of the couples have been divorced (23 %). Approxi­
matel y half the siblings (43 of 97 surviving children=44 %) 
experienced adjustment problems, parent-child problems, arid 
school problems. In eighteen families (45 %), at least one 
parent had a serious drinking problem. There were fifteen 
families (38 %) with at least one member und e r ps y chiatric 
treatment (although no one had been in therapy prior to 
the diagnosis) and families (16 %) reported new medical 
problems such as ulcers, high blood pressure, and asthma. 
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The most common difficulty, which occurred in 88 per cent 
of the families, was extreme grief, which took such forms 
as enshrining the room of the deceased child, building 
locked cabinets to house the child's effects, making daily 
visits to the cemetary, or prohibiting any mention of the 
child (Kaplan, 1973; 1974). Other studies have produced 
similar findings (Solnit and Green, 1959; Binger et al., 
1969). 

Although they are relatively few in number, there have 

been some studies examining the experience of parents whose 

children are dying, although little has been written on paren~al 

bereavement after the death. However, the previous studies that 

have been conducted have led to results that are often inconsis-

tent in findings and emphasis, and often based upon subjective 

clinical observation without objective, valid or reliable measures 

of adjustment. Moreover, these investigations were generally 

conducted prior to the advances in the treatment of cancer, which 

has become more of a chronic, life-threatening illness in recent 

years. Recent developments in treatment are reflected in altered 

familial lifestyles, treatment regimens, life expectancies, and 

disease process. In addition, these studies have tended to slight 

the investigation of the experiences of fathers. For these reasons, 

the results of the initial pioneering studies are less appLicible 

to present clinical reality. Their negle~t of research on parental 

bereavement subsequent to the death leaves a lack of information 

about the post-death grief experiences and adaptations of parents. 

It is in response to the aforementioned deficits that the 

present investigation was conducted. It provides empirical data in 

a field which presently lacks empirical justification for the 

psycho-therapeutic interventions proposed and utilized. It is 
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anticipated that this data will generate further hypotheses for 

future experimental manipulation in studies with families of 

terminally ill children. The ultimate hope is to learn what 

w_ill provide the maximum support for the children, their parents, 

families, and caregivers. 

The eight hypotheses to be tested and the thirty-one 

predictions they generated are as follows: 

(1) The amount of support received during the terminal 

illness is related to the post-d~ath grief experience: 

Prediction lA: There will be an association between 

the support reported by parents and their own ratings 

of subsequent adjustment to the death. 

Prediction 1B: The more support received by each 

parent, the less will be the number of Atypical 

Responses on the Grief Experience Inventory of that 

parent. 

(2) Previous loss influences grief: 

Prediction 2A: There will be an association between 

parental losses previously coped with successfully 

and parental ratings of subsequent adjustment. 

Predict{on 2B: There will be an association between 

previous losses suc ·cessfully coped with and the number 

of anticipatory grief behaviors engaged in by the parent. 

Prediction 2C: There will be an association between the 

pre-morbid coping style of each parent and their ratings 

of their subsequent adjustment following the death. 
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(3) Length of illness influences parental grief: 

Prediction 3A: There will be an association between the 

length of time from diagnosis until death and the par­

ental ratings of preparedness at the time of death. 

Prediction 3B: The longer the interval between diagnosis 

and death, the lower will be the subscale score of Anger/ 

Hostility on the Grief Experi~nce Inventory profile. 

Prediction 3C: The longer the interval between diagnosis 

and death, the lower will be the subscale score of Atypical 

Responses on the parents' Grief Experience Inventory 

profiles. 

(4) The length of time since the death affects the intensity 

of parental grief: 

Prediction 4A: The longer the length of time since the 

death, the lower will be the parental subs ·cale score of 

Lpss of Control on the Grief Experience Inventory. 

Prediction 4B: The longer the length of time since the 

death, the lower will be the parental subscale score 

of Despair from the Grief Experience Inventory. 

Prediction 4C: The longer the length of time since the 

death, the lower will be the parental subscale score 

_of Depersonalization on the Grief Experience Inventory. 

Prediction 4D: The longer the length of time since death, 

the lower will be the parental subscale score of 

Somatization on the Grief Experience Inventory. 

Prediction 4E: The longer the length of time since the 

death, the more discrepant will be the parental comparisons 
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between pre-morbid coping. 

Prediction 4F: The longer the length of time since the 

death, the lower will be the parental subscale score of 

Anger/Hostility on the Grief Experience Inventory. 

Prediction 4G: The 16nger the length of time since the 

-death, the lower will be the parental subscale score of 

Atypical Response 's on the Grief Experience Inventory. 

Prediction 4H: The longer the length of time since the 

death, the lower will be the parental subscale score of 

Rumination on the Grief Experience Inventory. 

Prediction 41: The longer the length of time since the 

death, the higher will be the parental ratings of subse­

quent adjustment. 

(5) The sex of parents is related to their grief experience: 

Prediction 5A: There will be a significant difference 

between the mean subscale scores of mothers and fathers 

on the Grief Experience Inventory. 

(6) Parental evaluation of the child's treatment experience 

is related to parental grief experiences: 

Prediction 6A: The more positively the parents evaluated 

their general overall satisfaction with their child's 

treatment experiences, the lower will be their subscale 

score of Anger/Hostility on the Grief Experience In­

ventory. 

Prediction 6B: The more positively the parents evaluated 

their general overall satisfaction with their child's 

treatment experiences, the lower will be their subscale 
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scores of Rumination from the Grief Experience In­

ventory. 

(7) Anticipatory grief is related to post-death grief 

experience: 

Prediction 7A: There will be an association . between 

the number of anticipatory grief behaviors engaged 

in by the parent prior to the death and their ratings 

of preparedness at the time of death. 

Prediction 7B: There will be an association between the 

number of the anticipatory grief behaviors engaged in by 

the parent prior to the death and their ratings of subse­

quent adjustment since the death. 

Prediction 7C: There will be an association between 

the number of anticipatory grief behaviors engaged in 

by the parent prior to the death and the support they 

received during the terminal illness. 

Prediction 7D: The greater the amount of anticipatory 

grief behaviors, the less will be the subscale score of 

Atypical Responses from the Grief Experience Inventory. 

Prediction 7E: The greater the amount of anticipatory 

grief behaviors, the less will be the subscale score of 

Anger/Hostility from the Grief Experience Inventory. 

Prediction 7F: The greater the amount of anticipatory 

grief behaviors, the less will be the subscale score of 

Loss of Control from the Grief Experience Inventory. 

(8) Parentai participation in the care of the dying child is 

related . to post-death grief experience: 
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Prediction SA: There will be an association between . the 

amount of behaviors involving the care of the hospitalized 

child which the parents participated in and the parental 

ratings of subsequent adjustment. 

Prediction SB: There will be an association between the 

amount of behaviors involving the care of the hospital­

ized child which the parents participated in and the 

amount of anticipatory grief behaviors engaged in. 

Predict1on SC: There will be an association between .the 

amount of behaviors involving the care of the hospital- . 

ized child which the parents participated in and the 

positive ratings of parental satisfaction with the child's 

treatment experiences (evaluation of child's treatment 

experiences). 

Prediction SD: There will be an association between the 

amount of behaviors involving the care of the hospital­

ized child which the parents participated in and the 

parent's ratings of satisfaction with their own involve­

ment with their child. 

Prediction SE: The more the parents participated in the 

care of the hospitalized child, the lower will be the 

Grief Experience Invent6ry subscale score of Rumination. 



CHAPTER II 

REVIEW OF LITERATURE 

Al though in recen _t years there has been a burgeoning of 

interest in the topics of dying, death, and bereavement, and there 

has been an astronomical increase in the number of studies and 

investigations of these topics, there has been a strange reluctance 

to address the topic of childhood terminal illness with the same 

vigor. There has been even less investigation of the reactions 

and experiences of the parents of the terminally ill child. There 

is, however, no lack of agreement that such studies are warranted 

and it is far from uncommon to see such research advocated in the 

conclusions of other investigations and descriptions of reactions 

to loss and/or chlldhood terminal illness. 

One might hypothesize about the reason for most of the 

research falling within the realms of grief and childhood to be 

devoted to the study of the child whose parent dies, and not to 

the reverse. Perhaps the "magical thinking" of childhood, wherein 

the-re is the fear that . if one thinks or says · something it will . 

come to pass in reality, is not restricted solel y to the young 

child. The relatively conspicuous lack of investigation in the 

area of parental response to childhood terminal illness may attest 

to this possibility. 

8 
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Furman (1976, pp. 233-234) addressed the particular diffi-

~ulties inherent in the processes of mourning for one's child. 

Although written to describe the grief of parents over the death of 

a newbo .rn, the same issues are salient in a parent's grief over 

the loss of an older child. (See below) 

Mourning, a silent intrapsychic process, consists on t~e 
one hand of detaching ones emotional .ties from the image 
of the deceased loved one and on the other hand of chang­
ing one's own image, to an extent, so as to become like 
the deceased, that is, identifying with some aspects of 
his personality .... In mourning an infant a parent 
·faces a particularly difficult task because (1) he can 
only utilize the painful long process of detachment, since 
identification would not prove adaptive (how can a parent 
become part child again?) and (2) he deals not only with 
the loss of a loved one but also with a loss of a part of 
himself (parental . attachment consists of a mixture of 
object love and self-love). 

Schwartz (1977, p. 196) continues the psychoanalytic 

description of the dynamics of the parent-child relationship 

and concludes: 

... with the death of a child in the family the blow 
is felt narcissistically, and as a threat to the sense 
of our immortality .... The bereavement for the child is 
intimately connected with, and related to, the libidinal 
investments. The child serves as a tie with the tradi­
tional past, but also, and perhaps more importantly, with 
the future and with our sense of immortality. 

Jackson (1977, p. 187) provides further discussion -of the 

reason for the unique difficulties inherent in the loss of a child: 

Physiologically, psychologically, and socially, the 
relationship that exists between parents and their children 
may well be the most intense that life can generate. Ob­
viously, then, vulnerability to loss through death is most 
acute when one's child dies. 

Not only is the death of a child inappropriate in the 
context of living, but its tragic and untimely nature is 
a basic threat to the function of parenthood--to preserve 
some dimension of the self, the family, and the social group. 
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Kliman (1977, p. 191) discusses the "victimization" of the parent 

who loses a child: 

Parents who lose a child are multiply victimized. We 
are victimized by the realistic loss of the child we loved, 
we are victimized by the loss of the dreams and hopes we 
had invested in . that child, and we are victimized by the 
loss of our own self-esteem. Not unlike the survivors of 
the concentration camps, we cannot comprehend why we did 
not die instead. 

Previously, in 1967, Wallace had keyed into .the same experience of 

victimization, noting in his description of bereaved parents that 

they were "victims of an overwhelming assault on their parental 

identities as protectors and providers.'' And Stephens (1977, 

p. 211) puts the process in physical terms: 

The sense of mutilation (for bereaved parents), the feeling 
of being disabled is very strong. It is no exaggeration 
when parents compare this phase in their bereavement to 
the imagined pain accompanying the loss of a limb (Murray 
Parkes, 1972). 

And lest the parents' pain is believed to be exclusively 

experienced by themselves, Cain and Cain (1964) describe parental 

grief rippling out toward the young and unprotected siblings of 

.the dead child, as well as those yet unborn, i.e., the "replace-

. ment .child." 

There is great social concern over the death of a child. 

Kalish (1969, p. 102) discusses several reasons why the death of 

the young child seems to cause so much additiona1 stress as com-

pared to that of an older individual. He notes that: 

The life of a child has great social value. He has 
not had a chance to live, and we feel he is entitled 
to this. Also, his general helplespness moves us .. 
Another factor is that we do not attribute the death of 

.a child to "his own fault," to inevitability, or to a 
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style of living of which we. disapprove .... The child 
who dies in contemporary American society is not con­
sidered mature enough to be responsible for behavior 
leading to his death, and, unlike the elderly man, he 
cannot be considered to have died inevitably. 

Glaser and Strauss (1964) also point out the greater loss of a 

child, since the child has not had the opportunity to live a full 

life as compared with the adult or aged individual. They note 

that such an evaluation may be responsible for the better quality 

of care and personal treatment given to children by nurses. 

There is controversy over whether age .of the child is an 

important determinant in the parent's grief. Schiff (1977, p. 4) 

disagrees that it is an important variable: 

Bereaved parents come in all ages. It does not appear 
to make a difference whether one's child is three, thirteen, 
or thirty if he dies. The emotion in each of us is the same. 
How could it be that a parent outlives a child? 

Thus, the "unnaturalness" is not determined by the age of the 

child, but by the role of this person who dies "out of turn" with 

the parent. 

However, the writing that is done about the age of the 

child appears to form a concensus that the older child's death 

poses the most difficult situa .tion for the survivors. 

In 1965 (pp. 121-122), Gorer wrote about the universal 

experience of parents, while articulating his finding that the 

loss of a grown child was the most difficult: 

The most distressing and long-lasting of all griefs, 
it would seem, is that for the loss of a grown child. In 
such a case it seems to be literally true~ and not a figure 
of speech, that the parents never get over it. I can only 
speculate as to why this should be so, for most of my in­
formants were not very articulate. First, it would appear 
that, at least in time of peace, it is "against the order 
of nature" that a child should die before his or her 
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parents .... Second, although a person's social status is 
in no way modified by the death of a grown child, it seems as 
though their self-image may be destroyed. . Perhaps a 
reliance on the orderliness of the universe has been undermined. 

In 1977, three authors wrote about the difficulty of losing 

a teen-~ged child. Delineating how psychoanalytic issues predispose 

the parent to have an additional burden of guilt, Schwartz (p. 195) 

noted that "It appears that the effects of the death of an adolescent 

child or .young adult is exceptionally intense." Schneidman (p. 75) 

asserted, ''To die of cancer in one's teens or twenties, in college, 

seems a particular 'unfair' and tragic thing." Kalish (pp. 219-220) 

wrote: 

In our society, the death of young adults is viewed as 
the most tragic of all (Kalish and Reynolds, 1976). They 
have not yet been able to .make use of the lengthy schooling 
they undertook; their deaths are often sudden and unexpected; 
they are seen as having been deprived of their birthright. 
And since they are often younger than the rest of us, their 
death brings our own finitude painfully close to home. 

However, as if to reflect the fact that the death of a child, 

no matter what age, is crucial, Kalish (p. 220) adds the following: 

Infants or young children have a small network of social 
interactions, have no one dependent on them (except as 
someone to love and to give to, which is certainly a very 
significant role), and--if young enough--do not comprehend 
the process of dying. On the other hand, the love given 
to them, the vulnerability that they display, and the seeming 
meaninglessness of their death cause many people to view such 
an event as the most tragic of all. 

Therefore, although researchers may argue as to the critical ages, 

the question is academic and most probably meaningless to the parent 

who has lost their child, parts of their self and their future. 

Studies comparing parents with other bereaved individuals 

in a different relationship to the deceased, e.g., spouse, child, 

etc., find that the grief of parents is particularly intense. 
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Clayton; Desmarais, and Winokur (1968) found that parents of deceased 

children appeared to respond most severely when compared to other 

bereaved individuals and that they report considerably more irri-

tability and self-condemnation. Schwab et al. (1975) found in their 

study that significantly more parents and spouses were rated as 

grieving intensely. In 1977, Sanders interviewed one hundred and 

two bereaved individuals and found that the death of a child produced 

the highest intensities of bereavement as well as the widest range of 

reactions. Parental gri~f resulted in more somatic reactions and 

greater depression, anger, guiit, and despair than :did the mourning 

of those subjects who had lost either a spouse or a parent. 

In reviewing the literature on the quasi-experimental and 

descriptive studies that have been undertaken to research the experi­

ence of parents of terminally ill children there is consistent 

repetition of _ eleven investigations which form the backbone of the 

research on the topic. These studies and their major findings will 

be summarized here. · Following this there will be a survey of litera-

ture pertinent to the eight major independent variables, commencing 

with a general literature review and concluding with a survey of 

that li te .rature specific to parents of terminally ill children. 

Major Investigations of Parents of 
Terminally Ill Children 

In 1955, Bozeman, Orbach, and Sutherland chronicled the 

adaptation of twenty mothers of children with acute leukemia. 

Information was derived from interviews with and observations of 

the mothers. Subsequent to the interviews nine mothers were able 

to be tested on the Thematic Apperception Test (see Orbach 1955). 
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Among their major findings Bozeman et al. reported that the initial 

diagnosis of leukemia was so devastating that the mothers could only 

describe their reactions in terms of a physical injury to themselves, 

e.g., a "blow." Following this was a period of overactivity with 

frantic attempts to prove the doctor and the diagnosis incorrect. 

Denial occurred in two ways: throug ·h screening out of the reality 

of the situation and compulsive efforts to reverse it. The nature 

of adaptation to the diagnosis was modified by the manner in which 

the doctor delivered the diagnosis. It was especially helpful if 

hope was offered and they participated in the treatment planning. · 

Many of the mothers expressed feelings of guilt and personal re­

sponsibility for the illness of their children. After the diagnosis 

mothers tended to want their child hospitalized immediately in order 

to receive better treatment and to demonstrate the fallacy of the 

diagnosis. However, as the time of hospitalization grew near, mothers 

tended to experience increasing separation anxiety. This hospital­

ization implied probable later permanent separation. Separation 

anxiety for the mother varied with the meaning of the child in her 

life and her resources for integrating the . experience. The mother's 

fearfulness would tend to increase her child's anxiety which in turn 

would exacerbate her own fear. Once treatment was started many 

mothers attempted to cope by intellectual mastery of the disease. 

After the initial period of urgency this striving to learn as much 

about the disease as possible ceased, with the mother shifting concern 

to the child's immediate medical condition and treatment. As time 

progressed there was a rejection of hope on an intellectual basis. 

Affectively, some degree of hope continued until the end stage. 



16 

They describe parts of the mourning process in the normal per-

son as including: withdrawal, feelings of unworthiness, preoccupation 

with thoughts of earlier e�periences with the loved one for a period 

of time (usually several weeks), guilt over parental responsibilities 

for the development of the illness, and emptiness: Separation and 

its irreversibility is a major concern of the parents. Depression or 

marked anxiety may accompany the initial impact of the diagnosis, yet 

the authors note that the period of illness prior to the death may be 

one of re-integration "of parental feelings in which the mourning 

process takes place substantially prior to the death of the child," 

i.e., anticipatory grief. Richmond arid Waisman (p. 45) also found

that parental involvement in the physical care of the child was: 

extremely important in facilitating parental adapta­
tion. First, this permits the parents to have a feeling that 
they personally have done everything possible for this child; 
second, feelings of guilt are somewhat relieved by the expendi­
ture of personal effort in the care of the child; third, in 
retrospect parents are very grateful for having had the op­
portunity to spend as much time with the child as was possible; 
and fourth, an opportunity to observe and to participate in 
measures directed to relieve pain and discomfort as much as 
possible is comforting to parents. 

In this study the authors also document the development of parental 

capacities to care for other children on the ward. Initially they 

were involved solely with their own child. After a period of time 

they developed a desire to help other children as effectively as 

they could. The authors interpret this as marking a turning point 

for parents in their adjustment which reflected an acceptance of 

their child's illness and ultimate death. This conversion of energy 

from mourning to more constructive endeavors is viewed by them as 

signalling the end of mourning, in accordance with Freud's (1917) 

criteria for the termination of mourning. The authors take the 
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opportunity at the end of the study to enjoin parents from partici­

pation in the care of the sick child at the expense of the emotional 

and physical well-being of the remainder of the family. They also 

report in conclusion that the hospital staff accepted and understood 

the need for parental participation in the care of the terminally ill 

.child. 

Solnit and Green (1959) discuss psychologic assistance for 

the family of the terminally ill child at various points within the 

terminal illness. The physician is advised to repeat the diagnosis 

as often as warranted by the admixture of denial and shock present 

in the parents. The phys1cian is admonished against stating definite 

time trajectories and cautioned against censure of the parental 

reactions. Parents are expected to be offered the opportunity to 

be at hahd when death is imminent and to be promptly informed by the 

physician when it has occurred. Methods of dealing therapeutically 

with the parents and siblings post-death are discussed with emphasis 

upon the unique feelings of those family members generated by their 

specific roles and ages. 

Thirty-three children with . leukemia were studied by 

Natterson and Knudson (1960) as were their mothers. Observations 

of the mothers indicated that as a result of the nature of the 

maternal-child relationship, the threat of death of the child 

posed a symbolic threat of death to the mother. Consequently, 

the authors hypothesize, the mother faces death, experiences it, 

and survives it . The reactions elicited in the mother, by the 

symbolic threat of death, will be influenced by the mother's acute 

contact with death and her knowledge that she herself will survive 
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it. The Natterson and Knudson stu dy is an attem p t to isolate and 

examine the mother's reactions to this death threat. The findings 

revealed that, when the disease lasted four months or more, the 

mothers reacted to the illness with a tri-phasic response. The 

situations where the interval between diagnosis and death was less 

than four months resulted in more disturbed reactions on the part of 

the mothers. The tri-phasic process consisted of an initial phase, 

wherein denial was the characteristic emotion and there was a tendency 

towards irrational initial reactions; the intermediate phase, where 

there was manifested a tendency to more readily accept realit y and to 

direct energy toward realistic measures that offered hope of prolonging 

the child's life, while emotionally starting to separate themselves 

from the child; and the terminal phase, in which increased sublimation 

is noticed and the mother's interests expand and suggest the develop­

ment of socializing tendencies, with interests less . focused upon her 

child. A calm acceptance of the death of the child accompanied b y 

improved · integration also characterized the terminal phase. 

These same . authors (Knudson and Natterson 19 6 0) also wrot e 

on the participation of parents in the hospital care of their fatally 

ill children. In this paper the y again describe the aforementioned 

process of adjustment to the child's illness. They then argue that 

the mother's participation in the care of her hospitalized child 

"facilitates the resolution of her guilt and denial, which are so 

characteristic at the outset of the ' child's illness." In addition 

they are enabled to cope with their own separation anxiet y . Not 

summarized in this review is the observations on the child's adjust­

ment and the description of the p rogram at the Cit y of Hope Medical 
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Medical Center in Duarte, California, wherein both investigations took 

place, with both topics having been addressed in each study. 

An investigation using behavioral observations of parents 

ariticipating the death of a child was funded by the National Institute 

of Mental Health and reported by Friedman, Chodoff, Mason, and Hamburg 

in 1963. They observed forty-six parents of twenty-seven children 

and conducted a series of interviews. Further information was gar­

nered from the parents through a _brief daily questionnaire and from 

weekly parent meetings. Findings indicated that although a number of 

parents stated they suspected the diagnosis prior to discussion with 

the physician, they nevertheless were "stunned" and felt that it came 

as a shock to receive the diagnosis. In this study, as contrasted to 

some others, the subjects initially accepted the diagnosis intellec~ 

tually and it was only later that they consciously hoped that the 

diagnosis was in error. They did not manifest the disbelief and 

marked denial of other populations. Subsequent to the diagnosis 

most of the parents experienced transient guilt over their child's 

illness which was assuaged, for the majority of them, by the reas­

surances of the physician. During the early stages following the 

diagnosis this group too attempted to attain mastery over the threat 

through an insatiable thirst for knowledge about the disease and 

attendant concerns. Most of the parents in this study attempted to 

shield their child from information about his condition. Some of 

the younger children openly rejected their parents who they seemed 

to blame for being negligent in protecting the~. This resulted in 

guilt and feelings of failure on the part of these parents. Major 

coping mechanisms of the parents included: isolation of affect, 
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intellectualization, denial, motor activity, and participation in 

the care of the child. Relatives and friends tended to hinder the 

adaptations of the parents in this study. Their denial, disbelief, 

and expectations which they placed upon the parents served to 

increase rather than decrease the stress. Most parents felt that 

their strongest support came from other parents of terminally ill 

children. In the terminal phase these parents commenced grieving 

more intensively, became more resigned to their child's imminent 

death, and became more actively involved in the care of other children. 

Chodoff, Friedman, and Hamburg (1963) authored another article 

about results from this same study. In this there was much over-

lapping information with the aforementioned article. However, in 

this second article (p. 743) they mo~e strongly assert that most parents 

... were able to function effectively during the period 
of the illness, carrying out whatever tasks were necessary 
without being overwhelmed with despair or anxiety, at the 
same time preserving their own personalities, maintaining 
key relationships and a measure of self-esteem . 

Another important process that occurred during this time was the 

parents' "search for meaning." These parents had an urgent need to 

make sense out of the tragedy and this would take various forms 

such as seeking out some personal agency to be blamed for the disease 

or placing it within the realm of "God's Will." 

In 1964 Hamovitch demonstrated the results of parental par­

ticipation in the Pediatrics Department of the City of Hope Medical 

Center in Duarte, California. His sample consisted of eighty-two 

children with diagnoses of cancer and their parents. The major 

sources of information were . ongoing social work interviews with par-

ents, weekly interviews with staff members to elicit observations on the 
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children and their parents, transcriptions of weekl y staff me etings 

in which social and emotional problems of the fiilllilies were discussed, 

follow-up interviews with parents after the death of their child, and 

individual interviews with staff members regarding their reactions to 

working in such a setting which included a Parent Participation Program. 

Results indicated that the Parent Participation Program was an effec­

tive .means of helping families and children with terminal illness cope 

in an adequately constructive manner. Data revealed that the marital 

status of the parents is a significant clue to the ability of the 

families to cope with their problems and to benefit from parent par­

ticipation. Differential medical diagnosis had an influence on coping 

adequacy, w·ith non-operable sarcomas associated with difficulties in 

adaptation and with relative ineffectiveness of the Parent Participation 

Program to deal with the anxieties engendered. The age of the child 

was identif .ied as another important variable, with children beyond the 

age of ten, and their parents, displaying more difficulties than the 

younger age groups. In terms of parental reactions to . the illness, 

initially there were feelings of shock and self-pity. They tended 

to be angry at the referring physicians as well as at fate. This group 

also displayed guilt over the child's illness, and this was capable 

of being dissipated by discussion with physicians. During the early 

phase there was a quest for medical information and a considerable 

preoccupation with the death. Later this was modified to a concern 

with more imme diate routines and emphasis on having as much time as 

possible with the child . At the terminal phase came a wish that the 

child's suffering and the waiting "in limbo" would end. In follow-

. up it was noted that the longer the interval between death and 
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follow-up interview, th '§ more successfully the family had worked 

through its grief reactio~s, thus illustrating the importance of 

time in mourning. It was found that the first three months were 

the critical time period, for both positive and negative influences. 

A close correlation was found between the adjustment pattern of the 

. families during the hospitalization of the child and the family's 

adjustment pattern subsequent to the death. 

Binger et al. (1969) interviewed twenty sets of parents re­

garding the emotional impact of childhood leukemia on both patient 

and family. In . this retrospective study they found that for many the 

news of the diagnosis was the hardest blow they had to bear. Their 

subjects reported a variety of reactions ranging from loss of control 

to an appearance of composure and resignation. Immediately following 

the news there was a tendency for parents to express a number of 

symptoms in the succeeding days and weeks. These gradually subsided 

arid were replaced by acceptance and resolution to meet all the special 

needs of the child. An interesting finding was that parents with the 

.most negative attitudes toward professional staff were those whose 

children had the shortest illnesses, thereby indicating the role of 

time in coming to grips with the crisis. In this study, too, it was 

found that parents particularly appreciated being allowed to partici­

pate in the care of their child and being granted freedom of visiting 

privileges. Interestingly, although fourteen out of the twenty sets 

of parents attempted to shield their child from knowledge of his 

diagnosis, eleven of the children indicated that they had a sense of 

their impending .death. The parents manifested all aspects of antici­

patory grief as well as reactive grief following the death. The 
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authors were impressed over the amount of silent worry and fear that 

was generated in the contemplations of some parents of the actual 

circumstances of their child's death. For this reason they maintain 

that it is important to discuss with the parents the circumstances of 

the death in order to offset the cruel parental fantasies which they 

found to be much worse than actual fact. In terms of support for the 

parents the authors discovered that the parents supporting of each 

other depended upon their earlier relationship with one another. 

Parents of other terminally ill children were viewed as a major source 

of support·. 

Easson (1970) compiled the research and outlined the pre­

adult phases of human growth in terms of understanding of personal 

death and the experiences of dying. He addressed the major issues in 

the dying process for each age group, as well as discussing the im­

plications of terminal illness for families and treating personnel. 

Review of Literature on Variables Investigated 

The eight major hypotheses and the variables they test fall 

into three main categories: personal characteristics inflµencing 

parental experience and adaptation; time factors influencing parental 

experience and adaptation; and parental experience during the illn�ss. 

A literature review on- each of the eight specific variables within 

these categories is presented below. A general survey of the litera­

ture written on the variable is presented first and is subsequently 

followed by a.review of the literatur€ specific to parents of termi­

nally ill children. 
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During the illness the mothers frequently expressed the needs for: 

(1) tangible services, (2) temporary escape, and (3) emotional sup­

port. Burdens most frequently expressed included: (1) financial 

problems, (2) care of the other children, and (3) transportation 

difficulties. Parents of other children afflicted with leukemia 

were cited as the most important source of support. Relatives pro-

vided little emotional support to the mothers, in fact, difficulties 

with maternal grandmothers were common in this sample and contributed 

to more problems with adaptation for the mothers. Problems relating 

to the discipline of the terminally ill child were frequentl y at 

issue during remission. 

Orbach, Sutherland, and Bozeman (1955) in Part II of the 

previous paper, present a theoretical discussion of the implications 

of the investigative findings, mostly in terms of psychoanalytic 

principles. Recommendations for managem~nt of mothers of terminally 

ill children are delineated for the physician, nurse, clinical case 

worker, and hospital administrator. 

In 1955 Richmond and Waisman investigated the psychologic 

aspects of management ~f children with malignant diseases. In 

the study of these forty-eight children they describe the clinical 

impressions they received about the parents of such children. The 

authors note that one of the physician's most important roles is to as-

sist the parents with the integration of the tragic event of their 

child's terminal illness into their life experience (p. 44). Theystate: 

Perhaps at no other time does the previous integration of 
the personalit y and of the family unit reflect itself so 
clearly as it does during the severe emotional stress 
associated with mourning. 



24 

Pers ona l Cha r acter istics Influ e ncing Paren t a l 
Expe rience and Adaptation 

Pe rsonal characteristics of the parents were addressed in 

Hypotheses 2 (Pr evi ous Loss Influences Gr i ef ) and 5 (Th e Sex of 

Parents Is Related to Their Grief Exp eri e nce). 

Numerous writers have s ugges t ed that previous loss experience 

is a determinant of the individual's bereavement and grief. With 

regard to widows, Parkes (1975, 1972) and Maddison (1968) r e port that 

previous life crises (including loss e x per i ences ), espe cially when 

occurring within a t wo- year period prior to th e bereavement , are 

significantly related to poorer outcome. It has l ong been held tha t 

early parental loss b y death, divo rce , or s epa ration wil l serious l y 

impede the consequ e nt socioemotional dev e l opment of the chi l d and 

his/her ca paci ty to handle future lo s ses effec tiv ely as we ll as pave 

the way for anxiety, the n eed for defe n ces , and psyc ho pat ho l ogy 

(Freud 1926; Bowlby 1973). 

Friedman (1967) spoke specifically about parents of dy ing 

children and not e d that parental adjustm e nt to the illness of their 

child reflects to varying degrees the parents ' prev iou s e xp er i ences 

with illness and death (constituting both "real " a nd " symbo li c" 

losses), their pre v ious modes of cop i ng with pa s t crises , a nd the 

idios y ncratic meaning t he child has for the pare nt. Ken nell, Sl yter, 

and Kl a us .(1970) resear ched th e mournin g o f mothers af t er the lo ss 

of a newborn. They found · that hi.9h mourn ing was associated with 

the previous los s of a baby. 

The res ea r c h in sexual differences as determinants of be -

reavement h as been mixed. Much of the descriptiv e literat u re r eports 
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that the social .role of th e male an d the increased maternal-child 

in v olv ement during the illness predispose the father to less partici­

pation during the child's illness; more suppression of oV-ert grief 

e xp ression; decr e ased self-este ~m; and feelings of guilt, rejection, 

an d exclusion (Volkart and Michael 1957; Nolfi 1967; Binger et al. 

19 6 9; Mccollum and Schwartz 1972; Burton 1974b; and Travis 1976). 

Generally th e literature has described the father in less-than­

d e sirable terms. 

The more empirical research that is available is mixed in 

res ult s . In a n ove rview of bereavement research Vachon (1976) notes 

that most o f th e r e search has been conducted with women as subjects. 

Yet she finds that what evidence that is available on males suggests 

that t h e risk s of b e r e av eme nt may well be greater for the widower. 

This finding is similar t o that of Glick, Weiss, and Parkes (1974) 

who dis c o ve r e d that alth o ugh me n ap pear to move more rapidly toward 

social r ec overy following a bereavement (spouse) than do women, they 

actually move relatively slower toward emotional recovery. They also 

r e port that the "proper" male reaction centers around realism and 

control, hence the findings that compared to women men are more un­

a bl e/ u nwilling to displa y grief; ended any emotional display of grief 

quick e r in terms of length of time after the death; were initially 

high e r in guilt which then decreased; and were more realistic and 

qu ick e r to ac ce pt the de~th. However, oth e r studies suggest that 

women u s ually c ome out of bereavement worse than men (cited in 

Park es 1972) and that sex is not found to be a significant deter­

minant of the outcome of bereavement (Parkes 1975). Clayton, 
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Desmarais, a11d Wi nokur (1968) foullC1 es ulls s i 111Uar Lo ··d11de 1_·s (1977 ) 

which indicate that most ber eavement symptoms occur more frequently 

in women, although not usually at statistical levels of significance . 

The exception to this was the Clayton et al . finding that th e re wa s a 

statistically significant diff erence between males and f e mal e s in the 

females' greater use of medications and more frequent crying behavior. 

The empirical r es earch on sexual differences among p a r e nts of 

dying children is minimal. Hamovitch (1964) found that fath e r s ev i-

denced worse subsequent adjustm ent after the child ' s death than did 

the mother. He related this to the mothers ' int ense part icipation 

with the child which he believed facilitated anticipatory grief. In 

addition he felt that the stereotypical role of the male inhibited 

appropriate grief expression and grief work. Kennell , Slyter, and 

.Klaus (1970) reported mixed results with fathers at times higher as 

well as lower than mothers on cert a in bereavement i ndicators . Townes, 

Wold, and Holmes (1 974) discovered that fathers were more accepting 

of the death than . were the mothers and that they felt less life change 

for them subsequ e nt to it as compared to th e ir spouses. Benfield, 

Leib, and Vollman (1978) found that the mean of the grief experience 

was significantly higher for mothers than for fath ers after the death 

of a newborn. 

Time Factors Influencing Pa r ental 
Experience and Adaptation 

There are two time di mensions which were exa mined in this 

investigation. The first time dimension i s the Length of th e Child's 

Illness (Hypothesis 3) and th e second concerns the Le ngth of Time 
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Since the Death (Hypothesis 4). 

Much of the writing about the length of illness as a d eter­

minant in bereavement is enmeshed in discussion about antici p atory 

grief in the bereavement liter ature (for citations see section on 

Anticipatory Grief). The findings have been mix e d. In studying orre 

hundred and two bereaved individu als , Sanders (1977) found no re lat ion­

ship between length of illness and outcome . Cl ayton , Desma rais , and 

Winokur (1968) observed that with the exception of anorexia and weight 

loss there was no significant relationship between the duration o f 

the illness and the prevalence of bereavement symptoms. In studying 

the widowed, Vachon et al. (1976) found sudden death to result in 

worse post-death adjustment. Similar findings were reported by 

Silverman (1972); Glick, Weiss, and Parkes (1974); a nd Parkes (1975). 

Maddison (1968) found that sudden death, or deat h with minim a l warn ­

i ng did not necessarily lead to a worse outcom e . He al so found that 

a protracted death associated with severe sufferi ng and disfigurement 

maximized pre-existing ambivalence an d lead to feelings of guilt and 

inadequacy. It appeared to cr eate a greater intraps y chic and physical 

strain than did sudden death. In the same v ein, Gerber et al . (1 975) 

discovered that in a sample of the elderly, chronic fatal illnesses 

of more than a six-month duration predispos e d th e bereaved to poorer 

medical adjustment. Schwab et al. (197 5 ) repor t ed s imil ar results 

and found that extended illnesses past one yea r were related to more 

intense grief reactions subsequent to the death. 

With specific regard to th e experi e n ce of pa r e nts of t er min a lly 

ill children signifi cant changes have occurr e d in th e la st t wo dec ades . 
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Townes arid Wold (1977) report that within this time the life span 

of a child diagnosed with leukemia (the most prevalent of all child­

hood cancers and the one most represented in this study) has increased 

from an average of three months to a current median of over twenty­

one months. They note that this increase subjects the parents to an 

intensified and prolonged period of anxiety with significant life­

change and family reorganization demanded. 

Investigators of parents of terminally ill children are split 

in -their beliefs about the impact of the length of the child's illness. 

Wolff et al. (1964) measuring the mean urinary 17-hydroxycortico­

steroid excretion rate of parents; Kennell, Slyter, and Klaus (1970) · 

investigating parental response to the loss of a ne wborn; and Benfield 

et al. (1976) also investigating .the grief of parents subsequent to 

the death of a neonate; all found that the length of the illness (or, 

in the case of the neonates, the length of life) was unrelat e d to the 

parents' experience of grief. 

In possible contrast to this, Hamovitch (1964) found that the 

longest illnesses were associated with the most serious familial 

problems. Natterson and Knudson (1960); Knudson and Natterson (1960); 

and Chodoff, Friedman, and Hamburg (1964) found that there was a cru- · 

cial time period of approximately four months which was required for 

therapeutic adjustment to the illness and death. If the child died 

before this optimum four-month period, greater disorganization and 

poorer adjustment was evidenced by the survivors, in these cases, 

most usually the mothers. The typica~ tri-phasic response of 

initial denial and disturbance; followed by acceptance of the 

diagnosis but not the prognosis with concomitant initiation of 
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anticipator.y grief; and finally a "calm" acceptance of the death, 

was rarely observed in less than a four-month duration of illness. 

All thtee investigations generated findings identifying such a 

process and length of time as necessary for good subsequent adjust­

ment. Related to this were the findings of Binger et al. (1969) 

which revealed that those parents with the most negative attitudes 

toward the professional staff were those whose children had the short­

est illnesses. 

Relatively few studies have investigated the effects of time 

since the death on the severity of the grief reaction. Many studies 

have been descriptive in nature in their assessment of the time re­

quired for adequate resolution of grief. Lindemann (1944) felt that 

the majority of grief work could be accomplished in four to six weeks. 

Contrasting this is Marris' (1958) contention, based on his research 

with widows, that two or more years are required in order to become 

reconciled with the death. Glick, Weiss, and Parkes (1974) criticized 

Lindemann's time period as being far too short and asserted that re­

action to grief must be measured in years rather than weeks or months. 

Relevant statements have been offered by Clayton, Desmarais, and 

Winokur (1968) who noted that eighty-one percent of their sample were 

improved in their bereavement symptoms within two to four months after 

the death; and Gorer (1965) who observed that nineteen percent of his 

sample felt that the adage about time healing was inappropriate and 

.that they would never get over the death. In general, Gorer felt that 

the middle stage of grief, which he viewed as comprised of a period of 

violent .grief and disorganization, usually required six to twelve weeks 

for abatement. Schwab et al. (1975) found that there was no statistical 
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differences for intensities of grief reaction over three intervals 

of time since the death (one to six months, seven to eleven months, 

and over twelve months). As is readily apparent, there is little 

consistency among the findings and much to preclude their general­

izability since they are clearly not all talking about the same 

phenomenon at the same time, e.g., some speak in terms of acute grief 

while others discuss complete reconciliation. 

There are only two quasi-experimental studies which address 

the impact of time on the grief of bereaved parents. Hamovitch (1964) 

writes that there is a relationship between the length of time since 

the death and the parents' current adjustment. He finds that the 

shorter the interval between the death and the interview, the more 

problems of adjustment are reported by the parents at the interview. 

Stehbens and Lascari (1974) found that thirty-seven of forty parents 

were fully recovered from their bereavement symptoms within six 

months' time. 

Parental Experience During the Illness 

Aspects of the parental experience during the illness were 

addressed in Hypotheses 7 (Anticipatory Qrief Is Related to P6st­

Death Grief Experience); Hypothesis 8 · (Parental Participation in 

the Care of the Dying Child Is Related to the Post-Death Grief 

Experience); Hypothesis 6 (Parental Evaluation of Their Child's 

Treatment Experiences Are Related to Parental Grief Experience); and 

Hypothesis l (The Amount of Support Received During the Terminal 

Illness Is Related to the Post-Death Grief Experience). 

Anticipatory grief was first addressed by Lindemann (1944) 
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as a phenomenon which arose in response to separation and accompany-

ing threat of death. The individual is so concerned about their 

adjustment after the potential death that he/she undergoes the pro-

cess of grief prior to any actual loss. The result of such a process, 

while forming a safeguard against the impact of a sudden death notice, 

could be disadvantageous in allowing the individual to effectively 

emancipate themselves from the relationship with the separated indi­

vidual so that, should this person not die, the griever is unable to 

resume the relationship due to their having _effectively decathected 

themselves. 

Rosenbaum (1944) worte about the problems associated with 

this type of anticipa~ory grief with the families of individuals in 

the military service and noted how the survivors were victimized by 

the unforeseen consequences of anticipatory grief when they returned 

to families who had established new role relationships that no longer 

included them. 

In 1971 Fulton and Fulton discussed the process of anticipatory 

grief as a psychosocial aspect of the terminal experience for the 

patient, the family, and the staff. (For the remainder of this paper 

discussion of this process will be limited to the experience of the 

family.) Writing about the family's . experience they report (p. 93): 

the family members are so concerned with their adjust­
ment in the face of the potential loss that they slowly experi­
ence all the phases of normal grief . as they cope with the 
illness or endure the separation prior to the death. Over 
an extended period of time, therefore, the family members 
may experience depression, feel a heightened concern for the 
ill member, rehearse his death, and attempt to adjust to the 
various consequences of it. 
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After this important article anticipatory gri e f became a 

subject ireatly addressed in the literature. Both the salutory and 

detrimental effects of anticipatory grief were debated. For example, 

Goldberg (1973), in looking at the family tasks and reactions in the 

crises of death, perceived anticipatory grief as being mourning that 

was longer in duration but less intense compared to post-death mourn-

ing. He noted (p. 405) the positive aspects of anticipat"ory grief as 

providing "a powerful family-affective exl?erience" enabling the . 

family to begin to cope with the necessary tasks of mourning, i.e., 

allowing mourning to occur, relinquishing the memory of the deceased, 

and realigning of intrafamilial and extrafamilial roles. The result 

is that "For the family, mourning becomes a gradual, extended, and 

less intense process." 

This notion coincides with that espoused by Herter in 1969. 

Herter noted (p. 200) that when grief finds its fullest expression 

prior to the death it is gradually replaced by a resigned acceptance 

of the facts. 

Death, under these circumstances, comes anticlimatically, 
without drama. A transient resurgence of grief may ensue, 
but it is dulled by long months of anticipation. More often, 
the end is marked by a sense of relief .... It is not un­
natural that this surpressed relief should be accompanied 
by feelings of confusion and guilt. 

In this, however, are the implications for difficulties 

arising from the process of anticipatory grief. Herter's descrip-

tion was echoed by the Fultons (1971) in their delineation of 

the critical judgments from self and others as an unanticipated 

consequence of anticipatory grief. The Fultons write that by 

the time of death the family will, " . to the extent that they 
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have 'anticipated' the death or dissipated their grief, display little 

or no emotion." Both grievers and medical staff are surprised when 

reacti6ns are less-than-expected. The bereaved are described as feel­

ing guilt and shame when their reactions are inconsistent with their 

own and social expectations. Hence, the Fultons note (p. 98), " 

a two-edged effect. It (anticipatory grief) possesses the capacity 

to enhance our lives and secure our well�being, while possessing at 

the same time the power to undermine our fragile existence and rupture 

our tenuous social bonds." 

Other concerns about anticipatory grief harken back to those 

noted by Lindemann (1944) and Rosenbaum (1944) regarding emotional 

detachment from those not yet dead. Peretz (1970, p. 26) in dis­

cussing the nature of anticipatory grief, warns "Anticipatory grief 

may deprive both the dying patient and the bereaved-to-be of the 

possibilities still remaining in their relationship." 

Aldrich (1974) asserts that there are significant differences 

between anticipatory grief and post-death grief, which he terms "con­

ventional grief." He feels that the contradictory findings of 

Maddison and Viola (1968), Clayton et al. (1968), and Parkes (1970) 

who all found that the duration of the period of anticipation is not 

significantly related to the severity of the griet reaction, and 

Parkes' (1972) finding that mo"re emotional disturbance-occurred in 

widows following deaths for which they had little time to prepare, 

may b� accounted for by the fact thai a long period of anticipation 

increases both the d_uration of the destructive potential of the 

hostile component of ambivalence, as well as the opportunity for 

working through the loss. Aldrich feels that this impact of 
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ambivalence on anticipatory grief is significantly different than 

that felt in conventional grief. This is due to the fact that the 

.target of the ambivalent feelings is not only still alive but po­

tentially vulnerable, balanced between life and death. This vul­

nerability makes the death wish appear particularly potent and 

dangerous and may contribute to the clinical impression that antici­

patory grief appears to be_more readily denied than conventional 

grief. Other differences between anticipatory and conventional grief 

are in aspects of endpoint, acceleration, and hope. 

they are very similar.) 

( In other ways 

Aldrich also raises a provocative point when wondering whether 

a period of anticipation could act�ally prolong conventional grief. 

He points to Parkes' (1970) observation that Lindemann' s (1944) 

writings caused workers to underestimate the probable duration of 

uncomplicated grief. Parkes' .sample (1970) all had time for antici­

patory grief yet their conventional grief lasted longer. Aldrich 

suggests that perhaps such disasters· as the Cocoanut Grove Fire 

(the subject of Lindemann's study) may have group factors, e.g., 

shared mourning and evidence of national sympathy, that facilitate 

early working-through. 

There have been other writers and investigations suggesting 

a fundamental difference b�tween anticipatory and conventional grief 

despite many similarities. Urinary 17-hydroxycorticosteroid excre­

tion rates for parents during and subsequent to their child's terminal 

illness revealed a difference in the two experiences (Wolff et al. 

1964). Glick, Weiss, and Parkes (1974) feel that anticipatory grief 

is not merely conventional grief begun earlier. They found (p. 32) 

... 
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that there was a positive correlation between longer advance warning 

and eventual satisfactory adjustment to widowhood. 

The value of advance warning seemed 
emotional preparation for the loss. 
tion almost seemed to overwhelm the 
of the individual. Grief might not 
~apacity to cope seemed diminished. 

to be that it allowed 
Loss without prepara­

adaptative capacities 
be augmented, but 

Thus, it was not the intensity of the grief that was affected by the 

anticipation, but the adaptative capacities. Further evidence for 

this is seen in the accompanying finding that those whose loss was 

not anticipated had less likelihood of regaining full ~apacity for 

functioning and happiness. Glick et al. found that widows without 

time for anticipatory grief did not move toward _remarriage as did 

those with anticipated deaths. They appeared to be unwilling to risk 

future unanticipated loss for themselves or their children. Never­

theless, the grief was as .deep among those who anticipated the death 

of their husbands as among those who did not. It was in form and 

duration that it differed. 

Glick et al. did note that when there was a long period of 

illness the wives tended to accept the inevitability cif the loss, and 

began to wish that death would release both their husbands and them­

selves from their suffering. These subjects reported that although 

they grieved prior to the actual .death, this did not reduce subse­

quent grieving. Although there might be relief at the end of a long, 

debilitating illness, there was still shock and desolation at the 

time of the death. This illustrated that the experience of feelings 

of depression, etc., prior to death is not associated with diminished 

grief after. This corroborates th _e findings of Clayton, Halikas, 
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Maurice, and Robbins (1973) who reported that widows who were de­

pressed prior to the death and evidenced grief before bereavement 

were no less grief-stricken afterwards than those who showed no such 

evidence. 

Conversely, many investigators have found that anticipatory 

grief possesses adaptational value (Rees and Lutkin 1967; Parkes 

1975). The reader is referred to the previous section on length of 

illness as a factor influencing grief. Many of the writings on 

length of illness or anticipatory grief are synonomous in concept 

and content. 

There has been a significant amount of writing about antici­

patory grief in the literature on dying children and their parents. 

The detailed studies pres .ented earlier in the Review of Literature 

section descri .be much of the anticipatory grief experience for parents. 

A brief review of the most pertinent ones follows. 

In 1955 Richmond and Waisman described depression and anxiety 

as often accompanying the initial impact at diagnosis, with the period 

of illness prior to the death being one of reintegration of parental 

feelings in which the mourning process occurred substantially prior to 

the death of the child. Natte ·rson and Knudson (1960) described a 

similar process for mothers whose children survived more than four 

months. They manifested a disturbed initial reaction in which they 

tended to deny the reality, followed by . the second phase in which 

they tended to accept the reality and to direct their energy toward 

those realistic measures that could afford the hope of saving their 

child. The final reaction was one in which the mothers' interests 
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were less sharply focused upon the child and their energy was diverted 

away from their children. The authors believed that these changes and 

the accompanying acceptance of the death of the child suggested in­

creases in sublimation and may be interpreted presently as manifes-

tations of the anticipatory grief. 

Friedman et al. (1963) wrote that the grief process was usually 

quite apparent by the fourth month of the illness. It evolved as the 

disease progressed and any death on the child's ward had a poten­

tiating effect upon it. They reported that it began with symptoms of 

somatic problems, apathy, weakness, and preoccu p ation with thoughts of 

the child and continued with a process of resigning oneself to the in­

evitable, a narrowing of hope, and an increased involvement with other 

children on the ward, sometimes to the neglect of their own child. 

The death was . generally taken calmly but with "appropriate expression 

of affect" (not defined in article). They observed that the absence 

of anticipatory grief r .esulted in a more prolonged and distressing 

grief reaction subsequent to the death of the child. 

Chodoff et al. (1964) wrote that it was possible to observe 

anticipatory grief if the illness lasted at least from three to 

four mo·nths (a "magic" time span in these studies). The process 

entailed the parents changing from a purely intellectual to an emo­

tional acceptance of the fatal nature of the disease with a gradual 

curtailment and constriction of hope. The expressions of grief 

evident in the somatic symptoms and the preoccupation with thoughts 

of the ill child gave way to gradual detachment of investment from 

the child who became less a real object than a memory while still 

alive, leading to an attitude of "philosophic resignation." This 
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attitude enabled the parents to react to the acute phase and death in 

a more muted fashion than if death had occurred without a period of 

anticipatory grief. They reported a reciprocal relationship with 

anticipatory grief and denial, illustrating with cases where antici­

patory grief was absent an immense amount of denial was present. Such 

situations were found to bode poorly for subsequent adjustment. 

Friedman (1967) discussed anticipatory grief as being similar 

to conventional grief except that it was diluted over time. He saw 

it as reflected by some degree of emotional detachment from the child, 

with renewed interest in other family matters, hope becoming more 

limited, and a decrease in questions being asked about anything but 

the immediate future. He noted that parents spent more time with 

other children on the ward. Friedman conceptualized anticipatory 

grief as self-preparation for the death and a rehearsal of how to act 

afterwards. Unlike parents whose loss was sudden, these parents usu­

ally had control of their grief. The exception to this were those 

who denied until the end and subsequently experienced the loss all 

at once. This often resulted in prolonged grief afterwards. 

Binger et al. (1969) found that parents manifested anticipa­

tory grief from the initial moment of diagnosis. He was impressed by 

the amount of silent, intense worry of some of the parents over the 

circumstances under which their child would die. 

In discussing the reaction of the family to the fatal illness 

of a child, Wiener (1970, p. 95) writes that the symptoms of antici­

patory grief are not as dramatic or condensed as in an acute grief 

reaction. He asserts that the importance of anticipatory grief is 

as "a further step in adaptation to the child's illness, making 
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possible a return to more normal functioning and attention to other 

responsibilities during the illness, and serving to cushion parents 

against the massive and disorganizing impact of their child's death." 

He also notes that a paucity of anticipatory grief or denial con­

sistently maintained will result in parents being ill-prepared and 

unable to mobilize their resourc~s with consequent intensification 

of the grief reaction after the death. 

Further concerns over the absence of anticipatory grief, its 

unsatisfactory progress, or parental . discrepancies in the degree of 

mourning have prompted Burton (1974a) to note the possible need for 

long-term care and guidance after the death. 

Dangers of parental anticipatory grief have been described 

by Travis (1976) who is concerned that it will result in a premature 

emotional separation from the child and end in his actual or emo­

tional abandonment. Often aggravating this danger of premature be­

reavement is the child's altered appearance and behavior secondary to 

the illness and its medications. She is also worried about the emo­

tional exhaustion from rising hope during remissions and despair dur­

ing relapses, which lead to parental wishes for the end. In consort 

with these are the numerous practical matters, e.g., finances, other 

family members, etc., which contribute . to decreasing involvement with 

the dying child. In agreement is Levitz (1977) who quotes Easson and 

warns against the dangers of the child becoming "emotionally dead" 

with the consequent experience of having to endure a tragic sense of 

isolation and aloneness. 

In 1974, Futterman, Hoffman, and Sabshin studied the phenomenon 

of parental anticipatory grief exclusively. They found (p. 243} 
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that "despite the wishes of pa _rents to thwart the inevitable course 

of the disease and to maintain their investment in the cherished 

child, mourning invariably begins before death." They conceptual-

ized anticipatory grief or "anticipatory mourning" as is their chosen 

term, as a series of five functionally related aspects or "part 

processes": Acknowledgment--becoming progressivel y convinced that 

the child's death is inevitable; Grieving--experiencing and ex-

pressing the emotional impact of the anticipated loss and the phys­

ical, psychological, and interpersonal turmoil associated with it; 

Reconciliation--developing perspectives on the child's expected death 

which preserve a sense of confidence in the worth of the child's life 

and the worth of life in general; Detc;tchment--withdrawing emotional 

investment from the child as _ a growing being with a real future; and 

Memoralization--developing a relatively fixed conscious mental repre-

sentation of the dying child which will endure beyond his death. 

Futterman et al. (1972) report that the quality of the grief 

becomes more differentiated and focused: acute emotional pain char-

acteristic of the early reactions becomes more tempered melancholy 

accompanied by active artic .ulation and evaluation of the loss that 

is impending. This mellowing of grief occurs _in conjunction with 

rising reconciliation, detachment, and memoralization. At the time 

of actual death there is a deepened sense of the acknowledgment of 

loss with a concomitant brief upsurge of acute grief. This is fol-

lowed by further reconciliation. The authors write (p. 267): 

Presence of grieving at this time testified to th e significant 
emotional investment in the child that had b e en maintained 
through the entir~ illness, while the limited intensity and 
duration of post-bereavement turmoil testified to the work 
accomplished in . anticipatory mourning. 
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They maintain, however, that although the task of mourning was well 

advanced, the mourning was rarely completed and that significant 

work remained to be accomplished after the death. In retrospect 

they also report that although behavioral signs of detachment were 

evident, parents maintained care of the child's physical and emotional 

needs, thus integrating both anticipatory grief and the care of their 

child. 

This lengthy review of the literature (both general and spe­

cific to parents of terminally ill children) has been undertaken due 

to the importance of the process and the mixture of consistent and 

inconsistent findings that have been generated in its investigation. 

Theoretically, anticipatory grief commences at the moment of perception 

of potential loss, and hence, the entire experience of their child's 

terminal illness is comprised ·within the anticipatory grief rubric for 

the parents. For this reason, this author has chosen to analyze at 

length the previous work in the field. 

Synthesizing the previous findings one is left with the con­

clusions that: it is , unclear whether anticipatory grief is or is not 

the same process as conventional post-bereavement grief; unless there 

is persistent denial anticipatory grief is experienced in some manner 

during a terminal illness; the lack of anticipatory grief appears more 

often than not to adversely influence the post-death grief experience; 

anticipatory grief contains aspects of emotional detachment and resig­

nation (although the extent of these is variable); and that the experi­

ence of the grief prior to the death may contribute to a premature 

decathexis which leaves the patient abandoned while facilitating ac­

ceptance · of the death on the pa .rt of the family. 
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Hypothesis 8 addressed participation behaviors (Parental 

Participation in the Care of the Dying Child Is Related to the 

Post-Death Grief Experience). 

In 1955 (p. 45) Richmond and Waisman related the parents' 

participation in the care of their dying child to their adaptation 

psychologically: 

We have found that the involvement of parents in the 
phys~cal care of the child is extremely important in facil­
itating parental adaptation. First, this permits the parents 
to have a feeling that they personally have done everything 
possible fo ·r the child; second, feelings of guilt are somewhat 
relieved by the expenditure of personal effort in th~ care of 
the child; third, in retrospect parents are very grateful for 
having had the opportunity to spend as much time with the child 
as was possible; and fourth, an opportunity to observe and to 
participate in measures directed to relieve pain and dis­
comfort as much as possible is comforting to parents. 

Knudson and Natter son (1960, .p. 486) appear · to have agreed: 

For most mothers important psychologic changes occur 
through their experiences in the parent participation program. 
The pain and anxiety that accompany separation from a sick 
child are reduced for the mothers. Parents are enabled to 
vent the guilty and hostile feelings so commonly held by those 
with fatally ill children. They are also better able in this 
setting to identify with rational attempts to deal with a 
desperate situation and to maintain hope in a less neurotic 
way. They are much less suspicious of staff members, and, 
in fact, often become quite friendly with ,them. 

They further note that such participation facilitates the resolution 

of guilt and denial which are so characteristic of the initial paren-

tal reactions and point out that after approximately four months the 

mother's mental health improves and consequently her extreme need for 

the parental participation program diminishes. Further assertion 

of the therapeutic nature of parental participation is made by 

Friedman et al. (1963), who also note . that participation appeared 

most supportive to the mothers who found, in contrast to their hus-

bands that the nursing role was consistent with their past experiences 
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and self-image; and Burton (1974b), who also wrote about its salutary 

effects in necessitating activity which assisted parents in forgetting 

their otherwise overwhelming anxiety. Wiener (1970) asserts that 

physicians and hospital staff must allow wide latitude for the degree 

to which parents participate in their child's care and Willis (1974) 

cautions against staff discouragement of parent participation important 

for the reduction of guilt. 

Prugh (1963) writes that parents can make vital contributions 

to the hospital program through participation in the care of their own 

children, while Morrissey (1963), echoing the sentiments of numerous 

other writers, reports that parental participation (in a qualitative 

versus quantitative spectrum) is quite therapeutic for the dy ing child. 

And Hamovitch (1964), who wrote on the effectiveness of the Parental 

Participation Program at the City of Hope, reports that those parents 

who participated moderately seemed to have fewer problems. The high-

est proportion of cases with serious problems were found in those who 

limited their participation solely to visiting the dying child. Full 

participation was at the expense of other members of the family and 

reflected an insensitivity to the importance of continuing to shoulder 

their other responsibilities. He writes in summary (pp. 116-117): 

When participation was moderate, that is, where the parents 
visited to some e xt e nt with the child and spent a considerable 
amount of time with him, but also spent some time handling 
their affairs and being with siblings at home, the course was 
more even and contained fewer problems. This tended to be 
reflective of the parents' abilit y to recognize oth e r r ea lity 
d emands and to fulfill them, especially the needs of other _ 
children. Those parents who participated maximally seemed to 
be more volatile; they were more optimistic at remissions and 
more despairing at relapses. Those parents who participated 
minimally were obsessed with more external problems that im­
pinged on their adaptation and which might account for the 
lesser degree of participation. 
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In Hypothesis 6 (Parental Evaluation of Their Child's Treat­

ment Experiences Are Related to Parental Grief Experience) the effect 

of the parents' evaluations .were studied with respect to their Anger/ 

Hostility and Rumination scores on the Grief Experience Inventory. 

Previous writings had indicated the association of the level of par~ 

ental satisfaction with the grief experience. 

In 1975 (p. 43) Schwab et al. reported that in their study of 

forty-five bereaved individuals "dissatisfaction with medical care 

seemed to be related to feelings of guilt or frustration, possibly 

influencing the intensity of grief." Twenty-nine percent of their 

poulation reported some level of dissatisfaction with the treatment 

care. 

Geis (1965) in an interview of twenty-six bereaved mothers 

reported that nearly half the mothers commented on their sati .sfaction 

with nursing care and that there were as many positive as negative 

remarks about the physical and technical care received by the children. 

A majority of the mothers stated they appreciated "the kindness, under-

. standing, patience, or sweet manner the nurses had toward their chil­

dren." The mothers were overwhelmingly concerned about the inter­

personal relationships between themselves and the staff, as well as 

between the children and the staff. It was in this area that they 

offered the most suggestions for improvement. 

Binger et al. (1969) noted that in general most parents were 

well satisfied with the clinic and the professional team. When com­

plaints were articulated they were usually in regard to inpatient 

experiences and most often were in regard to specific situations as 

opposed to recurrent or basic shortcomings in care. Consistent with 
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other research findings there were some parents who felt that as the 

death approached the professional staff became more remote. It was 

also reported that those parents with the most negative attitudes 

toward the staff were those whose children had the shortest course 

of illness. These children were usually the sfckest and did not have 

remissions; they were a constant source of distress to both parents 

and staff. 

Corroborating the premise that parental satisfaction with care 

is related to the ·parents' grief experience were Townes, Wold, and 

Holmes (1974, p. 12) who described parental adjustment to childhood 

leukemia. They wrote that "parental acceptance was related to atti-

tudes toward the doctor, the staff, and the hospital where the child 

was being treated." They detailed the interface between parental sat-

isfaction with treatment and the grief experience: 

During the illness of the child, fathers who reported more 
negative feelings viewed the circumstances surrounding the 
care of their child as being more potent, active and close. 
These attitudes may reflect an acceptance of the reality of 
the disease and the fact that everything possible was being 
done to save the child. While fathers' acceptance of this 
reality may be more painful, such attitudes may facilitate 
transition into the final phase of the mourning process. 
Fathers who are less successful in completing the triphasic 
mourning process following the death of the child were those 
who experi ·enced alienation from the family. 

During the initial stages of the child's treatment, 
highly distressed mothers felt close to the nurse and to the 
hospital. Toward the middle stages of treatment such mothers 

. continued to feel close to the treatment process, however, 
they began to assess doctors in general negatively. Negative 
attitudes toward the doctors persisted in highly distressed 
mothers following the death of the child and generalized to 
nursing personnel and to death. Negative attitudes toward 
medical personnel during the middle stages of the disease may 
be an indication of denial of the reality of the disease with 
subsequent difficulties in accepting death as the child's 
release from suffering. Such negative attitudes may be a 
warning of mothers' difficulty in successfully completing 
the mourning process. An alternative explanation may be that 
mothers of children with leukemia require a longer, though 
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unk no wn, length of t i me to compl e te the mourning pr o cess 
successfully due to their g-reater involvement in the treat­
ment process. 

Although their findings and rationale are open to criticism, the 

authors' positing of the implications of parental evaluations and 

attitudes towards health care personnel are quite important. 

Further, Hamovitch (1964, p. 119) describes the psychological 

tendency frequently in operation when he discusses a major finding in _ 

~he Parental Participation Program as being the "almost universally 

positive quality .of feelings parents held about their experience with 

the . hospital." He writes about the importance of these feelings · in 

the sense of what appears to be cognitive dissonance theory: 

the key to their positive reactions probably (is) related 
to the psychological need to feel that they had don e ever y thing 
that they ·possibly could for the benefit of the child, and, 
therefore, the hospital to which they had brought the patient 
retrospectively had to be recalled in the most positive terms. 

Therefore, by implication, there would be more psychological need to 

"distort" or make more palatable the child's treatment since the 

parents had more of a hand in choosing it and thus were more culpable 

for this variable (treatment experiences) than they might have been 

with regard to other variables, e.g., type and length of illness over 

which they had even less control. 

There are numerous writers who discuss the various types of 

support of parents of terminally ill children (Friedman et al. 1963; 

Geis 1965; Lang and Oppenheimer 1968; Binger et al. 1969; Burton 

1974a; and Kennell and Klaus 1976; to name but a f e w). The focus of 

this review, however, is on support as a solitary variable, and not 

on the individual sources of support for parents. The sole study to 

have a similar focus was that conducted b y Spinetta, Swarner, Kard, 
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and Sheposh (1978) who identified a "v{able and ongoing support 

system" as one of the three best variables predicting the post­

death adaptation of parents whose child had died from cancer. 



CHAPTER III 

METHODOLOGY 

This investigation is retrospective in nature. Given the 

field of study there is ampie support and precedent for an . investi­

gation of this type. 

The first consideration in deliberating the merits of a retro­

spective study is to critically examine the experience of th e subjects 

to be investigated. In the case of parents of terminally ill children 

there are strong reasons why an intervention study or one which re­

quires some restructuring of their time and availability to their 

child would not be received favorably. Bozeman et al. (1955) write 

about the impossibility of engaging mothers in on-going studies during 

their child's terminal illness because of their preoccupation with the 

child. In fact, they report on their inability to secure the informa­

tion they had needed in order to satisfy their original research re­

quirements. They were forced to utilize retrospective data: "In 

place of direct observation of behavior and _ reports of feeling during 

the phase of treatment in which they occurred, it was necessary to 

rely on recall to a considerable extent." 

A number of researchers take the position that it is almost 

immoral to subject these parents to investigation in such a period of 

crisis. Orbach et al. (1955) enjoin "The small amount of visiting 

time should never be infringed upon for administrative purposes, such 

48 
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as conferences with clinic adjusters and interviews with social ser­

vice workers, or indeed by the routine of the ward itself." And 

others raise ethical questions about the researcher who changes the 

experience for the dying patient and the family through the investi­

gatory process. 

A number of studies in the area of parental experience during 

childhood terminal illness have utilized a retrospective design as 

part or the whole of their study design (e.g., Bozeman 1955; Binger 

et al. 1969; Stehbens and Lascari 1974; and Benfield et al. 1978). 

Nearly all other studies which investigate parental experience in 

other than a retrospective sense have reported difficulties with 

continued participation of the subjects due to their preoccupation 

with the care and needs of the child. Therefore, even when investi­

gations eliminate the problem of retrospection, equal numbers of 

repeated measures and amounts of data gathered for the subjects with­

in the studies are very rare occurrences. 

Given the problems with systematically collecting data while 

the child is dying and the parents are preoccupied and given the 

questionable ethics of intruding at that time, a well controlled ret­

rospective study was warranted. Cannell and Kahn (1968) have delin­

eated a number of procedures to guard against problems with memory 

in interview investigations. This study was designed to accommodate 

these safeguards: (1) They advocate the consulting and usage of 

documents and records. In this vein the present study entailed the 

collection of verifying data from hospital medical charts; (2) Pro­

viding a context and sequence of questions geared to assist the re­

spondent in reconstructing the past had been built into the Structured 



50 

Interview; (3) It is advisable to alert the subject to the problem 

· of bias in recall. This was dohe periodically throughout the Struc­

tured Interview by such comments as "There is that tendency to want 

to just remember the good things about your dead child and to forget 

that he/she was a normal child with normal irritabilities ... ," 

etc.; (4) A very effective method of formulating questions to assist 

memory is to ask for recognition rather than recall. Therefore some 

of the Structured Interview questions were geared to provide the re­

spondent with a list of possible alternatives to the question. This 

was done in conjunction with open-ended questions since both generate 

important kinds of data. The Parental Experience Assessment Form had 

been designed in accordance with a recognition format. The fifth safe­

guard involves the use of indirect questions which were not applicable 

to this investigation. 

The design of this study was quasi-experimental given the fact 

that there was no direct manipulation of variables and no control group 

per se. The purpose of this study was descriptive and associational. 

No control group was mandated since the author was not attempting to 

test for the effect of death or any other variable upon the subjects. 

Instead, the purpose was to critically examine variables of the par­

ents' experiences and to do so with regard to quantitative measures of 

the grief experiences as measured by the Grief Experience Inventory 

and the Parental Experience Assessment Form. 

Justification for the use of none-experimental research is 

becoming more prominent in · the social sciences, in order to obtain 

a more comprehensive view of · a smaller number of subjects (Goldman 

1977; Frey 1978; Sue 1978; and Thoreson 1978) . This increased usage 
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of non-experimental research is not advocated to the exclusion of 

using experimental methods, but rather had been offered as a valuable 

companion to the experimental endeavor. This present study has at­

tempted to integrate these two types of research. 

Further justification for the quasi-experimental design of 

this study is provided by Sue (1978, p. 260) in promoting the value 

of non-experimental studies when: (1) investigating rare and unusual 

phenomena; (2) challenging universal assumptions; (3) demonstrating 

novel procedures in diagnosis and treatment; (4) generating future 

hypotheses for controlled research; and (5) evaluating the effective­

ness of an intervention strategy. It is clear that these five in­

stances legitimizing the use of non-experimental procedures are part­

aspects of this investigation and hence warranted this study's 

implementation of non-experimental design. 

Subjects 

· The sub j ec t s were fifty-four parents (twenty-seven married 

couples) whose children had died from cancer following treatment at 

Rainbow Babies and Childrens Hospital in Cleveland, Ohio. Criteria 

for selection were that the parents were still married and living 

together; that they resided in a location within three-hours' drive 

of Cleveland; and that their child had died from a form of cancer 

between six months and three years before. (However . there were two 

sets of parents whose child had died less than six months . ago; one 

set was included in the pilot sample, which comprised the first three 

couples and was not subject to the time criteria, and the second set 

of parents were just shy of the six-month mark and were contacted and 
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accepted before it was discovered.) All of the parents, except three 

fathers, were the biological parents of the children. In these three 

cases the stepfathers had been intimately involved with the children 

and the families (they had already married into the families prior to 

diagnosis of the illness) and were judged to be emotionally and phys-

' ically as involved with the child as a biological parent would have 

been. 

Although the restrictions that the parents still had to be 

married and living together, and that their children had to have been 

treated at Rainbow Babies and Childrens Hospital, might limit some-

what the generalizability of the findings, it was deemed that such 

restrictions minimized the amount of confounding variables in the 

study. 

The age range for the parents was from twenty-six to fifty­

eight years. The mean parental age was forty years old. The majority 

of .the couples were in the upper middle class. Family income ranged 

from eleven thousand dollars to seventy thousand, three hundred and 

thirty-three dollars a year_ This reflected the fact that in forty-

one percent of the couples both parents were employed. Educationally, 

all save two of the parents had completed high school (or in one case, 

trade school), with fi~ty-six percent of the parents having gone on 

to training or education past the high school level. Sixty-one percent 

of the parents were of a Protestant denomination. Thirty percent of 

them were Catholic and nine percent reported they had no religion. 

Racial background was overwhelmingly White, with only two of the 

fifty-four parents being Black. There was a mixture of ethnic bac k -, 

grounds with Slovak and German nationalities predominant. Most other 
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nationalities were at least represented, with the exception of the 

Jewish nationality for which there were no representatives. Table l 

summarizes the socio-economic information on the parents while Table 2 

summarizes the medical profiles of the deceased children. 

In total, there were thirty-nine couples who were definitely 

contacted to participate in the study. (Five couples were mailed 

letters due to changes in addresses and telephone numbers. Of these 

two consented to participate, the letter to one was returned, and 

nothing was ever heard of the other two--prohibiting knowledge of 

whether it would have been feasible for them to .participate or whether 

the lack of response reflected an unwillingness to participate. These 

last three are not included in those that are known for sure to have 

been definitely contacted.) Of these, thirty-one initially agreed to 

participate. However, only twenty-seven couples fully completed the 

study. Of the other four couples; one failed to return the objective 

measurements . which had had to be left with them to complete due to 

time constraints; one couple, which would have ended up having to be 

eliminated from the study anyway due to the death being slightly over 

three years old, had had only the father willing to participate once 

the investigator reached the house and, even with this, would have had 

to be excluded due to his failure to return the forms which had been 

left him to complete due to time constraints also; one couple called 

to cancel on the day of the interview stating that they were "not able 

to do it yet"; and one couple was not at home when the investigator 

arrived for the pre-determined interview. 

Only .two couples directly refused. In one couple the mother 

was interested in participating, but the father, a chronic alcoholic, 



TABLE l 

PARENTAL SOCIOECONOMIC PROFILES 

Case Yearly Highest Level Ethnic 

* Sex Age Occupation Income of Education Background Religion 

l father · 31 executive 27.0 K B.S . Polish Luth e ran 

2 mother 26 housewife NA 1 yr. college Czech Lutheran 

3 mother 29 cook 3.12 K* 12+ l\merican Pente c ostal 

4 father 29 teacher 8 . 0 K B.A.+ Irish/Dutch Pentaco s tal 

5· father 41 executive V.P. 50 . 0 IC Ph.D. German Protestant 
of company 

6 mother 37 · housewife NA B. A. German Prot e stant 

7 mother 32 office work 3.9 K 2+ yr. college Slovak Lutheran 

8 s/father 29 Fed . Inspector 20.0+ K 1 yr. college Slovak Cathol i c u, 
U.S. Treasury ,i:,. 

9 mother 51 former secy. NA H.S. llungari.an Lutheran 

10 s/father 48 electric co. 20 . 0 IC H.S.+ English Luth e ran 
supervisor 

11 father JO laborer 30-35 K H.S. Slovak Catholic 

12 mother 29 housewife NA 1 yr. college Dutch/English Catholic 

13 mother 31 nurse 6.0 K nursing diploma Irish/German Catholic 

14 father 28 meat cutter 17.0 K H.S . Engli s h Bapt is t 

15 father 38 traffic mgr. 20-25 K 2+ yr. college Polish Episcop a l 

16 mother 37 housewife NA LPN training Polish Episcopal 

17 father 55 .Private 20.8 K 1 yr. 11.S. Slovak Catholic 
investigator 

18 mother 49 clerk 5.2 K H.S. Slovak/Russian Cath o lic 

19 mother 32 former . nurse NA B.S. English/American Methodist 

20 father omitted physician 40-45 K H.D. French/English Methodist 



TABLE !--Continued 

Case Yearly Highest Level Ethnic 

• sex Age Occupation Income of Education Background Religi on 

21 mother 43 hoµsewife NA 11 Lebanese/Italian Catholic 
Bohemian 

22 father 46 dock hand 24 •. 0 K H.S. Irish/Dutch Catholic 

23 father 34 maintenance 15-20 K H. S . German Lutheran 

24 mother 31 housewife NA H.S. Polish Luth e r an 

25 father 36 management 70.0 K M.S. Italian None 
consultant 

26 mother 35 housewife NA B.S. Scotch/German None 

27 father 45 plumber 28.0 K 11.S. German Lutheran 

28 mother 43 housewife NA H.S. French/Scotch Lutheran 
Penn. Dutch 

31 mother 40 secretary 9.0+ K H.S . Irish/Indian Catholic Vl 

Dutch Vl 

32 s/father 41 plant 18 . 5 K . trade school Hungarian/Slovak · Catholic 
supervisor 

33 father 35 bailiff 17.0 K B.S. German/Italian · Catholic 

34 mother 35 nurse 3.12 K* nursing diploma German Catholic 

35 mother 43 housewife NA 12+ Irish/German None 
English/Indian 

36 father 58 master 20-25 K 2 yrs. pre-med. Irish/German None 
mecha nic Hungarian 

37 mother 57 housewife NA H.S. Austrian Protestant 

38 father 49 . office work 14.0 K 12+ English/German None 

39 mother 39 billing clerk 10.0 K H.S. Italian Catholic 

40 father 42 set-up man 20 . 0 K H.S. Croati a n Catholic 

41 fath e r 49 plumber 20.0 K · H.S. German Methodist 



TABLE 1--Continued 

Case Yearly Highest .Level "Ethnic 
# Sex Age Occupation Income of Education Background Religion 

42 mother 49 housewife NA H.S. English/Irish Protestant 
Scotch/Welsh 

43 father 49 insurance 65.0 K B.S. English/Irish Protestant 
salesman French 

44 mother 47 former music NA B.S. American Lutheran 
teacher 

45 father 33 financial 20-24 K M.S. German/English Protestant 
analyst 

46 mother 31 housewife NA 1 yr. colle~e Scotch Protestant 

47 mother 42 postal clerk 16.0 IC H.S. Afro-American Presbyteria11 

48 father 45 postal clerk 19 . 0 K 1 yr. college Afro-American Presby teria n 

49 father 51 electric co. 21.0 K H.S. German Catholi c u, 
operations mgr. (jl 

50 mother 49 housewife NA H.S. German Catholic 

51 mother 34 nurse 12.584K nursing diploma English/Irish Presbyterian 
Scotch 

52 father 36 die setter 12-15 IC H.S. Omitted Christian 

53 father 43 teacher 16.0 K B.A.+ German Lutheran 

54 mother 38 factory worker 12.0 K H.S. English .Lutheran 

55 father 44 assembly worker 8.0 K H. S. Scotch/English Protestant 
Indian 

56 mother 40 sales assistant 5.2 K* H.S. Scotch/Eng Ush Protestant 
Irish 

LEGEND: a/father= stepfather NA= not applicable 

+=some in addition, but not enough for new category B.S./B.A. • Bachelor's degree 

*=part-time work, salary averaged R. S. = high school 

K = thousand dollars M.S. * Master's degree 



TABLE 2 

MEDICAL PROFILES FOR DECEASED CHILDREN 

Case Length of Age at Time Since 
ti Child Diagnosis Illness Death Death 

1 female-C. Rhabdomyosarcoma 2m, 7d 6m llm, 7d 

2 male -R. Wilms Tumor ly, 9m,28d 9y, 4m, 7d 2m, 10d 

3 female-D. Wilms Tumor 2m,28d 2y, 4m, 8d llm, 6d 

4 female-M.J. Ewings Sarcoma ly, 8m,23d 9y, 2in,12d llm,20d 

5 female-L. Burkitts Lymphoma ly, 3m, ld l9y,10m, 9d 2y, 9m, lJd 

6 male -E. Acute Lymphoblastic 3y, 3m,25d 7y, 3m,26d ly, 9m 

Leukemia 

7 male -R. Acute Monocytic lm,2ld ly, ,26d 2y, 7m, 4d 

Leukemia 

8 femal~-T. llemoblastoma 4m,29d 3y, 7m, 8d 2y,llm,27d 
lJl 

9 female-B. Acute Lymphoblastic lOm, 26d 14y, 2m,18d 2y, 7m,14d --.J 

Leukemia 

10 female-A. Neuroblastoma 3m, 8d 2y, 4d 7m,20d 

11 female-M. Burkitts Lymphoma 3m,29d 9y, 2m, Sd 2y, 9m,12d 

12 female-R. Acute Lymphoblastic 9m, 7d 6y, 3m,17d 2y, 4m 
Leukemia 

13 male -P. Acute Monocytic ly, 2m, 2d Uy• 7m,15d 2y,lnm, 2d 
Leukemia 

14 male -D. Embryonal ly, 8m,16d 17y, 7m,23d ly,10m,14d 
Adenocarcinoma 

1s• 

*case dropped due to parents' failure to complete measurements 



Case 
# 

16 

17 

18 

19 

20 

21 

22 

23 

24 

25 

26 

27 

28 

TABLE 2--Continued 

Length of 
Child Diagnosis Illness 

male -J. Ewings Sarcoma 3m, 3d 

male -J. Acute M9nocytic 7m 
Leukemia 

male -P. Congenital 6d 
Erythroleukemia 

male -P. Acute Lymphoblastic Sy, 3m, 6d 
Leukemia and 
Burkitts Lymphoma 

female-H. Ewings Sarcoma ly,lOm, Sd 

female-G. Acute Lymphoblastic 3y, Bm, Sd 
Leukemia 

male -K. Oateogenic Sarcoma ly, 3m, Sd 

male -M. Acute Lymphoblastic 2m,2Sd 
Leukemia 

male -R. Acute Lymphoblastic 2y, 4m,23d 
Leukemia 

male -J. Synovial Cell sarcoma 2y, - lOd 

male -R. Burkitta Lymphoma 9m,2Bd 

male -M. Ewings Sarcoma 7y, 7m, 2d 

female-J. Acute LYJiiphoblaat.ic 2m, 7d 
Leukemia 

NOTE: Letter following sex of child denotes first initial of child' ·s name. 

LEGEND: y = year 

m = month 

d = day 

,, 

Age_ at Time Since 
Death Death 

16y, ,14d ly, 4m, Sd 

10y,llm,20d 9m, 23d 

7d ly, 13d 

lOy, 3m, 3d 2y, 9m,27d 

13y, 4m, 2d 2y_. Sd 

19y, Sm, Bd 2y, Sm, 7d 

lBy, 9m-,2Sd 2y, 3m,15d 

Sy, Bm,2ld ly,lOm, ld Lil 
ro 

9y, Bm,29d ly, 3m,19d 

20y, 3m,1Bd 6m,26d 

Sy, Sm,29d 2y,10m,27d 

lBy, Bm,2ld Sm,14d 

3y, lm, 16d 2y, Om, 4d 
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refused to participate. In the other couple (which later was realized 

to have fallen just short of the six-month criteria for inclusion) the 

mother declined immediately upon contact saying that it was "too hard," 

"too close," and that they were . "having a hard time." Six other couples 

were informed of the study and said they would call back to discuss it 

or if they could persuade their spouse (in several cases one of the 

spouses was willing where the other one was not and this would have 

precluded their being accepted into the study). These six were the 

ones who, for whatever reason, never recontacted the investigator. 

These individual? were not called back by the investigator in an 

effort to appreciate their non-verbal decision. 

Clearly, the main reason for the parents' participation in 

a study which was intesely painful at times was their desire to 

provid .e information that would be helpful to parents and children in 

.similar situations in the future. 

Setting 

Although all of the interviews took place in the private 

homes of the subjects, they had all had their children treated at 

Rainbow Babies and Childrens Hospital and it is this setting which 

is to be described. 

Rainbow Babies and Childrens Hospital is a two hundred and 

twenty bed . hospital devoted exclusively to the care of infants, 

children, and adolescents. It provides primary and specialty care 

for children in urban and suburban Cleveland, as well as serving as 

a special children's referral center for northern Ohio with a popu­

lation of more than one million children. Approximately one half of 
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the patients referred are from other parts of the state, country, and, 

in some instances, from foreign countries. Over nine thousand children 

are admitted to Rainbow Babies and Childrens Hospital each year and 

approximately seventy thousand visits ar~ made to the ambulatory clinics 

and the emergency care center. The hospital has over thirty major 

di~isions and s~rvices for the children and thirty-nine special chil­

dren's diagnostic and treatment centers. 

Rainbow Babies and Childrens Hospital is one of a small group 

of national centers for children with cancers and the results of the 

investigations there are shared with similar institutions in the 

United States and Canada to . establish treatment protocols using chemo­

therapy, transplantation, and radiotherapy for the treatment of cancer. 

The treaters of the child are cognizant of approaching the child as a 

whple person and thus parental involvement is strongly fostered and 

families are encouraged to participate in the care of their children, 

and children are allowed to enjoy as much freedom as their illnesses 

will permit. The prevailing attitude in the Hematology-Oncology 

Department is to be as completely candid and honest with both parents 

and child as is possible. The same physicians staff both the in­

patient service and the out-patient clinics and a primary care phy­

sician is assigned. These procedures foster continuity of care as 

well as facilitate the benefits of on-going communication with an 

identified primary care physician. 

Procedure 

In several cases the pediatric hematologist-oncologist who 

had attended the child during his/her illness contacted the parents 
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initially by phone. In a couple of instances this contact was made 

by another physician in the same office: By far, the vast majority 

of the contacts were made by a pediatric oncology nurse who had worked 

with both the parents and the children both during and after the illness. 

The parents were given a description of the study and its purpose. When 

consent for participation was obtained the parents were informed that 

this investigator would be contacting them to arrange an interview with 

· them at a time convenient to them within the privacy of their own homes. 

At the interview both parents were initially seen together in order to 

describe to them in more detail the nature and objectives of the study 

as well as to address any questions or concerns they may have had. 

Each parent was requested to sign a consent form indicating his/her 

willingness to participate and his/her understanding of .the content 

and purpose of the investigation (Appendix 4). Parents were then 

separated, with one parent being interviewed individually while the 

other completed the Grief Experience Inventory (Appendix 1). When 

each had finished they reversed roles. After the Structured Interview 

(Appendix 3) was administered to each parent, the Parental Experience 

Assessment Form (Appendix 2) was completed by each parent in which they 

rated their responses to specific questions addressed during the inter-

view. (The first ten parents in this study were administered an 

earlier version of this form. The differences are slight, only re­

flected in several new ratings on the PEAF. This original form is 

included in Appendix 5.) All interviews were audio taped for future 

analysis outside of the scope of this study. 
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Instruments 

There were four sources of data in this investigation: the 

Grief Experience Inventory, the Structured Interview, the Parental 

Experience Inventory, and hospital charts. 

The Grief Experience Inventory (Sanders et al. 1978; Appen-

dix 1) is a self-report, objective instrument to assess an individual's 

grief experience through an eleven-scale profile of parental grief. 

It is the sole instrument of its kind in existence at the present 

time. The instrume11t has received norming on various populations 

including a sample of parents whose children died from various causes. 

For purposes of this investigation the following scales have been 

chosen as most valid and will be used accordingly: Atypical Responses, 

Despair, Anger/Hostility, Loss of Control, Rumination, Depersonaliza­

tion, and Somatization. These subscales were chosen since they met 

or exceeded the criterion (imposed by this author to assure reliability) 

of an Alpha coefficient of .68. · The sole exception to this was the 

Atypical Responses scale which has been included since it is an 

empirically-derived scale from the other clinical scales which pre­

cludes it having a higher Alpha coefficient than the .52 it has. 

Those subscales not meeting this criterion were not employed in this 

investigation due to their questionable reliability. 

Atypical Responses is an empirically-derived scale indicating 

the tendency to endorse items which Less than twenty-five percent of 

the normative sample . endorsed. It spans a variety of content areas 

and, in this study, is taken as an index of abnormality of the grief 

experience. Despair is a rationally-derived scale measuring the 

mood state of the respondent, characterized generally by pessimism 
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of outlook on life, feelings of . hopelessness or worthlessness, slowing 

of thoughts or actions, and .low self-esteem. It is the longest and 

most reliable of the bereavement scales on the GEI. It measures the 

most pervasive psychological expression of grief. - Anger/Hostility 

is a rationally-derived scale which indicates the individual's level 

or irritation, anger, and feelings of unjustice. Loss of Control is 

also a rationally-derived scale. It indicates a person's inability to 

control his/her overt emotional experiences. Rumination is a scale 

that has been rationally-derived and measures the amount of time spent 

with thoughts concerning the deceased or preoccupation with thoughts 

of the deceased. Depersonalization is a rationally-derived scale 

measuring the numbness, shock, and confusion of grief. Factor analytic 

studies of the Grief Experience Inventory suggest that this scale 

measures a deeper, more intense form of bereavement. Somatization is 

a rationally-derived scale which measures the extent of somatic prob­

lems which take place under the stress experience. 

The topics addressed in the Structured Interview (Appendix 3) 

were taken from prior research on grief, with special emphasis on 

the parental loss of children. The format had been designed to assist 

the parents in describing their experiences from the time of diagnosis 

to the period of readjustment subsequent to death. The questions were 

all open-ended. 

There was a discrete series of questions in areas that had b~en 

addressed in the Struct .ured Interview for which the parents provided 

objective ratihgs. This Parental Experience Assessment Form (Rando 

1979; Appendix 2 and Appendix 5 for the earlier version) provided more 

objective quantification of the parents' perceptions and judgments, 
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and gave a formal comparative basis for such data. 

I:Iospital and outpatient charts were utilized to provide such 

information as dates of diagnosis, number of hospitalizations, treat­

ment regimens, numbers of remissions and relapses, and other information 

relating to the course of the child's illness. 



CHAPTER IV 

.RESULTS 

Independent and Dependent Variables 

Independent variables were obtained through parental self-report 

on the PEAF, through medical records, or determined by the sex of the 

parent. Those independent variables obtained through the PEAF included 

parental ratings of support, previous loss, participation behaviors 

during child's hospitalizations, extent and satisfaction with personal 

involvement with child during hospital:i.zations, satisfaction with 

health care and treatment given to child, anticipatory grief behaviors, 

preparation at death, and pre-morbid coping ability. The duration of 

the illness and the length of time since the death were variables deter­

mined through information in the medical records . . The sex of the 

parent provided the final independent variable. 

The dependent variables of parental grief were operationalized 

by ratings and scores derived from the Grief Experience Inventory (GEI) 

and the Parental Experience Assessment Form (PEAF). The dependent 

variables from the GEI were the subscale scores of Atypical Responses, 

Despair, Ahger/Hostility, Loss of Control, Rumination, Depersonaliza­

tion, and Somatization. These were selected from the instrument be­

cause they possessed an acceptable Alpha coefficient of .68 or above. 

The dependent variables from the PEAF were two ratings of coping. The 

first rating provided information on .the parents' coping in relation to 

their pre-morbid coping: "Compared to how I was coping in life prior 

65 
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to my child's illness, I feel that right now I am coping: (1) much worse; 

(2) .a little worse; (3) at the same level; (4) . a little better; (5) much 

better." The second rating provided information on the parents' evalua­

tion of their overall subsequent adjustment to their child's death: 

"I feel that I have coped with my child's death: (1) not well at all, 

with major difficulty; (2) not too badly, but with a number of problems; 

(3) adequately, without too many problems; (4) very well, without very 

many problems at all; (5) excellently, without any problems." 

General Analysis of the Data 

There were three primary statistical analyses performed on the 

data. A chi-square analysis of the data was performed in order ·to test 

the significance of an association between two variables when the ex­

pected frequency was greater than five. When the expected frequency 

was less than five in any one of the cells in the four-fold table, 

the Exact Probabilities Method for calculating "p" directly was used. 

The statistic could only be employed when the calculations allowed for 

one degree of freedom solely. On several predictions the degrees of 

freedom precluded the exact probabilities method of analysis and 

thus on these specific predictions the level of significance was dou­

bled to test for a 2-tailed test and, if this was not significant, 

their results were described in the form of trends. The third major 

statistical procedure involved Student's t-test of significance of 

difference between means. 

Scoring of the Data 

Due to the fact that statistical analysis of the data was 

largely confined to testing for significance of association, the data 

needed to be categorized. This procedure was completed in _the following 
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manner. All GEI subscales were divided into low/high ranges based upon 

the raw score which most evenly divided the subject population. 

On the PEAF parents provided ratings for specific behaviors, 

experiences, and evaluations. Two ratings have been _ used quite fre­

quently in this study and will be discussed here. All other ratings 

and the determinations for their categorizations will be discussed in 

line with the appropriate hypothesis. 

Parental evaluation of their subsequent adjustment following 

their child's death was obtained from their ratings in response .to the 

following statement: "I feel that I have coped with my child's death: 

(1) not well at all, with major difficulty; (2) not too badly, but with 

a number of problems; (3) adequately, without too many problems; 

(4) very well, without very many problems at all; (5) excellently, 

without any problems." Those who rated their coping with their child's 

death as (1) or (2) were viewed as having low subsequent adjustment; 

those with ratings of (3), (4), or (5) were seen as having high adjust­

ment. 

Anticipatory grief has been operationalized by a series of 

behaviors for which the · parents indicated "yes" or "no" depending on 

their engaging in the behavior. The parents were asked: "Prior to 

your child's death did you ever: D_iscuss your child's dying with your 

child?; Discuss with someone outside of your family the possibility 

that your child would die?; Think what the future would be without 

your child?; Plan the type of death you wanted for your child?; Ac­

knowledge the fact that your child was going to die?; Grieve in antic­

ipation of the loss of your child?; Start to partially disengage your­

self from your child?; Make funeral preparations?" The anticipatory 
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grief behaviors reported engaged in by each parent were summed to gen­

erate a total anticipatory grief behaviors score. A total score of 

0-3 constituted low involvement in anti6ipatory grief. A score of 4 

was viewed as a moderate level of anticipatory grief and scores 5-8 

were viewed as revealing high anticipatory grief. Wherever multiple 

answers had been provided to a particular question, the average of 

them was taken to constitute the response. 

Hypotheses 

Hypothesis 1: The Amount of Support Received 
During the Termina ·l Illness is Related to 

the Post-Death Grief Experience 

The amount of support received by each parent was determined 

by their rating of twenty discrete sources. Each parent was asked to: 

"Please indicate the source, quality, and frequency of support you 

received during your child's terminal illness." In the categories of 

Family, Friends, Organizations, Other Parents of Terminally Ill Children, 

Hospital Staff, and Personal Sense . of Religion/Philosophy of Life, the 

ratings were made according to the following criteria: "(O) no support; 

( 1) not helpful, · actually harmful; ( 2) not helpful, but didn't hurt; 

(3) helped a little; (4) significant help; (5) couldn't have managed 

without it." For each parent, the sum of those sources rated from 

3-5 was computed to generate a single number indicative of the amount 

of support received. The range of numbers of behaviors was from 26 to 

76. A median split was done in order to differentiate into low and 

high categories of support. 

Prediction lA: There will be an association 
between the support reported by parents and 
their own ratings of subsequent adjustment 
to the death 
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Table 3 shows the association between support received during 

the terminal illness and parental ratings of subsequent adjustment since 

the death. 

TABLE 3 

SUPPORT RECEIVED BY PARENTS AND 
PERCEIVED SUBSEQUENT ADJUSTMENT 

Support 

Lo Hi 

.µ .µ 
C C Lo 3 8 11 

. Q). Q) 

::1 � 
tJ' .µ 
Q) 

::1 
.0 ·n Hi 19 23 42 
::1 'd 
U) � 

22 31 53 

The exact probabilities method yielded p = .1594. The associa-

tion was not significant and the prediction was not supported. Seventy­

nine percent of the parents perceived themselves as having high subse-

quent adjustment following their child's death. 

Prediction lB: The more support received. 
by each parent the less will be the number 
of Atypical Responses on the Grief Experience 
Inventory of that parent 

The range of responses for thii subscale was 0-13 out of a 

possible 28. Table 4 indicates the association between support re­

ceived by parents and the number of Atypical Responses endorsed on 

the GEI. 

Ill 
Ill 
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TABLE 4 

SUPPORT RECEIVED BY PARENTS AND ATYPICAL 
RESPONSES SUBSCALE SCORES 

Support 

Lo Hi 

.-1 r.n Lo 8 14 22 cu (lJ 

u r.n 
· .-l C 
n. 0 
:>, n. 
.µ r.n Hi 15 17 32 ~ (lJ 

~ 

23 31 54 

A chi-square analysis yielded x2 = .2376 (p > .05). The asso-

ciation was not significant and the prediction was not supported. 

There was a greater percentage of parents having low Atypical Responses 

scores among those parents who had reported receiving more support. 

Hypothesis 2: Previous Loss Influences Grief 

The number of previous losses (i.e., losses occurring before 

the death of the child) rated qy the parents as having been success-

fully coped with were used as the sum of previous loss experience. 

The degree of successful coping was measured by the following items 

from the Parental Experience Assessment Form (PEAF) in which parents 

indicated which of the listed experiences they had had by rating how 

they felt they coped with them. There were four ratings of coping: 

"(1) didn't cope at all; (2) coped only minimally; (3) coped fairly 

well; (4) coped very well." The sum of the previous losses which had 

been rated either a (3) or (4) was used to give an index of previous 

loss successfully coped with. The range of previous losses success-

fully coped with was 0-10. A median split was done to separate low 
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and high number of losses. Three predictions were tested. 

Prediction 2A: There will be an 
association between parental losses 
previously coped with successfully 
and parental ratings of subsequent 
adjustment 

Table 5 shows the association between the numbers of losses 

successfully coped with previously by the parents and their ratings 

of subsequent adjustment following the death. 

TABLE 5 

NUMBER OF LOSSES PREVIOUSLY COPED WITH 
SUCCESSFULLY AND PARENTAL RATINGS 

OF SUBSEQUENT ADJUSTMENT 

Subsequent Adjustment 

'Cl 
Hi Q) Lo °' >, 0 H 

UH 
::l 

{/J 4--1 
Q) {/J Lo 6 27 33 
{/J {/J 
{/J Q) 

0 0 
H 0 

::l 
Hi 5 15 20 {/J Ul 

::l 
0 ...c: 

·rl .µ 
:> ·rl 
Q) :;: 
H 11 42 53 
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The exact pr6babilities method yielded p = .2250. Ther~ was 

no significant association between the variables. The prediction was 

not supported. Seventy-nine percent of the parents rated themselves 

as having high adjustment. Of those who had high subsequent adjust-

ment sixty-four percent had low previous loss scores. Although the 

low subsequent adjustment subjects were split almost evenly on pre-

vious losses, those with high subsequent adjustment were almost two 

times more likely to have low previous loss than high previous loss. 
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Prediction 2B : There will be an 
association _between previous losses 
successfully coped with and the 
number of anticipatory grief behaviors 
engaged in by the parent 

Table 6 illustrates the association between losses successfully 

coped with prior to the child's death and the amount of anticipatory 

grief behaviors in which the parents engaged. 

TABLE 6 

NUMBER OF LOSSES PREVIOUSLY COPED WITH 
SUCCESSFULLY AND NUMBERS OF 
ANTICIPATORY GRIEF BEHAVIORS 

Number of Anticipatory Grief Behaviors 

'd 
QJ Lo Med Hi °' >, Or-l 
u r-l 
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(/) ~ 
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(/) (/) 
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A chi-square analysis yielded a x2 = 1.9215 (p>.05). No sig-

nificant association was indicated. The prediction was not supported. -

A greater percentage of parents in the low anticipatory grief g~oup 

reported having more previous losses than those parents in the medium 

and high grief groups. 

Prediction - 2C: There will be an 
association between the pre-morbid 
coping style of each parent and 
their ratings of their subsequent 
adjustment following the death 

Each parent rated their pre-morbid coping on the following item 

on the PEAF: "Before my child's illness I managed to cope with · life: 

(1) not well at all , with major difficulty; (2) not too badly, but with 



73 

a number of problems; (3) adequately, without too many problems; 

(4) very well, without very many problems at all; (5) excellently, 

without any problems." Those who indicated they coped with life with 

a rating of (1) or (2) were perceived as being low pre-morbid copers. 

Those who rated their coping as (3), (4), or (5) were seen a$ being 

high pre-morbid copers. Table 7 shows the association between pre­

morbid coping and subsequent adjustment. 

TABLE 7 

PRE-MORBID COPING AND SUBSEQUENT 
ADJUSTMENT 

Pre-Morbid Coping 

Lo Hi 

.µ .µ 
C C Lo 
(!) (!) 

2 9 11 
::, 6 
tJi .µ 
(!) Ul 
Ul ::l 
..0 ·n Hi 3 39 42 ::, 'D 
U) ,::t: 

5 48 53 

The exact probabilities method yielded p = .2200 indicating 

no significant association. The prediction was not supported. Seventy-

four percent of all parents rated themselves as both high pre-morbid 

copers and high subsequent adjusters. 

Hypothesis 3~ Length of Illness 
Influences Parental Grief 

Length of illness refers to the amount of time elapsed from 

diagnosis until death. The length of illness times were divided into 

three categories, those with . illnesses of less than 6 months; those 

with illnesses greater than 6 months and less than 18 months; and 
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those with illnesses greater than 18 months in duration. The range 

of times represented in the sample was from 6 days to 7 years, 7 months, 

2 days. 

Prediction 3A: There will be an 
association be .tween the length of 
time from diagnosis until death 
and the parental ratings of 
preparedness at the time of death 

Preparedness was rated on the following item from the PEAF: 

"How prepared did you feel when your child died?: (1) not prepared 

at all; (2) a little prepared, but not enough; (3) adequately prepared 

for me; (4) totally prepared." Those whO rated (1) or (2) were seen 

as low prepared people; those who rated (3) or (4) were seen as high 

prepared people. Table 8 illustrates the association between length 

of illness and ratings of preparedness at actual time of death. 

TABLE 8 

LENGTH OF ILLNESS AND PREPAREDNESS 
AT DEATH 

U) 
U) 
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Length of Illness 

0<6 6<18 

8 4 

il 10 

19 14 

18+ 

12 

7 

19 

24 

28 

52 

A chi-square analysis render~d a x2 = 4.0740 (p>.05). The 

results indicated there was no significant association. The prediction 

was not supported. Of note is the observation that the majority of 
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those who had the least preparation as defined by length of illness 

(0<6 months) were high on preparedness as contrasted to those with 

a longer period of preparation (over 18 months) for whom the majority 

were low prepared. The period of 6<18 months contained the greatest 

percentage of parents who were high on preparedness suggesting that 

this p·eriod lllaY be .an optimum one for the interaction of these var-

iables. 

Prediction 3B: The longer the interval 
between diagnosis and death, the lower 
will be the subscale score of Anger/ 
Hostility on the Grief Experience 
Inventory profile 

The range of scores for this subscale was 0-9 out of a 

possible 9. Table 9 indicates the association between length of 

illness and Anger/Hostility scores. 

TABLE 9 

LENGTH OF ILLNESS AND ANGER/ 
HOSTILITY SCORES 

Length of Illness 

0<6 6<18 18+ 

11 7 8 

9 7 12 

20 14 20 

26 

28 

54 

. ~ 
The chi-square method generated X = .9363 (p>.05) indicating 

a lack of significant association. The prediction was not supported. 
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High Anger/Hostility scores increased in percentage in each succeed­

ing time category. 

Prediction 3C: The longer the interval 
between diagnosis and death, the lower 
will be the subscale score of Atypical 
Responses on the parents' Grief 
Experience Inventory profiles 

Table 10 shows the association between length of illness and 

. Atypical Responses scores. 
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TABLE 10 

LENGTH OF ILLNESS AND ATYPICAL 
RESPONSES SCORES 

Length of Illness 

0 <6 6<18 18+ 

Lo 9 6 7 

Hi 11 8 13 

20 14 20 

22 

32 

54 

The chi~square method yielded x2 = .4502 (p > .05) and re vealed 

no significant association. The prediction was not supported. Parents 

whose child had a longer illness (18 months or longer) were almost 

twice as likely to have high rather than low Atypical Responses scores. 

Hypothesis 4: The Length of Time Since the 
Death Affects the Intensity of 

Parental Grief 

Subjects were divided into three categories based on the length 

·of time since their child's death. Time Period I includes those whose 

child died less than 12 ~onths ago; Time Period II includes those whose 
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child died more than 12 but less than 24 months ago; and Time Period 

III includes those whose child died more than 24 but less than 36 

months ago. The time since the death ranged from 2 months and 10 

days to 2 years, 11 months, and 27 days. Each time period was di­

vided in half (into six-month periods) and the predictions were tested 

within each twelve-month period. The results of all the predictions 

are presented first and are then followed by an analysis of the mean 

raw scores of the GEI subscales according to time periods. Under each 

table is the p-value derived from the Exact Probabilities Method or 

the x2 value from the chi-square method of analysis. 

Prediction 4A: The longer the length 
of time since the death, the lower 
will be the parental subscale score 
of Loss of Control on the Grief 
Experience Inventory 

The range of scores for this subscale was 1 - 9 out of a possible 

9. Table 11 shows the association between length of time since the 

death and Loss of Control scores . 

rl 
0 
H 
.µ 
C 
0 

Lo 
u 
~ 
0 

{/) 
Hi 

en 
0 
._:i 

TABLE 11 

LENGTH OF TIME SINCE DEATH AND 
LOSS OF CONTROL SCORES 

Time Period I Time Period II 

Months Since Death Months Since Death 

0 <6 6 <12 12 <18 18 <24 
rl 
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p == .3022 p == .0076 
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TABLE 1 1--Continued 

Time Pe r iod III 

Months Since Death 

24 <30 30 <36 
r-i 
0 
H 
.µ 
~ Lo 1 7 8 
0 
u 
~ 
0 

Hi 7 11 18 
en 
en 
·o 
....:i 

8 18 26 

p = . 1630 

There was a significant association within Time Period II 

(p = .0076). Parents whose child died from 12 <18 months ago evidenced 

a low level of Loss of Control while those whose child died from 18 <24 

months ago evidenced a high amount of Loss of Control. Thus, there 

appears to be a positive association between . Loss of Control and 

length of time since death for parents in their second year of bereave-

ment. There was no significant association in either Time Periods I or 

III, however in Time Period I seventy-five percent of those who had 

lost a child from 6 <12 months . prior to the study . were high on Loss of 

Control as compared to a 50-50 split found for those whose child had 

died less than 6 months prior to the study and 2 times more than those 

who scored low within the same time period, suggesting an increase in 

Loss of Control experienced within the second half of the first year. 

Prediction 4B: The longer the l e ngth 
of time since . the death, the . lower 
will be the p arental subscal e scor e 
of Despair from the Grief Experience 
Inventory 
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The range of scores for this subscale was 0-14 out of a pos­

sible 18. Table 12 shows the association between length of time since 

the death an _d Despair scores. · 
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TABLE 12 

LENGTH OF TIME SINCE DEATH 
AND DESPAIR SCORES 

Months Since Death 

0 <6 6<12 

1 6 7 H Lo 
·H 
l1l 
0.. 
Ul 
11) 

3 6 9 Q Hi 

4 12 16 

p = .3231 

Time Period III 
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Time Period II 

Months Since Death 

12 <18 18 <24 

5 3 

1 3 

6 6 

p = .2424 

There were no significant associations found within any of 

the three time periods. 

8 
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Prediction 4C: The longer the length 
of time since the death, the iower 
will be the parental subscale score 
of Depersonalization on the Grief 
Experience Inventory 

The range of scores for this subscale was 0-7 out of a pos­

sible 8. Table 13 indicates the association between length of time 

since the death and Depersonalization scores, 

Time Period 

TABLE 13 

LENGTH OF TIME SINCE .DEATH AND 
DEPERSONALIZATION SCORES 

I Time Period II 

Months Since Death Months Since Death 
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Time Period III 

Months Since Death 
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There was a significant association (p = .0209) within Time 

Period III indicating that there was a reverse association in which 

parents whose child died longer ago within that time period reported 

less depersonalization and those whose child died a shorter length of 

time ago within that period reported more depersonalization. There 

were no significant associations in Time Periods I or II. However 

in Time Period I seventy-five percent of those whose child died longer 

ago within that period reported high levels of depersonalization (two 

times more than reported a low level of depersonalization) as compared 

to an equal split in low/high levels found within the first 6 months 

of that time period. 

Prediction 40: The longer the length 
of time since death, the lower will be 
the parental sub~cale score of Somatization 
on the Grief Experience Inventory 

The range of scores for this subscale was 0-10 out of a pos­

sible 19. Table 14 shows the association between length of time since 

the death and Somatization scores. 
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TABLE 14 

LENGTH OF TIME SINCE DEATH 
AND SOMATIZATION SCORES 

Months Since Death 
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Time Period II 

Months Since Death 

12 <18 18 <24 

4 3 7 
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6 6 12 
p = .3788 
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TABLE 14--Continued 

Time Period III 

Months Since Death 

24 <30 30 <36 

2 10 12 

6 8 14 

8 18 26 

p = .5075 

A significant association (p = .0385) was found in Time Pe-

riod I. This was a reverse association with parents whose child died 

earlier in the time ~eriod having reported high Som~tization scores 

and those whose child had died later in the time period having reported 

lower scores (66 2/3%). No significant associations were found in 

Time Periods II and III, however the same pattern found in Time Pe-

riod I was suggested in Time Period III. 

Prediction 4E: The longer the length 
of time since the death, the more 
discrepant will be the parental 
comparisons between pre-morbid 
coping 

Present coping ratings were taken from the following item 

from the PEAF: "Compared to how I was coping in life . prior to my 

child's illness, I feel that right now I am coping: (1) much worse; 

(2) a little worse; (3) at the same level; (4) a little better; 

(5) much better." The discrepancy between the pre-morbid and present 

coping styles was obtained by subtracting the present from the pre­

morbid coping ratings. If it was a negative number this would indicate 
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a positive change since the death. Zero would equal no change. A 

positive sum would indicate that a negative change had occurred in 

the person's coping style since the death of the child. Parents' 

discrepancy scores ranged from -4 to +3. · Table 15 reveals the asso­

ciation between length of time since the death and discrepancy between 

parental pre-morbid and present coping. 

>, 
u 
i:: 
r1l 

°' (I) 

~ 
u 
en 

·H 
Cl 

TABLE 15 

LENGTH OF TIME SINCE DEATH AND DISCREPANCY 
BETWEEN PRE-MORBID AND PRESENT COPING 

Time Period I Time Period II 

Months Since Death Months Since Death 
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Neither chi-square analysis nor the exact probabilities method 

of analysis was applicable to these data. With regard to positive 

change, there appeared to be a pattern of increase in which the per-

centages of parents evidencing positive change .increased each year . . In 

the last half of Time Period I a clear majority of parents (66 2/3%) had 

evidenced negative change in their coping abilities since the terminal 

illness and death of their child. A similar change in the reverse di­

rection was noted in the last half of Time Period III where forty­

seven percent of the parents reported positive changes in their cqping. 

Twice as many were likely to experience positive change as opposed to 

no change within that entire time period. In Time Period II there was 

a decided shift to neutral or poorer coping in the latter half of that 

period when contrasted to the earlier half. 

Prediction 4F: The longer the length 
of time since the death, the lower will 
be the parental subscale score of Anger/ 
Hostility on the Grief Experience 
Inventory 

Table 16 indicates the association between length of time 

since the death and Anger/Hostility scores. 
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TABLE 16 

LENGTH OF TIME SINCE DEATH AND 
ANGER/HOSTILITY SCORES 

Time Period I 

Months Since Death 
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Time Period II 

Months Since Death 

12<18 18<24 
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p = .3956 p = .4545 
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TABLE 16--Continued 

Time Period III 

Months Since Death 

24 <30 30 <36 

4 9 13 

4 9 13 · 

8 18 26 

p = .1371 

There were no significant associations found within any of 

the time periods. What is clear is that Anger/Hostility tended to be 

evenly distributed among all the time periods. 

Prediction 4G: The longer the length 
of time since death, the lower will be 
the parental subscale score of Atypical 
Responses on the Grief Experience 
Inventory 

Table 17 shows the association between length of time since 

the de .a th and Atypical Responses scores. 
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TABLE 17 

LENGTH OF TIME SINCE DEATH AND 
ATYPICAL RESPONSES SCORES 

Time Period I Time Period II 

Months Since Death Months Since Death 
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TABLE 17--Continued 
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Time Period III 

Months Since Death 

24 <30 30 <36 

4 4 

4 14 

8 18 

p = .1371 

8 

18 

26 

There were no significant as~ociations found within any of 

the time periods. In Time Period I thirty-eight percent of the 

parents reported high Atypical Responses scores. In Time Period II 

sixty-six and two-thirds percent of the subjects received high scores 

on Atypical Responses. In Time Period III sixty-nine percent reported 

high Atypical Responses scores. In addition seventy-eight percent of 

the parents in the last half of that period scored high on Atypical 

Responses _for the overall time period, revealing a marked increase in 

the number of high scoring parents when compared to the first six 

mon~hs of that time period. Therefore, when comparing the three 

time periods the percentage of parents with high Atypical Responses 

scores increased as the length of time from the death increased. 

Prediction 4H: The longer the length 
of time since the death, the lower will 
be the parental subscale score of 
Rumination on the Grief Experience 
Inventory 

The range of scores for this subscale was 0-9 out of a pas-

sible 12. Table 14 illustrates the association between length of 
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time since the death and Rumination scores. 
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TABLE 18 . 

LENGTH OF TIME SINCE DEATH 
AND RUMINATION SCORES 

Months Since Death 
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Time Period II 

Months Since Death 

12 <18 18 <24 

6 3 9 

0 3 3 

6 6 12 

p = .0909 

There were no significant associations within any of the 

three time periods. Within Time Period II there was a strong sugges-

tion that parents increased in Rumination as time passed. Whereas 

one hundred percent of the parents within the first half of that 

period scored low on Rumination, only fifty percent scored low who 

were in the second half of that time period. 
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Prediction 4I: The longer the length 
of time since the death, the higher 
will be the parental ratings of 
subsequent adjustment 

Table 19 shows the association between length of time since 

the death and parental ratings of subsequent adjustment. · 
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TABLE 19 

LENGTH .OF TIME SINCE DEATH AND RATINGS 
OF SUBSEQUENT ADJUSTMENT 

Period I Time Period II 
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QJ 

I=: 
.µ 
UJ 

2 
::, 

Lo 1 1 · r, 
'd 
~ 

.µ 

14 C Hi 5 5 aJ 
::, 
tJ' 
aJ 
UJ 

16 
..Q 

6 ::, 6 
UJ 

p = .5455 

Time Period III 

Months Since Death 

24 <30 30 <36 

3 4 7 

5 13 18 

8 17 25 

p = .2773 

2 

10 

12 

There were no significant associations found within the three . 

time periods. However, for the majority of parents across the e n tire 
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sample rated themselves as highly subsequently adjusted (79%). Of 

those who reported themselves as low subsequent adjusters, sixty~ 

four percent were parents who were in Time Period III and thus had 

lost their child longer ago. 

Pattern analysis over time of GEI 
subscales, parental Discrepancy 
scores, and ratings of subsequent 
adjustment 

Each GEI subscale and all parental ratings of subsequent 

adjustment, along with the Discrepancy scores derived from the dif-

ferences between the parents' present and pre-morbid coping levels, 

were analyzed according to the patterns evidenced by mean changes over 

time. This was done in an effort to get an indication of the patterns 

of changes over time. Fig. 1 illustrates with graphs the mean scores 

for the parents on each variable for each of the three time periods. 

Fig. 1. Mean GEI subscale, subsequent adjustment and 
Discrepancy scores for parents in three time periods. 

(T.P. = Time Period) 

4.69 

T.P.l 
{0<12 mos) 

T.P.l 
(0 <12 mos) 

4.08 

T.P.2 
(12 <24 mos) 

~- Loss of Control 

3.33 

T.P.2 
(12 <24 mos) 

b. Despair 

T.P.3 
(24 <36 mos) 

T.P.3 
(24 <36 mos) 



T.P.l 
(0<12 mos) 

3.00 

T.P.l 
(0 <12 mos) 

-0.69 

T.P.l 
(0<12 mos) 

2.56 

T.P.l 
(0<12 mos) 

4.06 

T.P.l 
(0 <12 mos) 
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Fig. 1--Continued 

3.17 

T.P.2 
(12 <24 mos) 

c. Depersonalization 

2.33 

T.P.2 
(12 <24 mos) 

d. Somatization 

T.P.2 
(12<24 mos) . 

3.35 

T.P.3 
(24 <36 mos) 

T.P.3 
(24 <36 mos) 

-0.39 

T.P.3 
(24 <36 mos) 

e. Discrepancy Between Pre-Morbid 
and Present Coping 

2.50 

T.P.2 
(12 <24 mos) 

f. Anger/Hostility 

T.P.2 
(12 <24 mos) 

g. Atypical Responses 

T.P.3 
(24 <36 mos) 

5.54 

T.P.3 
(24 <36 mos) 
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Fig. 1-~Continued 

h. 

3.33 

T.P.2 
(12 <24 mos) 

Rumination 

3.17 

T.P.2 
(12 <24 mos) 

T.P.3 
(24 <36 mos) 

T.P.3 
(24 <36 mos) 

h. Subsequent Admustment 

The graphs provide evidence that with the exception of Atypical 

Responses all the remaining eight variables distributed themselves over 

time in a similar fashion. There appeared to be a decrease in the in-

tensity of parental experience (i.e., a move in the "positive" or ad-

justed direction) during the second year . (between Time Periods I and 

II) which was followed by an increase in intensity (i.e., a move in 

the negative direction) during the third year (between Time Periods 

II and III). For Discrepancy scores the pattern appeared inverted 

visually but the interpretation was still the same since an increase 

toward positive numbers signalled a negative change. That the over­

whelming majority of variables tested (89%) followed this pattern 

strongly suggests that something occurs by or within the third year 

which is correlated with a negative change for the parents. 

· The sole variable which is an exception to this pattern is 

Atypical Responses. There was no initial decrease in intensity evi­

denced within the second year and then reversed in the third. 
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Instead, the parental experience of Atypical Responses continued to 

intensify each year as time went by. 

Hypothesis 5: The Sex of Parents is Related 
to their Grief Experience 

Prediction 5~: There will be a 
significant difference between 
the mean subscale scores of mothers 
and fathers on the Grief Experience 
Inventory 

Table 20 indicates the means and t-values for each subscale. 

TABLE 20 

t-VALUES FOR DIFFERENCES BETWEEN MALES AND 
FEMALES .AND MEANS FOR SUBSCALES OF 

THE GRIEF EXPERIENCE INVENTORY 

GEI Subscales 
Means for 

Males 
Means for 

Females t-values 

Anger/Hostility 

Loss of Control 

Rumination 

Depersonalization 

Despair 

Somatization 

Atypical Responses 

2.89 

4.56 

4.00 

3.30 

3.48 

2.44 

5.00 

*Significant at the p < .05 level 

2.81 

5.11 

4.63 

3.89 

5.19 

3.93 

5.04 

0.13 

1.14 

1.15 

0.95 

1. 73 

1.98* 

0.063 

A ~tudent's t-test of significance revealed that the sole sub­

scale to ~ignificantly differentiate between mothers and fathers was 

the Somatization subscale which indicated that mothers were signifi­

cantly higher than fathers (p < .05, df = 106). Mothers were higher on 

all other subscales with the exception of Anger/Hostility, however not 

to a statistically significant extent. 
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Hypothesis 6: Parental Evaluation of the 
Child's Treatment Experiences is 

Related to Parental Grief 
Experiences 

The possible ratings of general overall parental satisfaction 

of their child's treatment experiences were as follows: "(1) dis-

satisfied; (2) partially satisfied; (3) mostly satisfied; (4) com­

pletely satisfied." Those rating (1) and (2) were categorized as being 

low satisfied. Those rating (3) and (4) were categorized as high 

satisfied. 

Prediction 6A: The more positively 
the parents evaluated their general 
overall satisfaction with their 
child's treatment experiences, the 
lower will be their subscale score 
of Anger/Hostility on the Grief 
Experience Inventory 

Table 21 shows the association between parents' general overall 

satisfaction with their child's treatment experience and their subscale 

scores on Anger/Hostility. 

TABLE 21 

PARENTAL GENERAL OVERALL SATISFACTION 
WITH CHILD'S TREATMENT EXPERIENCES 

AND ANGER/HOSTILITY SCORES 

General Overall Satisfaction 

Neg Pas 
>, 
.j.J 

. ·rl 
rl 
·rl .Lo 3 21 24 .j.J 
en 
0 
::r:: 
'-... 
H Hi l 25 26 Q) 
0-, 
C 
F:l; 

4 46 50 
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The exact probabilities method yielded p = .2285. There was 

no significant association and the prediction was not supported ; In 

fact, fifty percent of the parents were concurrently high on Anger/ 

Hostility and Satisfaction with their child's treatment which is in 

the opposite direction of the prediction. Of those highly satisfied, 

fifty-four percent were high on Anger/Hostility. The overwhelming 

majority of parents (92%) reported being generally satisfied with their 

child's treatment experiences. 

Prediction 6B: The more positively 
the parents evaluated their general 
overall satisfaction with their child's 
treatment experiences, the lower will 
be their subscale scores of Rumination 
from the Grief Experience Inventory 

Table 22 illustrates the association between parents' general 

overall satisfaction with their child's treatment experiences and 

their subscale scores on Rumination. 

TABLE 22 

PARENTAL GENERAL OVERALL SATISFACTION 
WITH CHILD'S TREATMENT EXPERIENCES 

AND RUMINATION SCORES 

General Overall Satisfaction 

Neg Pos 

s:: 
0 Lo 

·rl 
2 23 25 

.µ 
rd 
s:: 

·rl 

~ 
Hi 2 23 25 

4 46 50 

The exact probabilities method rendered p = .3908. There was 

no significant association and the prediction was not supported. There 
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was a definite indication that parents were highly satisfied with treat­

ment (92%). Parents were evenly split among low and high scores on 

Rumination in both the categories of negative and positive satisfaction 

with their child's treatment experiences. 

Hypothesis 7: Anticipatory Grief is Related 
to Post-Death Grief Experience 

Prediction 7A: There will be an 
association between the number of 
ant~cipatory grief behaviors engaged 
in by the parent prior to the death 
and their ratings of preparedness 
at the time of death 

The ratings of preparedness were determined from the following 

question: "How prepared did you feel when your child died?: (1) not 

prepared at all; (2) a little prepared, but not enough; (3) adequately 

prepared for me; (4) totally prepared." Individuals who rated (1) or 

(2) were seen as low prepared and those who selected (3) or (4) were 

seen as high prepared. The anticipatory grief behaviors were summed 

for each parent and the totals were broken down by frequency and cate­

gorized. Table 23 illustrates the association between the numbers of 

anticipatory grief behaviors engaged in by parents and their ratings 

of preparedness at the time of the death. 

TABLE 23 

NUMBERS OF ANTICIPATORY GRIEF BEHAVIORS 
AND RATINGS OF PREPAREDNESS AT DEATH 

>, 
· H 

CJl 0 
.j..l H 
'1l~ 0 
0., QJ · rl 

·rl · rl :> 
0 H '1l 

·rl c., ..c: 
.j..l QJ 
C ..Q 
,:i: 

Lo 

-Med 

Hi 

Preparedness 

Lo Hi 

13 8 

8 8 

3 12 

24 28 

21 

16 

15 

52 
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Chi-square analysis yielded a x2 = 6.3180 (p < .05) and C = .33, 

C = .71, C/C = .33/.71, df = 2. The prediction was supported. 
max max 

Analysis of the table indicated that there was an association in the 

positive direction which revealed that the more parents had engaged 

in anticipatory grief behaviors, the more they were prepared for their 

child's death. 

Prediction 7B: There will be . an 
association between the number of 
the anticipatory giief behaviors 
engaged in by the parent prior to 
the death and their ratings of 
subsequent adjustment since the 
death 

Table 24 shows the association between the number of antici-

patory grief behaviors engaged in by the parents and their ratings of 

subsequent adjustment. 

TABLE 24 

NUMBER OF ANTICIPATORY GRIEF BEHAVIORS 
AND RATINGS OF SUBSEQUENT ADJUSTMENT 

Subsequent Adjustment 

Lo Hi 

Lo 6 15 21 

Med 3 13 16 

Hi 2 14 16 

11 42 53 

The data does not lend itself to either a chi-square or an 

exact probability analysis because of the low variance. It is clearly 



97 

visible that the majority of parents (79%) rated themselves as being 

high subsequent adjusters and that these high subsequent adjusters, 

in contrast to the low subsequent adjusters, were almost evenly dis-

tributed among the low, medium, and high categories of anticipatory 

grief behaviors. The majority of the low subsequent adjusters (55 %) had 

engaged in a low number of anticipatory grief behaviors with the rest 

distributed in declining fashion as the number of anticipatory grief 

behaviors increased. 

Prediction 7C: There will be an 
association between the number of 
anticipatory grief behaviors engaged 
in by the parent prior to the death 
and the support they received during 
th~ terminal illness 

Table 25 illustrates the association between the number of 

anticipatory grief behaviors engaged in by the parents and the support 

they reportedly received during the terminal illness of their child. 

TABLE 25 

NUMBER OF ANTICIPATORY GRIEF BEHAVIORS 
AND SUPPORT RECEIVED DURING ILLNESS 

Amount of Support 

Lo Hi 

:,.., Lo 11 11 22 
>-I 

Ul 0 
.µ 4-l >-I 
nj QJ 0 °' ·r-1 ·r-1 Med 

·r-1 >-I !> 
0 CJ nj 

·r-1 ..c: 
.µ QJ 

.:: P'.l 

6 10 16 

~ Hi 6 10 16 

23 31 54 
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A chi-square analysis yielded a x2 = .8340 (p > .05). There was 

no significant association between the variables and the prediction was 

not supported. Parents who reported low support appeared to have en­

gaged in fewer numbers of anticipatory grief behaviors. 

Prediction 7D: The greater the amount 
6f anticipatory grief behaviors, the 
less will be the subscale score of 
Atypical Responses from the Grief 
Experience Inventory 

Table 26 shows the association between the numbers of antici-

patory grief behaviors engaged in by the parent and their Atypical 

Responses subscale scores. 

TABLE 26 

NUMBER OF ANTICIPATORY GRIEF BEHAVIORS 
AND ATYPICAL RESPONSES SCORES 

Atypical Responses 

Lo Hi 

4 18 22 

7 9 16 

11 5 16 

22 32 54 

A chi-square analysis yielded x2 = 9.8873 which was signifi-

cant at the p < .01 level. The prediction was supported. The data in­

dicated that as the number of anticipatory grief behaviors increased, 

the number of Atypical Responses after the death decreased. 
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Prediction 7E: The greater the amount 
of anticipatory grief behaviors,the 
les~ will be the subscale score of 
Anger/Hostility from the Grief 
Experience Inventory 

Table 27 shows the association between numbers of anticipatory 

grief behaviors engaged in by the parents and their Anger/Hostility sub-

scale scores. 

TABLE 27 

NUMBER OF ANTICIPATORY GRIEF BEHAVIORS 
AND ANGER/HOSTILITY SCORES 

Anger/Hostility 

Lo Hi 

~ 
Lo 11 11 22 

H 
00 0 

~~ H 
m ru 0 
~~ ·.-l Med 

·.-l H ~ 
0 ~ ~ 

· .-l ~ 
~ ru 
C ~ 

10 6 16 

~ Hi 5 11 16 

26 38 54 

A chi-square analysi~ yielded x2 = 3.18 (p>.05). The predic­

tion was not supported. In both low and high anticipatory grief groups, 

greater percentages of parents reported higher amounts of Anger/ 

Hostility, suggesting the notion of an optimum amount of anticipatory 

grief, i.e., the medium group. Additionally, subjects who were high 

anticipatory grievers had greater percentages of parents who scored 

high in Anger/Hostility. 

Prediction 7F: The greater the amount 
of anticipatory grief behaviors, the 
less will be the subscale score of Loss 
of Control from the Grief Experience Inventory 
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Table 28 indicates the association between the numbers of 

anticipatory grief behaviors engaged in by the parents and their Loss 

of Control subscale scores. 

TABLE 28 

NUMBER OF ANTICIPATORY GRIEF BEHAVIORS 
AND LOSS OF CONTROL SCORES 

Loss of Control 

Lo Hi 

Lo 8 14 22 
:>, 
H 

Ul 0 
.µ 4--1 H 
cu QJ 0 °' ·rl · ..-1 Med 

·rl H :> 
u t9 cu 

·rl .c: 
.µ QJ 
S:: Ill 
,:i: Hi 

8 8 

4 12 

16 

16 

20 34 54 

A chi-square analysis yielded x2 = 2.1506 {p> .05). The asso-

ciation was not significant and the prediction was not supported. The 

high anticipatory grief group included a larger proportion of parents 

with high Loss of Control subscale scores than was found in the other 

anticipatory grief groups. Again there is the implication that the 

med ium range of anticipatory grief behaviors is an optimum one as it 

appears to be associated with less Loss of Control than either the low 

or high anticipatory grief groups. 

Hypothesis 8: Parental Participation in 
the Care of the Dying Child Is 

Related to Post-Death 
Grief Experience 

The following question from the PEAF was used to objectify 



101 

the parents' behavioral involvement and participation in the care of 

the hospitalized child: "During your child's hospitalizations which of 

these behaviors, if any, did you participate in? Rooming-In; Visiting; 

Feeding/Dining with child; Clothing/Dressing child; Bathing; Helping 

hospital staff with procedures; Discussing illness with child.'' The 

participation behaviors scores were determined by summing the total 

number of behaviors the parents indicated they had participated in 

during their child's hospitalizations. These were divided by a median 

split into low and high categories. The range of numbers of behaviors 

participated in was 1-7. 

Prediction BA: There will be an 
association between the amount of 
behaviors involving the care of the 
hospitalized child which the parents 
participated in and the parental 
ratings of subsequent adjustment 

Table 29 shows the association between the number of behaviors 

in which parents participated in the care of their hospitalized child 

and the parents' ratings of subsequent adjustment. 

TABLE 29 

NUMBER OF BEHAVIORS PARTICIPATED IN BY PARENTS 
DURING CHILD'S HOSPITALIZATIONS AND 

PARENTS' RATINGS OF SUBSEQUENT 
ADJUSTMENT 

Subsequent Adjustment 

Lo Hi 

Lo 8 21 29 

Hi 3 21 24 

11 42 53 
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behaviors. This in in contrast to sixty-two percent for the medium 

anticipatory grief behaviors group and forty-four percent of the high 

anticipatory grief behaviors group. High numbers of participation 

behaviors seem to be most facilitated by a medium number of anticipatory 

grief behaviors. This appears to reflect an optimum amount of antici-

patory grief behaviors above and below which parental participation 

declines. 

Prediction BC: There will be an association 
between the amount of behaviors involving 
the care of the hospitalized child which 
the parents participated in and the positive 
ratings •Of parental satisfaction with the 
child's treatment experiences (evaluation 
of child's treatment experiences) 

Table 31 shows the association between the number of parental 

participation behaviors and the ratings of satisfaction with the child's 

treatment experiences. 

TABLE 31 

NUMBER OF PARTICIPATION BEHAVIORS AND 
RATING OF SATISFACTION WITH 

CHILD'S TREATMENT 
EXPERIENCES 

Satisfaction with Child's Treatment Experiences 

Lo Hi 

c:: 
0 . ., en Lo 4 21 25 .µ >4 
cu 0 °' . ., . ., :> 
u cu . ., .c:: Hi 0 25 25 .µ QJ 
>4 Ill 
cu 
A, 

4 46 50 

An exact probabilities analysis yielded p = .0549. The asso-

ciation was significant and the prediction was confirmed. Virtually 
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all of those who reported low satisfaction with their child's treat­

ment experiences had engaged in only a low number of participation 

behaviors. Those who were highly satisfied were more evenly split 

among low and high numbers of·participation behaviors. This finding 

suggests a positive relationship with satisfaction tending to increase 

as the amount of participation increases. Most parents (92%) appeared 

to be overwhelmingly satisfied with their child's treatment experiences. 

Prediction SD: There will be an association 
between the amount of behaviors involving 
the care of the hospitalized child which the 
parents participated in and the parent's 
ratings of satisfaction with their own 
involvement with their child 

The ratings of satisfaction with the parents' own involvement 

with their child were determined from.the following question on the 

PEAF: "Please rate your satisfaction with the amount of involvement 

you had with your child: (1) dissatisfied; (2) partially satisfied; 

(3) mostly satisfied; (4) completely satisfied." Those who rated

either (1) or (2) were seen as low satisfied and those who rated 

(3) or (4) were seen as being high satisfied. Table 32 shows the

association between the number of parental participation behaviors 

·engaged in and the parents' ratings of satisfaction with their own

involvement with the child.

C: 
0 

•rl en 
.µ H 
<U 0 
0.. ·rl 

·rl ::, 
0 cu 

·rl ..c:: 
.µ Q) 
H Ill 
<U 

TABLE 32 

NUMBER OF PARTICIPATION BEHAVIORS AND 
RATINGS OF SATISFACTION WITH 

INVOLVEMENT WITH CHILD 

Satisfaction with Involvement 
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indicated that Rumination was associated with participation behaviors 

in a positive fashion with low numbers of participation behaviors 

associated with low Rumination scores, and high participation behaviors 

asso.ciated with high Rumination scores. Thus, as the number of par­

ticipation behaviors increased so did Rumination. This finding is in 

the opposite direction of the prediction. 



CHAPTER V 

DISCUSSION 

The purpose of this investigation has been to critically examine 

retrospectively the experience and adaptation of parents during and 

subsequent to the terminal illness of their child afflicted with cancer. 

Previous research had been scarce, with inconsistent findings often 

I 
\ based upon subjective clinical observation without valid, bbjective, 

or reliable measures. The research was mostly conducted prior to the 

recent advances in the treatment of cancer which has become more of a 

chronic, life-threatening illness demanding new treatment regimens and 

life expectancies, and resulting in altered familial lifestyles and 

experience. In this investigation fifty-four parents (twenty-seven 

married couples) were administered two objective instruments, the 

Grief Experience Inventory (Sanders et al. 1978; Appendix 1) and the 

Parental Experience Assessment Form (Rando 1979; Appendix 2), along 

with a Structured Interview; Appendix 3). The information provided 

current and retrospective information and parental perceptions about 

the parents' experiences during and after their child's terminal 

illness. Eight hypotheses generating thirty-one predictions were 

tested. 

The majority of the informa~ion herein is based upon parental 

self-report data. Therefore, all conclusions drawn from this investi-

gatibn are subject to the inherent assets and limitations of personal 

107 
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perspective. Procedures followed to minimize retrospective dis-

tortion were delineated in the Methodology chapter of this work and 

will nqt be repeated here. 

Dis~ussion of the results lends itself to a tripartite divi-

sion: Personal Characteristics Influencing Parental Experience and 

Adaptation; Time Factors Influencing Parental Experience and Adap­

tation; and Parental Experience During the Illness. Each section 

will be examined with respect to the others and with discussion 

of implications. 

Personal Characteristics Influencing Parental 
Experience and Adaptation 

Personal characteristics of the parents were addressed in 

Hypotheses 2 (Previous Loss Influences Grief) and 5 (The Sex of 

Parents Is Related to Their Grief Experience). 

In analyzing the impact of previous loss, this study found 

that high subsequent adjustment was associated almost twice as often 

with low loss as with high loss, in contrast to almost an equal split 

for low subsequent adjustment. This corresponds with findings in 

other literature indicating that loss experiences appear associated 

with poorer bereavement outcomes. The converse of this would imply 

that more positive outcomes would follow the relative absence of 

loss experiences. This stands in contradiction to the psychological 

theory proposed by Janis (1962) and others who would assert that a 

moderate amount of stress (in this case, anxiety from past losses) 

is therapeutic and that successful resolution of past losses would 

predict a more favorable outcome. Perhaps the key word is "success~ 

ful.'' NSvertheless, ninety-five percent of the loss experiences 
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reported by the parents were rated as having been successfully coped 

with, and the pattern was the same as that found by Parkes (1975, 1972) 

· and Maddison (1968) when they reported that life crises prior to . the 

death were associated with poorer outcome. Therefore, from this data; 

successfulness of coping with the loss appears irrelevant and the 

important determinant appears to be the amount of previous loss ex­

perienced which exerts a strong influence on the adjustment following 

the bereavement. 

With regard to sexual differences the findings from this 

investigation reveal that there was only one GEI subscale on which 

there was a significant difference between fathers and mothers. This 

occurred on the ·somatization subscale with the mothers significantly 

higher than the fathers. Interpretation of this finding must take into 

account the well-known tendency of females to admit to more somatic 

distress than males, and thus the reporting characteristics may have 

been influential. Nevertheless the finding is still significant and 

replicates many findings from previous literature. Also consistent 

with previous findings is the fact that with the exception of the 

Anger/Hostility subscale (on which fathers were .08 points higher in 

their mean as compa:r;ed to mothers) mothers had higher mean scores than 

fathers on the GEI subscales. Therefore mothers appear to "experi­

ence" or at least admit to more intense reactions to bereavement than 

do fathers on the Grief Experience Inventory. Parenthetically, it 

is interesting to note that the sole subscale on which fathers were 

higher than mothers was Anger/Hostility. Out of all the emotions 

tapped by subscales of the GEI, Anger/Hostility is the one which 

wou .ld be most socially acceptable for males in our culture to admit to. 
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Sexual response differences were also analyzed on the vari­

ables of anticipatory grief (as measured by the number of anticipator y 

grief behaviors reported), on the degree of parental participation 

during the child's illness (as operationalized by the amount of par­

ticipation behaviors engaged in during the child's hospitalizations), 

and on parental reports of subsequent adjustment following the child's 

death. There was no statistically significant difference among mothers 

and fathers on the amount of anticipatory grief, although mothers re­

ported more anticipatory grief behaviors than fathers. Neither was 

there any significant difference among parents with regard to their 

subsequent adjustment, however fathers clearly were higher in their 

adjustment than were mothers. There was a significant difference 

among parents with regard to the amount of their participation during 

their child's hospitalizations. Mothers were clearly more involved 

than were fathers. 

These findings (which are derived from the data but not in­

cluded directly in any of the main hypotheses) suggest several inter­

es~ing thoughts. Previously researchers had postulated that the 

mother's in c reased participation facilitated her anticipatory grief 

and her higher subsequent adjustment (Hamovitch 19 64). Also, many 

theorists have asserted the importance of anticipatory grief for 

the successful adaptation following the death (see literature review 

on Anticipatory Grief). These premises are not supported with the 

data from this investigation. Fathers were d e finit e l y inferior to 

mothers in the amount of participation behaviors engaged in, yet they 

were almost equal in their amount of anticipatory grief. This il­

lustrates that parti c ipation need not be a sole or critical determinant 
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of anticipatory grief and that there appears to be something which 

recompenses the fathers who have had lower levels of participation 

but report the same amount of anticipatory grief as mothers. An 

alternative possibility is that fathers may have a different optimum 

level of participation than do mothers. A socially-oriented expla­

nation posits that fathers may consider their wives' participation 

to discharge their (the father's) responsibilities toward the child. 

The stereotypical social role of the mother which centers on her 

expressive function in the family, may give rise to this. This could 

explain why a relative deficit in participation behaviors (as compared 

to mothers) is not coincided with by lower anticipatory grief or 

subsequent adjustment on the part of the fathers, since they may 

feel their participation "duties" have been met by their wives' 

participation in addition to their own. 

Fathers also reported higher levels of subsequent adjustment 

than did the mothers. This is consistent with the data reported from 

the Grief Experience Inventory in which mothers appeared to experience 

more intense reactions than did fathers. For fathers as a group, 

. their lowered participation did not adversely affect their adjustment 

relative to their wives. Again this implies a restitutive mechanism 

which allows the fathers to equal and surpass mothers in their coping 

following the death, independently of being less involved behaviorally 

during the illness. The alternate explanation is that such behavioral 

indices of participation do not tap the "real" dimensions of partici­

pation and involvement . This may account for the almost equal antici­

patory grieving of the parents despite dissimilar amount of behavioral 

participation. 
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Another interpretation that is ~uggested by the present study 

is that contrary to the implications of previous theorists, the fathers 

are actually ai involved in the process of ariticipatory grief as are 

the mothers. Therefore, the social role of the male does not seem to 

preclude his emotional experience of anticipatory grief although it may 

affect his ability to participate behaviorally in his child's c are. 

With regard to fathers, care must be taken not to insinuate emotional 

involvement or engagement in anticipatory grief from observable partici­

pation behaviors alone, since they appear not to be a reliable solitary 

predictor of the levels of such involvement. 

In considering the present findings and implications of the 

parents' role and sex differences on the above variables, it is im­

portant to remember that a criterion for inclusion in the study was 

that parents still be married. This condition of still being married 

may imply certain selection characteristics of the parents which make 

generalizing information from this study to all parents (including 

those whose marriage fails) invalid. For example, perhaps the reason 

that a marriage was still intact was precisely b e cause of a father's 

commitment to the family. His ·reactions during the illness may be 

different from that of the father who lacked such a commitment, which 

subsequently was reflected in a marital break-up and possibly would 

have been evident in a different type of experience for the father 

than is seen in this population. Further study of parents whose 

· marriages failid will be important to discern more compl e tely to 

what degree the parents and experiences described here are repre­

sentative of parents of terminally ill children in general. 
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Time Factors Influencing Parental 
Experience and Adaptation 

There are two time dimensions which were examined in this in-

vestigation. The .first time dimension is 'the Length of the Child's 

Illness (Hypothesis 3) and the second concerns the . Length of Time 

Since the Death (Hypothesis 4). 

Results from this investigation, although not significant at 

a statistically acceptable level, did reveal three interesting points 

that bear on the impact of the duration of the illness. 

•First, the number of parents who were · low on preparedness for 

their child's death was the highest for those groups with the least 

warning (length of illness less than six months) and with the most 

warning (length of illness greater than eighteen months). Those whose 

child die .a in the interim ranges (length of illnesses ranging from six 

to eighteen months) appeared to be the most prepared for the death. 

This finding supports both observations about the relationship between 

length of illness and bereavement: the one which states that a short 

illness is detrimental (Natterson and Knudson 1960; Knudson .and 

Natterson 1960; Chodoff et al. 1964; Binger et al. 1969; Silverman 

1972; Glick, Weiss, and Parkes 1974; Parkes 1975; and Vachon 1976), 

and the school of thought asserting that prolonged illness is detri­

mental for the survivors (Gerber et al. 1975; Schwab et al. 1975; and 

Hamovi tch 1964) . 

When analyzing which condition appears to be the worse for the 

parents in relation to their preparation time at the time of death, . 

it is clear that it is most difficult for those whose children had the 

longest illness. 

The second point relevant to these issues is t:1at there appears 
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to be evidence of a pattern suggesting that parents whose chil-

dren had longer illnesses tended to have higher Atypical Responses 

subscale ·scores on the GEI. This implies more disturbed r_eactions on 

the part of these parents since the Atypical-Responses subscale 

measures responses which are statistically indicative of abnormality. 

Along with this i� the suggestion of an increase in the in­

tensity of Anger/Hostility as the length of the illness increases. 

For each successive time period there is an increase in the level of 

the parents' subscale scores of Anger/Hostility suggesting that the 

longer the illness continued, the angrier the parents were after the 

death. 

These findings taken together suggest that there may be an 

optimum length of terminal illness as it is related to parental grief 

experience. With regard to the idea of an optimum length of illness 

as is related to parental grief experience, corroborating evidence 

is found in an analysis of the association between length of illness 

and parental subsequent adjustment. Of those parents whose child's 

illness lasted from six _to eighteen months, ninety-three percent 

reported high subsequent adjustment. This is in contrast to eighty­

four percent of those whose.child had an illness of less than six 

months and sixty-five percent of those whose child's illness lasted 

longer than eighteen months, suggesting the ill effects of too long 

an illness and the optimum length of illness as from six to eighteen 

months. In its role as a determinant of parental preparation at the 

time of death the length can be neither too short nor too long. When 

it is too short parents appear to be _unable to adequately prepare them­

selves. Apparently when an illness is longe� th�n eighteen months 
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the experience and stress associated with it exacerbates disturbed 

reactions following the deathJ increases the intensity of f~elings 

of anger and hostility, and possibly acts to mitigate against adequate 

preparation when death finally comes following such a long course, 

one presumably filled with remissions as we-11 as relapses. The possi­

bility of parental denial of ~eath arising since the child has survived 

so long with the disease may be important. An alternate possibility 

is that the long and arduous experience of such a lengthy illness saps 

the parents of their ability to cope as effectively as desired and thus 

their ability to be appropriately prepared at the time of death is 

compromised. The role of steadily increasing abnonnal responses and 

intensifying anger and hostility may also preclude therapeutic readiness. 

Further investigation of the grief experience of these sample 

parents needs to be conducted with the subjects divided according to 

the lengths of their children's illnesses and their ages at diagnosis 

and . death in order to determine more . accurately the impact of this 

variable. 

There were numerous suggestions derived from the present in­

vestigation and its findings with respect to the influence of length 

of time since death and parental grief. All GEI subscales, as well 

as parental subsequent adjustment and discrepancy between pre-morbid 

and present coping, were analyzed within one of the three one-year 

intervals between the occurrence of the death and the interview. The 

range of time for the lengths of time since the death was from two 

months, ten days to two years, eleven months, twenty-seven days. 

Patterns exhibited across the entire three years included 

the steady increase in percentages of parents evidencing positive 
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change as represented by the discrepancy scores of the parents between 

their pre-morbid and present copin g levels. This seems to indicate 

that with the passage of time comes the increasing ability to cope at 

levels superior to those existent prio~ to the child's death. Several 

possible implications may be derived from this . First, that the expe­

rience of losing a child and surviving that loss indicates to the parents 

that they can cope with anything and that this recognition becomes more 

salient as time progresses and they continue to live on without their 

child. An alternative explanation is that the parents were so stunned 

who had . recently lost a child that their discrepancy scores indicating 

negative or no change artificially lowered the positive discrepancy 

scores and that what is construed as an increase in positive coping 

may actually be a decrease in negative or neutral discrepancy coping. 

A third implication is that the apparent increase in positive dis­

crepancies actually reflects an increasing level of denial on the 

part of the parents. 

Support for this third implication (not to imply lack of 

support for the other two) comes from the increasing amount of denial 

that is reflected by the Denial subscale of the GEI. Although this 

subscale was not utilized in the testing of the hypotheses and their 

predictions {due to a currently unacceptable Alpha coefficient), the 

parental scores were analyzed independently. Over the three-year 

period represented in this stud y Denial rose consistently each year, 

increasing with distance from the death. 

Another pattern that was clearly apparent during the three­

year spectrum investigated was that the percentages of parents 
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experiencing low and high levels of Anger/Hostility on the GEI remained 

almost consistent throughout each of the six six-month periods. Thus, 

there appeared to be little change in the way that Anger/Hostility 

was distributed over time. The mean scores of each time period dif­

fered slightly but the percentages of parents experiencing them did 

not. 

A third general pattern is expressed in a configural pattern 

to which all the GEI subscales except Atypical Responses and to which 

both parental subsequent adjustment and discrepancy scores conformed. 

This pattern is a "V" configuration in which there is a decrease in 

the intensity of the experience in the second year of bereavement 

which is followed by an increase in intensity in the third year. 

(For the discrepancy scores an inverted "V" is perceived but the 

interpretation of the experience is still the same, with a move in 

the positive direction evident in the second year and then reversed 

in the third year.) 

This pattern suggests that the third year of bereavement con­

stitutes an experience which shifts the parents' responses from the 

positive to the negative direction. Exactly wh~t the nature of this 

experience might be is unclear at the present time. There is data 

from several other GEI scales which may shed some l1ght on the matter. 

In addition to Denial, several other GEI subscales were 

administered but not included in the hypotheses due to insufficient 

Alpha coefficients in the normative findings of the instrument. These 

are: Death Anxiety, Social Desirability, Social Isolation, and Guilt. 

The first two reflected a "V" configuration seen in the majority of 

the subscales. Social Isolation remained the same during the first 
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two years prior to decreasing in the third year. Guilt declined 

steadily during the entire three years. Accompanying these is the 

Atypical Responses subscale, which had an adequate Alpha coefficient 

and was therefore utilized in the hypotheses and predictions of the 

present study. Scores on this scale, like that measuring Denial, rose 

steadily each year. 

A possibility immediately apparent is that the rising denial 

allows for the decreasing guilt, as the normal parental defensive pro­

cess reconstitutes after the severe blow dealt to it by the death of 

the child. Herein such a rise in denial would be considered adaptative, 

i.e., positive change. What appears to be less adaptative is the in­

creasing tendency of the parents to endorse items (in Atypical Re­

sponses) which less than twenty-five percent of the GEI normative 

sample endorsed and hence, by empirical definition, reflects an in­

creasing predisposition toward "abnormal" grief experience. 

One possible explanation for the typical "V" configuration 

may be that the increasing rise of Atypical Responses reflects an 

increase in intensity of bereavement experience and symptomatology 

which influences the other subscales toward intensification subsequent 

to their normal course of diminution in the second year after the death. 

As mentioned previously, the rising GEI scale of Atypical 

Responses is paralleled by the similarly rising scale of Denial. This 

may reflect their both responding to a particular experience which 

would prompt them both to rise, i.e., an intensification of the grief 

process, or the Denial may elevate in response to the rise of Atypical 

Responses. Therefore, in the first case the rise in Denial may be 

construed to be more symptomatic, whiie in the second it may be viewed 
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as more defensive. Although this may appear to be a question of seman­

tics it is probably more than that since the continual rise of Atypical 

Responses, more so than Denial (at least at this point), begs explanation. 

Unfortunately, outside of the following interpretation, the reasons for 

this are unclear. 

A phenomenon influencing the rise of both Denial and Atypical 

Responses may be the decrease of Social Isolation and the incre .ase in 

Social Desirability in the third year. There may be something in the 

experience of resumed social contact that warrants an increase in Denial, 

especially as parents are increasingly exposed to the world on-going 

in spite of the loss of their child. If this "re-entry" is too painful 

it could prompt a temporary intensification of bereavement, resulting 

in the third year (at the precise time of decreased Social Isolation) 

in a swing in the negative direction of the majority of GEI subscales 

(hence the "V") and the exacerbation of Atypical Responses and Denial.. 

Guilt is relieved by both the increase in Denial as well as not being 

a necessarily consequent emotion in the aforementioned conjectured 

situation. 

Clearly continued research in this area is needed. To the 

author's knowledge this is the only empirical investigation of tem­

poral effects on the bereavement symptomatology of parents who have 

lost children. The commonly held assumption that parental grief 

either diminishes in time or, at least continues unabated, is strongly 

challenged here with evidence suggesting an intensification of the 

bereavement experience in the third year subsequent to a decrease 

in the second. 
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With respect to the influence of time on the variables of 

grief there were other findings. These occurred within the one­

year periods delineated and are discussed below. 

Of the subjects representing the first year of bereavement, 

seventy-five percent scored high on Depersonalization. This is con­

sistent with prevailing theory that feelings of depersonalization are 

both high .and normal after a death. A significant association was 

found which also corroborated the general concensus of thought. This 

was the association indicating that within the first year of bereave­

ment Somatization decreases as time goes on. Also within the first 

year it is evident that the second six months saw an increase in 

Loss of Control and the numbers of parents who were coping poorer 

than prior to their child's illness (Discrepancy scores). 

Within the second year of bereavement Loss of Control continued 

to be associated with time, this time to a statistically significant 

level, and there were more parents in the second six-month period with 

higher Loss of Control scores. Accompanying this was the tendency for 

Rumination to become more intense in the latter half of the year. 

In the third year of bereavement (the one in which there ap­

pears to be an experience prompting the intensification of grief re­

sponses relative to the second year) one finds sixty-four percent of 

the entire total of low subsequent adjusters from across the whole 

sample population. This clustering of low adjusters in this time 

period is a theoretically unexpected finding; however, it appears 

consistent with the data indicating high levels of Atypical Responses 

and relatively higher intensities on the majority of GEI scales evi­

denced at that time period. In this case, time appears to be associated 
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with poorer adjustment and more intense bereavement. This strongly 

points out the need for continued research in this vein, not only 

to determine if the present findings can be corroborated, but to assess 

if there are further changes over time beyond that found here. 

Three other observations about this time frame .include: an 

increase in Atypical Responses over the year, the decrease in Somatiza­

tion within the second six-month period, and the statistically signifi-

cant association revealing a decrease in Depersonalization over the 

year. Regarding the increase in Atypical Responses, an impressive 

seventy-eight percent of the subjects in that year's lasi six months 

(which constituted sixty-nine percent of the population) scored in 

the .high ranges of that scale, providing further evidence of the re-

lationship between time and negative bereavement experience (as mea-

sured right here by lowered subsequent adjustment and higher Atypical 

Responses). There is a definite trend in the increase of numbers of . . 

parents with high Atypical Responses scores continuing as time pro-

gresses; with thirty-eight percent in the first year, sixty-seven per-

cent in the second year, and sixty-nine percent in the third year. 

In summary of the relationship between time and bereavement 

experience, it is clear that time does not provide full relief from 

symptomatology or diminution of experience. In fact, the collected 

evidence argues for a worsening of the experience in the third year, 

independent beyond that indicating some lessening of grief during 

the second. Again, it must be repeated, that continued research in 

this area is definitely needed, especially in light of these findings 

which suggest the opposite of the common-sense notion and widely held 

belief that time "heals" grief: in fact, it may not,particularly 
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with bereaved parents. Our ·expectations for parents in these situa­

tions may be entirely inappropriate and therefore needed therapeutic 

endeavors may be deficient or lacking. 

Parental Experience During the Illness 

Aspects of the parental experience during the illness were 

addressed in Hypothesis 7 (Anticipatory Grief Is Related to Post­

Death Grief Experience); Hypothesis 8 (Parental ~articipation in 

the Care of the Dying Child Is Related to the Post-Death Grief 

Experience); Hypothesis 6 (Parental Evaluation of Their Child's 

Treatment Experiences Are Related to Parental Grief Experience); 

and Hypothesis l (The Amount of Support Received During the Terminal 

Illness Is Related . to the Post-Death Grief Experience). 

For purposes of this investigation anticipatory grief was 

operationalized by eight elements. A parent's anticipatory grief 

score was determined by the numerical ·sum of the behaviors he/she 

had reported they engaged . in during their child's terminal illness. 

Two associations were found to be statistically significant. Antici­

patory grief was associated with Preparedness at Death at the p=.05 

level of confidence. This was a positive association with the level 

of Preparedness at Death increasing directly as anticipatory grief 

· _increases. This finding supports the contention that anticipatory 

grief leads to relatively more preparation than does the lack of it. 

It gives further credence to the notion that such a grief process 

prior . to the death enables the parents to become more resigned, 

accepting, and prepared (Friedman et al. 1963; Chodoff et al. 1964; 

Friedman 1967; and Wiener 1970; most notably among many). 
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A stronger statistical level of significance (at the p=.01 

level) .describes the association between anticipatory grief .and Atypical 

Responses, or abnormal grief. The more there is anticipatory grief, 

the less abnormal grief is present. This confirms most of the pre­

viously mentioned literature stating that the absence of anticipatory 

grief was associated with poorer adjustment, and by implication, that 

anticipatory grief is therapeutic and predisposes against pathological 

grief reactions. 

Several other patterns imply the relative importance of antici­

patory grief. Although not statistically significant there is a defi­

nite suggestion that support is related to the experience of anticipa­

tory grief, for those parents who were low on support tended to have 

engaged in few anticipatory grief behaviors. This suggests that the 

engagement in anticipatory grief may be assisted by, or possibly re­

quires, the support of other people. 

Individuals who were low in their subsequent adjustment tended 

to have engaged in fewer anticipatory grief behaviors as is evident by 

the majority of parents falling within the low ranges of the behaviors. 

In contrast, those who reported high subsequent adjustment following 

the death had an almost equal chance of having engaged in either low, 

medium, or high amounts of anticipatory grief behaviors. This finding 

provides more evidence for the assertion that anticipatory grief facili­

tates grief work and that the absence of it predisposes one to worse 

bereavement outcomes. It follows theoretically and empirically the 

relationship between anticipatory grief and Atypical Responses. 

A finding in the expected direction is that the majority of 

those who are low on anticipatory grief are concurrently low in 
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participation behaviors during the child's illness. Interestingly, 

there is a reciprocal change in the majority of parents in the medium 

and high anticipatory grief groups. While the majority of parents in 

the medium grief group were high on participation behaviors, the ma­

jority in the high grief group were low on participation behaviors, 

a finding similar to the one for parents in the low anticipatory group. 

This may indicate that there is an optimum level of anticipatory grief 

which facilitates parental participation behavior (seen here in the 

medium anticipatory grief group). This would imply that too little 

or too much anticipatory grief is counterproductive. The reasoning 

for this being the case is easily apparent for the low anticipatory 

grief group. For that explaining the high grief group one could turn 

to the evidence that illnesses which are too long result in poorer 

adjustment (Gerber et al. 1975, and Schwab et al. 1975) 'and hypothesize 

that based on the same rationale too much anticipatory grief is dis­

organizing. Aldrich (1974) had raised this possibility with regard 

to post-death mourning. 

It appears most likely, however, that the reason for this . find­

ing is based in much of the theory of anticipatory grief, i.e., that 

with anticipatory grief comes gradual detachment and interest in other 

children and activities. It does not seem that the fears of Travis 

(1976) or Levitz (1977) were realized, i.e., psychological or physical 

abandonment of the child, since forty-four percent of the parents were · 

still high participators. This still is, nevertheless, a significant 

change from the parents in the medium anticipatory grief group of 

whom sixty~three percent were high in participation be .haviors. This 

change may reflect the increasing detachment from the child as the 



125 

amount of anticipatory grief increases. 

These data suggest that there is an optimum level of antici­

patory grief as it is related to participation with the child. Whether 

this would be true when taken from the perspective of the parent is 

unknown at this time. Still, questions arise such as "What are the 

important anticipatory grief behaviors to engage in?"; "Should some 

anticipatory grief be encouraged/discouraged depending on the antici­

patory grief status of the parent?"; "What impact do the sex differences 

noted in the section on Personal Characteristics Influencing Parental 

Grief and Adaptation, in which fathers were significantly lower than 

others on participation behaviors but not on anticipatory grief, have 

with regard to the relationship between anticipatory grief and partici­

pation?" These questions · and more will need further investigation in 

this area. 

The notion of an optimum amount of anticipatory grief is given 

further support by the suggestions that anticipatory grief is related 

to the GEI scales of Anger/Hostility and Loss of Control in such a way 

that the medium anticipatory grief group exhibits the lowest intensities 

on both variables. In the low and high grief groups there are higher 

percentages of parents reporting high scores on both subscales. This 

is additional evidence that too much anticipatory grief is harmful 

(see Gerber et al. 1975 and Schwab et al. 1976) as is too little 

anticipatory grief (the conclusion of mqst of the studies cited on 

anticipatory grief). 

An incidental finding is that there appears to be more parents 

with higher intensities of Loss of Control than with Anger/Hositility 

at all levels of anticipatory grief. This relatively lower Anger/ 
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Hostility score is understandable given that its low intensity 

probably accounts in part for the high ratings of parental satis­

faction. Basically, parents have less difficulty with Anger/Hostility 

than with other scales. The relatively high Loss of Control may be 

somehow related to the tendency for parents to increase in Atypical 

Responses and poorer subsequent adjustment. At the present time this 

relationship is unclear, if it exists at all. It is noteworthy, how­

ever, that the second most intense bereavement experience is in Loss 

of Control with the most intense being Atypical Responses when mea­

sured in the third year (the year which appears to be crucial for 

changing the direction of progress). 

Hypothesis 8 addressed participation behaviors (Parental 

Participation in the Care of the Dying Child Is Related to the Post­

Death Grief Experience). 

For this study seven behaviors were used to operationalize the 

concept of participation. Of note is the fact that parents were asked 

to rate their participation during the hospitalizations of the child. 

This was done in an effort to approximate previous studies. The role 

of parental involvement when the child is at home is also a crucial 

one. It was felt, however, that participation during times of hospital­

ization would be highly correlated with at-home participation and also 

felt that if participation were to be measured at home there might be 

an absence of common denominators on which to evaluate the parents. 

Thus, for objectivity, the derivation of a participation index sprang 

from the experience common to all parents: hospitalization at Rainbow 

Babies and Childrens Hospital. 
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There were two findings of statistical significance from the 

data reported herein. Rumination was found to be significantly asso­

ciated with participation in a positive relationship, i.e., as the 

amount of participatory behavior increases, so too does the amount of 

Rumination. This finding is directly contrary to the prediction. · It 

supports Hamovitch (1964), however. He noted that "full" participation 

predisposed the parents to be more volatile and so wrapped up in the 

care of the child that there was neglect of other r~sponsibilities. 

This being "so wrapped up" with the child appears to continue after 

the death according to the present data. With low levels of partici­

pation there is lowered Rumination. What remains to be investigated 

are the delimitation points of "appropriate participation"; the dif­

ferential impacts of the seven individual behaviors; and whether, if 

there can be determined an optimum amount of participation, this should 

be used as a guideline in modifying the participation of parents of 

terminally ill children. What is clear is that there very well may be 

such a thing as "too much of a good thing" with regard to participating 

in the · care of the fatally ill child, especially as it relates to sub­

sequent grief experience after the death. Analyses of the relationship 

of participation behaviors and the other GEI scores is also warranted 

to determine .if this is valid for other facets of the grief experience 

or if this is an isolated phenomenon. 

The second statistically significant finding (at the p=.02 

level of significance) is the significant difference among mothers 

and fathers in their amounts of participation. Mothers were signifi­

cantly higher in their participation scores. Discussion of .this can 

be found in the section on Personal Characteristics Influencing 
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Parental Experience and Adaptation. The reader is referred there for 

an anal y sis of the association between sex and participation behaviors. 

The parents' evaluations of their child's treatment experiences 

are associated with participation behaviors to a statistically signifi­

cant extent (p=.0549). Virtually all parents who reported a low level 

of satisfaction with the treatment experiences had engaged in a low 

amount of participation behaviors. Those who reported high levels of 

satisfaction were more evently split on both low and high amounts of 

participation behaviors, suggesting the trend that satisfaction with 

treatment increases as the number of participation behaviors increases. 

This supports the finding of Knudson and Natterson (1960) who wrote 

that parental participation decreased suspiciousness toward hospital 

staff members and facilitated the parents becoming friendly with the 

staff--the individuals who provided the treatment on which the parental 

ratings of satisfaction were based. Another explanation is that if 

parents are comfortable with the treatment (as indicated by their sat­

.isfaction) or are comfortable with the individuals providing the 

treatment, there may be more willingness to join in the treatment 

(participate) as a member of the treatment team. Conversely, parents' 

participation in the treatment may be just ~hat it is that makes the 

treatment so satisfactory to begin with. In either event, the asso­

ciation between the variables of satisfaction with treatment and 

participation behaviors is a significant one. This is especially 

important in that parental participation is relat e d to psychological 

adaptation (Richmond and Waisman 1955; Knudson and Natterson 1960; 

Burton 1974; and Willis 1974) in reducing such emotions as guilt, 

denial, and anxiety and such adaptation may influence the perceptions 
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of the child's treatment experiences, suggesting that participation 

itself has a direct influence upon the parental perceptions and evalua­

tions. 

There is an implication that participation behaviors have some 

kind of relationship with or effect upon subsequent adjustment. Al­

though not statistically significant, seventy-three percent (nearly 

three-fourths) of the low adjusters were also low on participation, 

in contrast to the high adjusters who were evenly split between low 

and high participation. That low subsequent a9justers reflect a greater 

percentage of low participators than do high adjusters corroborates 

the findings of Richmond and Waisman (1955); Knudson and Natterson 

(1960); Burton (1974); and Willis (1974) who report that participation 

is related to psychological adaptation. Since positive adaptation is 

consistent with high subsequent adjustment, then it follows that a lack 

of such adaptation could preclude high subsequent adjustment. This 

data emphasizing the higher association of low participation with low 

subsequent adjustment as compared with high subsequent adjustment ap­

pears to lend support to the previous findings. Although high partici­

pation by itself does not guarantee high subsequent adjustment (as 

evidenced by the fact that there were twenty-seven percent of low 

adjusters who were high participators) and low participation is not 

exclusively related to low adjustment (since fifty percent of the high 

adjusters were low participators), the fact that low adjusters tended 

to include so many parents who were correspondingly low in partici­

pation implies that too few participation behaviors predisposes one 

more toward poorer subsequent adjustment than it does toward high 

subsequent adjustment. 
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The relationship between anticipatory grief and participation 

behaviors has already bee.n analyzed in the section discussing Anticipa­

tory Grief. Suffice it to say at this point that there appears to be 

a relationship between the two suggesting that the optimum level of 

anticipatory grief is a "medium" level, and that this appears to fa­

cilitate the greatest percentage of high participation behaviors. A 

related indication is that the greatest number of low participators 

were found among those who were also low.in anticipatory grief. The 

greatest number of high participators were found to score in the 

medium range of anticipatory grief. These findings are not surpris­

ing given that low participation is related to individuals obsessed 

with more external problems (Hamovitch 1964) which would most probably 

preclude adaptive anticipatory grief, and that a medium amount of 

anticipatory grief appears to be most therapeutic and therefore fa­

cilitative of participation or at least subject to the same process 

which allows expression of both. Of course, it must be remembered 

that in many instances participatory behaviors either are, or pave 

the ways for, experiences of anticipatory grief, and this would also 

serve to explain their association and similarities with respect to 

other variables. 

In Hypothesis 6 (Parental Evaluation of Their Child.' s Treat­

ment Experiences Are Related to Parental Grief Experience) the effect 

of the parents' evaluations were studied with respect to their Anger/ 

Hostility and Rumination scores on the Grief Experience Inventory. 

Previous writings had indicated the association of the level of 

parental satisfaction with the grief experience. 
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In the present sample, ninety-two percent of the subjects 

rated themselves as highly satisfied, i.e., they had indicated that 

they were "mostly satisfied" or "completely satisfied" with their 

child's tre_atment experiences. This figure is quite impressive and 

had not been expected. It is clearly higher than others reported 

with the exception of the Hamovitch (1964) data. 

When the parents' Anger/Hostility scores and their evaluation 

of their child's treatment experiences were analyzed, fifty percent 

of the population was high on both Anger/Hostility and satisfaction 

with treatment. This was contrary to the prediction that high sat­

isfaction would be more closely associated with low Anger/Hostility 

scores. The pattern that was suggested was that those who were low 

satisfied were three times more likely to have low Anger/Hostility 

while those who were high satisfied were almost evenly split among 

low/high Anger/Hostility scores. This implies that there is an in­

crease in Anger/Hostility as there is an increase in satisfaction. 

The reason for this is unclear from the data or from theory. Possibly 

analysis of this phenomenon according to time intervals after the 

death may offer some clarification. 

The parents' satisfaction with treatment experiences was 

also examined in light of their Rumination scores from the GET. In 

both categories of satisfaction (low and high) there was a perfectly 

even split of the parents into low/high ranges of Rumination. Thus, 

there appears to be no association between satisfaction and Rumination 

at all. 

There appeared to be a significant association between sat­

isfaction and the num_ber of parental participation behaviors. For an 

.. 
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in-depth discussion the reader is referred to the section on Partici­

pation Behaviors. Suffice it to say here that it appears that increas­

ing levels of satisfaction are associated with increasing amounts of 

participation behaviors on the part of the parents. This speaks directly 

to the Hamovitch quote _ (1964, p. 119) which discusses the relationship _ 

between the parental need to feel thei have done everything p6ssible 

for the child (which would include participating in his/her cqre and 

this would be reflected in participation behaviors) and satisfaction . 

with treatment experiences. 

The final aspect of parental experience was addressed in Hypo­

thesis 1 (The Amount of Support Received During the Terminal Illness 

Is Related to the Post - Death Grief Experience). Many writers had 

pointed to minimal or absent support as a determinant of poor outcome 

of bereavement (e.g., Maddison and Walker 1967, and Parkes 1975). 

In the present study twenty discrete sources were rated by 

the parents according to the quality of support received. Those 

providing some measure of support were summed to generate a support 

score and were then analyzed with respect to the parents' subsequent 

adjustment, GEI Atypical Responses scores, and anticipatory grief 

scores. Since support is always a crucial influencing variable in 

any individual's response to a crisis, the predictions were in the 

direction that as the amount of support increased positive responses 

would be facilitated. 

Although not at a statistically significant level, two of 

the three predictions generated data in the expected direction. 

There was a relative increase in the tendency for parents to have 

lower Atypical Responses scores (a positive sign) as they evidenced 
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increasing amounts of support. It was also illustrated that parents 

with low support tended to have engaged in fewer numbers of anticipa­

tory grief behaviors. This suggests that the experience of support 

facilitated the parents' coping during the illness and probably en­

abled them to undertake some difficult but necessary tasks (e.g., 

anticipatory grief). 

• Contrary to this there was an unexpected finding with regard 

to the association between support and . subsequent adjustment after 

the death. The percentage of those with low subsequent adjustment 

increased as support increased, and the percentage of those with high 

subsequent adjustment decreased as support increased. Thus, as support 

increases subsequent adjustment decreases. The explanation for this 

is uncle~r from the data. One possibility is that the amount/type of 

support received during the illness is relatively unrelated to that which 

would be required after the death to facilitate parental subsequent ad­

justment. · This could account for its (the amount of support) pattern 

of positive association with anticipatory grief prior to the death, 

since both take place within the saine time period. It would not explain 

its pattern of association with Atypical Responses, however. It might 

prove interesting to further analyze this data with respect to the 

three one-year intervals since the death of the children,since the 

numbers of those with low subsequent adjustment were highest in Time 

Period III and may have confounded the present results. Aldrich's 

(1974) discussion on the possibility of a period of anticipation ac­

tually prolonging conventional grief since it precluded group factors 

which facilitated early working-through (e.g., the shared mourning 

and evidence of national sympathy subsequent to the Cocoanut Grove 
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Fire) may be pertinent at this juncture. If his idea is even minimally 

correct it suggests by implication that in the case of parents of 

terminally ill children the illness may continue for so long that at 

the time of death (and afterwards) support is no longer forthcoming. 

Aldrich is concerned that this may result in difficulties in mourning 

·but in this analysis the lack of support is most important in that it 

may not only impede mourning but also preclude desired subsequent 

adjustment. This would prompt the need for an analysis of the asso­

ciation between support and subsequent adjustment by the length of 

the illness, in addition to the time since the death. In any event, 

further investigation is warranted, as the present findings are in the 

opposite direction of the prediction. 

Limitations of the Study 

There are several limitations to this study. The first lies 

in the retrospective nature of this investigation. Ideally, a pro­

spective study would provide the most valid and reliable data. Un­

fortunately, the experience of the parents while the child is dying 

often precludes the possibility of a well-controlled, objective in­

vestigation. Secondly, the nature of the subject population, in that . 

a criterion for selection was that the parents were still married, 

eliminated those individuals whose experiences may have been so 

difficult as to place unbeqrable stress upon the relationship; who 

may have been psychologically unable to cope with the experience and 

whose inabilities are reflected in a broken marriage; and those who 

had to undergo the entire experience alone due to being a single 

parent prior to the illness. Without including such individuals the 

generalizability of these findings for people in those populations 
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must be suspect at this point. 

Thirdly, the nature of the Parental Experience Assessment 

Form lent itself to self-report bias. This is not perceived as a 

major limitation, however, since the self-perceptions of the parents 

were desired in this study and there is no other way around this 

problem. The form lent itself to a limited amount of ambiguity in not 

completely discriminating between answers of "not applicable" and 

"0." Although only positive responses were used in the calculations, 

such discriminations could afford a more complete picture of some of 

the individual parents. In addition, the question about rating pre­

vious loss experiences was ambiguous in that it was determined early 

in the interviewing that some subjects were rating losses not directly 

pertaining to themselves. Thus, a husband might have rated the oper­

ation that his wife had undergone instead of rating his own operations 

solely. Also, some subjects did _not rate "graduation" when, in fact, 

they had had one. These reflect some of the misinterpretations that 

occurred; however, in general, such errors were minimal and were far 

outweighed by the wealth of data generated by the instrument. The 

reader is referred to the section on description of the subjects for 

further discussion of the potential limitations of the population 

sample and how these were addressed. Other related concerns are found 

in the methodology section. 

Emotional Reactions of the Investigator 

As the sole investigator, this author interviewed fifty-nine 

parents of deceased children from July 16, 1979, to August 26, 1979. 

This was the only activity of the author during this time period. 
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Consequently, she was completely involved with the study and had little 

other distraction. In addition, the study was conducted in Cleveland, 

and the author was without most of her main emotional supports who were 

back in Rhode Island. All of this contributed to a quite intense and 

emotional experience for this author. 

The average ·time for each set of interviews was four hours. 

They occurred under varied conditions from the privacy of a library 

to the middle of a parlor where children constantly interrupted and 

mice scurried around. The majority of the interviews took place in 

the evening since that was the most convenient time for the parents 

to be interviewed .together. It was not at all uncommon for this author 

to return home at one o'clock in the morning given the length of the 

interviews and the travel required. The author travelled two thousand, 

one hundred and eighty-one miles for interviews. 

The above description is to indicate the physical hardships 

inherent in the study. They were insignificant, however, to the emo­

tional ones. It was common to end up crying with a parent as they 

described the painful ordeal their child underwent and their excru­

ciating loss since his/her death. Frequently they showed pictures of 

the dead child to the investigator. Once she had to look at pictures 

of a bald and bloated three-year old girl in a tiny pink casket. The 

resulting questions of "Why?" and the gutteral "It stinks!" came 

from -her privately as they had from the parents. 

But, she, as the parents, had to have some meaning, and so 

this author continued the investigations and will continue to do so 

in the hope, as the parents articulated, that this knowledge will be 

helpful to those parents in future similar situations. 



CHAPTER VI 

SUMMARY 

The findings and suggestions of this investigation are sum­

marized below with respect to the three main classes of variables 

influencing parental grief experience following the death of a child 

from cancer. 

The personal characteristics of parents analyzed with respect 

to their grief experience were previous loss and sex differences. 

High subsequent adjustment was associated almost twice as often with 

low numbers of previous loss as with high numbers of previous loss, 

implying that previous loss tends to be associated with poorer be­

reavement outcomes (although not to a statistically significant e x ­

tent). With regard to sex differences, mothers reported grief experi­

ences and adjustments reflective of higher intensities of grief as 

compared to fathers on all variables except Anger / Hos tility, which 

was reflected in a higher mean score for fathers. The only variables 

which statistically differentiated mothers and fathers were the 

variables of Somatization from the GEI and the number of participation 

behaviors the parent reported they had engaged in during the child's 

hospitalizations. On both variables mothers were higher than fathers. 

Duration of the illness and the length of time since the 

death were the two time variables studied in relation to parental 

grief. As the duration of the illness increased, there was an increase 

137 
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in the percentages of parents with higher Anger/Hostility and Atypical 

Responses scores. The medium range of lengths of illnesses · (with the 

duration of the illness being from six to less than eighteen months) 

was associated with the highest amounts of parental preparation at 

death and subsequent adjustment following the death. Together these 

points suggest that, with regard to parents' grief, there is an op­

timum length of time for a child's illness to last, below and above 

which parental experience is worsened. Analysis of the impact of the 

length of time since the death reveals a configural pattern suggesting 

an intensification of the bereavement experience during the third year 

following a temporary improvement in the second year. This pattern 

held true for all variables tested with the exception of Atypical 

Responses which rose consistently. The collected evidence argues 

for a worsening of the bereavement experience in the third year follow­

ing the loss and challenges the assumption that time provides full 

relief from symptomatology or diminution of experience. 

There were four aspects of the parental experience during the 

child's terminal illness that were analyzed with respect to their 

grief experience. The first variable was that of anticipatory grief. 

Anticipatory grie .f was found to be associated with preparedness at 

death to a statistically significant level revealing that the more 

parents had engaged in anticipatory grief, the more they were pre­

pared for their child's death. A second statistically significant 

finding confirmed theoretical expectation through the association of 

anticipatory grief and Atypical Responses. The more there had been 

anticipatory grief on the part of the parent, the less Atypical 

Responses (or abnormal grief experience) was reported. This supported 



139 

previous literature which had indicated .that the absence of antici­

patory grief is associated with poorer adjustment and, by implication, 

that it is therapeutic and predisposes against pathological grief 

reactions. 

Other analyses of the variable suggested that engagement in 

anticipatory grief facilitated subsequent adjustment following the 

death of the child and that anticipatory grief itself was facilitated 

by or required support from other people . . There appeared to be "op­

timum amounts" of anticipatory grief. · A moderate range of anticipatory 

grief behaviors was associated with highest amounts of participation 

during the child's hospitalizations and with lowest amounts of Anger/ 

Hostility and Loss of Control, indicating the therapeutic effects of 

avoiding too little or too much anticipatory grief. 

Participation during the child's hospitalizations was found to 

be statistically significant in associatitin with the parents satis­

faction with their child's treatment experiences. There was a positive 

association with satisfaction increasing as the parents participation 

increased. Such a positive association was also found with Rumination. 

Contrary to the prediction, Rumination increased as the amount of the 

parents participation increased. There was some indication that par­

ticipation has some association with subsequent adjustment since low 

subsequent adjustment was associated with more individuals who had 

participated in fewer behaviors than was high ·subsequent adjustment. 

As noted previously, mothers were significantly higher than fathers 

on their mean participation index and a moderate amount of anticipa­

tory grief appeared to facilitate maximum participation behavior. 

The third variable analyzed in this category was the parents' 
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satisfaction with their child's treatment experiences. Ninety-two 

percent of the parents evaluated these experiences positively. An 

unexpected finding was that fifty percent of the parents were con­

currently high on both satisfaction with treatment and Anger/Hostility. 

There is an implication that there is an increase in Anger/Hostility 

as satisfaction is increased. The reason for this is unclear from 

the data or from theory. The relationship between satisfaction with 

treatment and participation behavior during the child's hospitaliza-

tions has already been mentioned above and appears to be due to the 

facts that: such participation facilitates parents' interactions with 

the staff who provide the treatment on which the evaluation of satis­

faction is based; parental participation in the treatment may be just 

what it is that makes the treatment so satisfying to begin with; that 

if parents are satisfied with treatment there will be more of a desire 

to _participate in the care of the child; and that participation appears 

to be related to psychological adaptation and that such adaptation may 

influence the perceptions/satisfaction, suggesting that participation 

itself has a direct influence upon parental perceptions and evaluations. 

From the point of view of cognitive-dissonance theory, it is important 

to realize that there is a definite parental need to feel that they 

have done everything possible for their child and to perceive their 

experience in the best possible light retrospectively. 

The final variable analyzed was that of support. Although 

not statistically significant, there was a suggestion that parents 

who had had less support engaged in fewer anticipatory grief behaviors. ) 

Additionally there was a relative increase in the frequency - of parents 

having lower Atypical Responses scores (a positive sign) as they 
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evidenced increasing amounts of support. These sugg esti o n s bo t h 

supported the theory of the therapeutic nature of sup port . An un­

expected . finding was that the percentage of those with low subsequent 

adjustment increased as support increased, and the percentage of 

those with high subsequent adjustment decreased as support increased. 

Thus, as support increased, subsequent adjustment decreased. The 

explanation for this was unclear. Alternative explanations include 

the possibility that the amount/type of support received during the 

illness was unrelated to that which would be required after the death, 

i.e., the parental needs changed or that the duration of the terminal 

illness was so long that itprecluded support at the time of death. 

In other words, over the course of a long-term illness the parents' 

sources of support may have dwindled or drifted away. This will 

need to be tested through analysis of the association between support 

and subsequent adjustment by the length of illness, in addition to 

the time since the death. 

Implications for Future Research 

Throughout this discussion specific issues have been cited 

as requiring future research. Basically, the entire area needs 

further study. Of crucial import is the further investigation of 

the pr~sent findings indicating that parental grief may exacerbate 

over time . . If these findings are replicated, the need for a well­

defined course of therapeutic intervention is mandated to assuage 

the intensification of bereavement which occurs sadly when most 

supports have been withdrawn. Those implications regarding the 

"optimum" levels of anticipatory grief and parental participation 

suggest the necessity of ·examining current practices which may 
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encourage or discourage higher intensities in both these areas in order 

to facilitate the most therapeutic parental experience. Further in­

vestigation needs to be undertaken to determine the differential 

influences on parents of each sex as well as to gear appropriate 

therapeutic interventions towards each sex. If there are differences 

by sex in parental participation yet not in subsequent adjustment nor 

anticipatory grief the implications of these need to be made clearer. 

The finding that high previous loss may be indicative of possibly a 

poorer outcome needs continued investigation in order to understand 

its role as a determinant of outcome. And, .the suggestion that ill­

nesses that last longer than eighteen months are unfavorably related 

to outcome, as are those which are too short, demands verification in 

order to start to "red flag" those parents who are potentially in 

need of intervention due to the stress of the experience. 
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APPENDI X 1 

GRIEF EXPERIENCE INVENTORY 

~therine M. Sanders, Paul A. Mauger, 
and Paschal N. Strong, Jr • 

. I NSTRUCTI ONS 

' ·: 

This questlonnai re Is concerned wl th the experience of grief. The 

statements which are Included represent various thoughts and feelings 

c:calll)nly expressed by people who have suffered the loss of a relative or 

cl~e friend through death. Read each statement and then try to deter­

mine how wen· it describes you during your period of bereavement. If you 

are still experiencing some of these thoughts or feelings, please resl)Ond 

In the same runner as you would a past experience. If the statement ls 

true or 1110stly true as applied to you, blacken the space under true on 

your answer sheet. If th& statement Is mostly false, blacken . the space 

under false on your ans-r sheet. If a statement does not apply to you 

leave It blank. 

Please mark your answers on the sheet provided. In marking your 

answers, be sure that . the nwrber of the statement agrees with the number 

on the answer sheet. Write only on the answer .sheet. Do not make any 

marks on the mimeographed booklet. 

Copyright 1978 
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GRIEF EXPERIEHCE INVENTORY 

1. l11111edlately after the death I felt 
exhausted. 

%. I tend to be more I rrl tab Je wt th
others.

J. I Pl strongly preoccupied wl th the
J•ge �f the deceased. 

4� I frequently experience angry 
feellngs.

6. 

1. 

It Is not dtfflQ.llt to maintain,
social .relationships wt th friends. 

Ky arms and legs fee I very heavy.

I am unusually ..,are of things
related to death. 

8. It seelllS to 111e that more could have 
been done for the deceased. 

9. I shewed little emotion at ,the
funeral.·

10. I felt a strong necessity for Nin­
talnlng the morale of ethers after·
the death.

11. feel c:ut•off and isolated. 

12. · rarely take asp I rlns.

13. feel reluctant to attend social
gatherlnes.

14. I was unable to cry at ttie announce•
ment of the death.

15. I have feelings of guilt because 
was spared and the deceased was 
taken. 

16. I have a special need to be near 
others.

often experience c sifus·lon. 

18. feel lost and helpless.

19. am comforted by believing that 
the deceased is in heaven. 

20. I have had frequent headaches since 
the death. 

"%1. lt ·was dlfflc:ult to part with the 
clothing al)d personal articles of 
the dec:eued. 

.·�. lt·was necessary to take sleeping 
.,pl 1 l$ after the death. 

. .23. The yearning for the deceased ts so 
Intense that I s0111et I mes fee I phys i ca 1 
1>11ln In ""I c:hest. 

lit._ I c:ry easily. 

25. I· haYe taken tranqul I I zers s Ince
the death.

. .26. I experi enc:ed a dryness of the mouth 
•d thl"Oat.

27. I feel .restless.

28. Upon first learning of -the death
had.a-dazed feeling�

2,9. Concentrating upon things Is 
dlfflQ.!Jt. 

30. I have feellngs of apathy.

31. I experienced a feeling when the 
death _occurred thn "something died
within -me".

32. Aches and pains seldan bother me. 

33. I find I am often Irritated with 
others.

34. I c:ould not cry unti 1 after the funeral.

35. feel that I may in sonae way. have
contributed to the death.

36. I find myself performing certain acts
which are slml tar to ones perfomed
.by the deceased.

37. ·f 11111de the fune ra I arrangements.

38. lack the energy to enjoy physical 
exercise.

39. I rarely feel enthusiastic: about
anything.

.ltO. I feel that· grief has aged me. 

·11. 
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APPENDI X 1-- Con t i nu ed 

'41. I have never dreamed of the deceased _ 
as still being alive. 

Ji2.. I find myself frequently asking 11"'1y 
did the death have to happen In this 
way?" 

-43. .I sometimes have di fflc:ul ty believ­
ing the . death has actually occurred. 

-411. I feel a strong desire to C011plete 
· cer-taln unfl nl shed tasks the deceased 
had begun. · 

·4S. I have often dreamed of times when 
·the deceased was 11 v_l ng. 

46. I ~ often I rrl tab le. 

47. I have drea111ed cf the deceased as 
.be Ing dead. 

--48. I feel extremely anxious and 
unsettled. 

Ji9. I feel tenseness In my neck .,d 
shoulders. 

SO. Sometimes I have a strong des I re 
to scream. 

51, I at11 so busy that I hardly have ilme 
to mourn. 

52. I fee 1 anger toward God. 

53. I have the urge to curl up In a sniall 
ball when I have attacks of crying. 

54. I feel the need to be alone a great 
deal. 

5S. I rarely think of . my own death. 

56. I find It di ffl cult to cry • . 

57. Looking at photographs of the 
deceased Is too painful. 

58, Life has lost Its meaning fer ine. 

59. I have no difficulty with digestion. 

60. I have had brief moments when I 
actually felt ~nger at having been 
left. 

61. . I have had no trouble sleeping since 
the death. 

62. 

63. 

have a hearty appetite. 

feel healthy. · 

64. It C0111forts me to · ta I k ;1th o-then· -... 
who have had a slml tar loss. 

65, yearn fer the deceased. 

66. I seldome feel depressed. 

6 7. I have the fee 11 ng that I 11111 watch Ing 
myself go through the motions of 1 lvlng. 

68. U fe seems ~ty and barren. 

, 69. ihere are tl111es when I have the feeling 
-that the deceased Is present. 

' 70. often take sedatives. 

,1. have frequent mood changes. 

72, The actions of s0111e people make me 
-resentful. 

73. tty feelings are not easily hurt. 

1 74. I _, losing weight. 

75. Small problems seem overwhelming. 

·76. I s0111etl111es feel guilty at being able 
to enjoy -myself. 

77. I frequently have diarrhea. 

78. I often .wish that I could have been 
lo ·dle Instead. 

7'. I have lost my appetl ta. 

80. I scmetlmes talk with the picture of 
the deceased. 

· 81. I am not I nteres-:ed In sexu. I 
activities. 

· 8%. At times I wish I -re dead. 

83. It Is hard to maintain my religious 
faith in 1 ight of al 1 the pain and · 
suffering caused by the death. 

St I ·seem to have lost my energy. 

BS. I dread viewing a body. at the funeral 
hoaie 

86, I f Ind myse If Idea II z Ing the deceased. 

87. I have problems with c:onstlpatlon . 

as. 

a, 

I frequently take long walks by 
myself. 
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90.have a special need for someone to 112.am not afa.id of dying from cancer. 

do .not mind going to the doctor for 
check-ups. 91. 

92. 

to talk to·. · 

It often feels like I have a lump in
trrf throat.

I sometimes find rrr,self unconsciously

113.

114.I shudder at· the thought of nuclear �ar.

looking for the deceased in a crc.wd. 115. The idea of dying holds no fears for me.

lseeai to have lost trrf self-confldence.116. I never lose trrf temper.-··· 

I drink more a 1 coho l now than before 117. 
the death 

I have always• been completely sure I 
would be successful when I tried some­
thing for the fl rst time. 

95. 

96. 

97. 

After the announcement of the death 
I thought, "This cou Id not be 
happening to�-" 

Ihave nightmares. 

The thought of death seldom enters 
trrf ml nd. 

118.am not usually happy.

119.feel that the future holds 11 ttle for
me to fear. 

120.I cannot ever remember feeling Ill at
ease In a social situation.

98.I have never worried about haveing a 121. 
painful disease. 

I find rrr,self sighing more new tha
before the death.

99.Funerals sometimes upset me.

100.I would not feel uneasy visiting
someone who is dying

122.I spent a great deal of time with-the
deceased before the death.

123.It helps me to comfort others.

101.I often worry over the way tl111e files 124. My family seems close to me.

by so rap I d 1 y. 

102.have no fear of failure.
125.I feel that I did all that could have

been done for the deceased.

103--I am close with only a few persons. 126. My religious· faith is a source of inner
_strength and comfort •. 

104.The sight of a dead person ls horri-
fying to me.127.am sm king more these days.

105.I always knew what to say to a
grieving person.

106.I often seek advice from others.

107.It does not bother me when people
talk about death.

108.I cannot remenber a time when my
parents were angry with me.

128.am not a realistic person.

129.am awake most of the night.

130.'fee I exhausted when I go to bed but
lie awake for several hours.

131.lose sleep over worry.

132.often wake In the middle of the night
and cannot get back to sleep.

109.I do not think people in today's 
society know how to react to a person133. 
who is grieving. 

134. 

I sleep well most nights. 

_Things seem blackest when I am awake In 
In the middle of the night. 

110. 

111. 

I never have an emotional reaction at 
funerals. 

·135.

I often think about how short ll fe Is. 

can sleep during the day but not 
at night. 

' '16 

'£6 

., 

·l 
!. 
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APPENDI X 2 

@· Copyright 1979 
T. A • . Rando ., M.A. PARENTAL E XPERIENCE ASSESSMENT FORM 

PLEASE nmICATE THE QUALITY AND FREQUENCY OF SUI'PORT THAT y~ RECEIVED WRING 
YOOR CHILD'S TERMmAL ILINESS. (Please do not leave any blanks) 

Rating of Quality of Support 
O. no support 
1. not helpful, actually harmful 
2. not helpful, but didn't hurt 
3 . be lped a little 
4. significant help 
5. c·ouldn' t h•- managed without it 

Lm:ll 
spouse 

parent-mother 

-father 

slblings-sisters 
(list their ages beside 
ratings of quality) 

-brothers 
(list their ages beside 
rating• of quality) 

grandparents-maternal 

-paternal 

your other children 

other relatives (in general) 

in•laws 

FRIENDS (in general) 

ORGANIZATIONS 
church/synagogue 

employment 

c0111111mity agency 

club/organization 

Rating of• Frequency 
1. never 
2. once in a while 
3. frequently 
4. most of the time 
5. all of the time 

RATE QUALITY . RATE FREQUENCY 

1 



OTHER PARENTS OF TERMINALLY 
ILL CHit.DREN 

HOSPITAL STAFF 
primary physician 

general hospital staff 

social worker 

nurses 

YOUR OWN PERSONAL SENSE OF 
RELIGION/PHILOSOPHY OF LIFE 

oraER 
(book.a, lectures, TV, 

workshops, movies, etc.) 
.Please list bel°"'. 
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RATE QUALITY RATE FREQUENCY 

Who/what provided greatest ·support? 

- -
PRIOR TO YOQR CHILD' 5 DEATH

PLEASE mDICATE ANY OF TBE FOLLOWING EXPERIENCES YOU�VE HADTBY RATING THEM 
ACCORDmG TO THE DEGREE YOO FEEL YOO COPED WITH THEM· AND HCM THEY COMP ABED WITll THE 
AM<XJNT OF STRESS OF YOOR CHILD'$ TERMINAL ILLNESS AND DEAIH. 

Rating of Coping ·comparison-With Child's Illness

2 

l. didn't cope at all l. 1111ch leas stress than chil�s illness
2. coped only minimally
3. coped fairly well
4. coped very we 11

EXPERIENCE 

Death (list who) 
Divorce 
Marital Se_paration 
Abortion 
Miscarriage 
Serious Illness- {list what) 
Personal Injury 
Operation' 
Change in Jobs 
Job Losa 
._Re t irepient 
Graduation 
Loved One Leaving Home 
Break-Up of·toved Relationship 
Move/Relocation 
Termination of Psychotherapy 

Other 

2. little less stress than child's illness
3. same amount of stress as 'child's illnes·s
4. a little more stress than child's· _illmss

. S. 1111ch more stre-ss than child's illness
RATmG OF COPDTG Com'ARISON OF AMOUNT OF STRESS 

. {please list any other loss experiences and ra_te_ them also)
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APPENDI X 2--Continued 

OORmG YOUR CHILD'S HOSPITALIZATIONS WHICH OF THESE BEHAVIORS, IF ANY, DID 
YOU PARTIC::IPATE m? (Rate frequenc:y per eac:h week of hospital stay) 

BEHAVIOR 

Rooming-In 

Viaiting _ 

Feeding/Dining with c:hild 

Clothing/Dressing child 

Bathing c:hild 

PARl'ICil'ATION 
O. _ did not participate -
1. did participate 

Helping hospital staff with proc:edurea . __ _ 

Discussing illness with child 

Others (plea .ae liat and rate) 

FREQUENCY 
Rate · per each 
7 day period 

3 

PLEASE CIRCLE THE EXTENT OF YOUR INVOLVEMENT WI'Ill THE HOSPITAL STAFF AROUND YOUR CHILD'S CARE. 

1. not involved 
2. only minimally involved 
3. involved to a significaut extent 
4. completely 1,nvolved 

PLEASE CIRCLE THE EXTENT OF YOUR nNOLVEMl!:NT \iITH YOUR CHILD WILE HE/SHE WAS HOSPITALIZED. 

1. not involved 
2. only minimally involved 
3. involved to a significant extent 
4. c:ompletely involved 

PLEASE RATE YOUR SATISFACTION WITH THE AMOl.lNT OF INVOLVEMl!:NT YOU HAD WITH YOUR CHILD. 

1. dissatisfied 
2 . partially satisfied 
3. mostly satisfied 
4. completely satisfied 

Did your c:hild have au important last wish? 

· If _ Yes, what w_as it? 

Were you able to grant it? 

'Yea No 
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APPENDI X 2-~Continued 

.PLEASE RA:rE YCXJR OVERALL SATISFACTiru WITH THE HEALTH CARE AND TREAn!ENT YOIJl!. 
CRII.D RECEIVED FROM THE FOLLCMING PEOPLE. 

Rating of Satisfaction 
1. dissatisfied 
2. partially satisfied 
3. mostly satisfied 
4. comple,tely satisfied 

~ SATISFAcrrrn WITH CARE .AND TREATMENT 

Faali.ly Physician 

Hospital Physicians 

Hospital Nurses (in-patieut) 

Hospital Social Workers 

Clinic Physicians 

Clinic Nurses 

Teclmiciana 

Cancer Center Staff 

Others (please list) 

Gener~l Overall Care 

~ . TQ YOOR CRII.D ' S DEAl'B DID YOO EVER.: 

Discuss your child's dying with your child? 

Discuss with family the poaaibility that your 
child would die? 

Discuss with someone outside of your family the 
ponibility that your .child would die? 

Think what the future would be without your child? 

Plan the type of death you wanted for your child? 

Acknowledge the fact that your child was going 
to die? 

Gr1eve in anticipation of the . loss of your child? 

Start to partially disengage yourself emotionally 
. from your child? 

Make funeral preparations? 

(Circle) 

YES NO 

YES NO 

YES NO 

YES NO 

YES NO 

YES NO 

YES NO 

YES NO 

YES NO 

Have you ever sought professional treatl!l!nt to help you cope with your child's 
·illness or death? YES NO 

4 
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HOW PREPARED DID YOO FEEL WHEN YOOR CHILD DIED? 

t. not prepared at all 
2. a little prepared, but not enough 
3 • adequately prepared for me 
4. tot .ally prepared 

BEFORE MY CHILD'S ll.UIESS I MANAGED TO COPE WITH LIFE: 

1. not well at all, with major difficulty 
2. not too badly, but with a number of problema 
3. adequately, without too many problems · 
4. very well, without very many problems at all 
5. excellently, without any p_roblem.s 

. . . -

COMP AR.ED TO HCX. I WAS COPING IN LIFE PRIOR TO Mr CJIILD Is n.umss, I FEEL TRA1' 
RIGHT NOW I AM COPING: 

1. 11111ch worse 
2. a little worse 
3. at the same leiiel 
4. a little better 
5. mch better 

I FEEL TRA1' r-HAVE CDF.ED tn:rll. m ·CHILD'S DEATH: 

1. not well at all, with major difficulty 
2. not too badly, but with a number of problems 

. 3. adequately, without ·too msny problems 
4. very well, without very msny problems at all 
5. excellently, without any problems 

. FOR ME, THE MOST DIFFICULT THING ABOUT MY CHILD Is n.umss AND DEA:ra WAS (IS) : 

THE TBING(S) I DID THA:r HELPED ME COPE THE MJST WAS (WERE): 

5 

IF I HAVE PROBLEMS RELA'!ED 'l'O MY CHILD'S n.im:ss AND DEATH THEY SEEM TO &E IN THE AREA(S) OF: 

.. -
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The structured interview is designed to elicit information around 
these general questions pertaining to the major areas to be covered. 

1. Pre-Diagnosis: What led up to your child's being diagnosed? 

2. Diagnosis: Please describe the details surrounding your being 
told that your child was ill. · 

J. Post-Diagnosis: Please describe your reactions in the early 
days and weeks following the diagnosis. 

4. Course of Illness: Please describe the physical course of your 
child's illness. How did you cope throughout the illness? 
What was family lire like? 

5. Terminal P~as~ and Death Event: Please describe what happened 
to you and your child during the terminal phase of the illness. 
Please describe what happended to you and your family when your 
child died. 

6. The Child as Patient: Please describe how your child dealt with 
his/her illness. 

7. Relationship with SFouse: How was your relationship with your 
spouse during the course of your child's illness as compared 
to before? 

8. Relationship with Other Children (if applicable): How was 
your relationship with your other children during the illness 
as compared to before? 

9. Friends and Relatives: Describe the roles that friends and 
relatives played for you during the illness. 

10. Relationships with Physicians and Nurses: Please describe 
the types of relationships you had with your child's physicians 
and nurses. 

11. Religion and FhilOS.£.PDY of Life: Please describe any ways 
in which a religion or personal philosophy of life was helpful 
to you. 

12. Funeral: Please describe whether a funeral service occurred 
and 1ifhat it was like for you. 

lJ. Rebuildir.~ of Life: Please describe what has happened to you 
in . the time ~ince your child has died. 

14. In ~etrospect ... : In retrospect: When was the most difficult? 
v:hen you required the most support?; 1/Jhat recommendations 
would you make to staff? friends? other parents?; ~Jhat are 
the most important things one needs to know/do for pal"ents? 
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ur::vERSITY HOSPITALS OF CLEVELAtlO 
P.l.iIWT COIISHiT FOR INVESTIGATIOtiAL STUDIES 

r;nr OF PROJECT: Grief and Adaptation in P.irents 
\lhosc Children Have Died from Leukenia 

,~scrip:ion ·of Studies: 

As you have discussed vith your doctor, the ~jor purpose of this study is 
to investigate how parents cope durins and after the ten:iinal illness of their­
child. We hope to gain information about the nature of parental grief which 
will enable us to better understand and support parents .• 

Ye will be asking ·you to fill out a ~uestionnaire about how yQu have managed 
since your child has died. This will take approxicately one half hour and 111ay 
be filled out privately at your convenience in your own home. Then we vill 
personally interview you individually about your e~-periences during your child's 
illness: This should take approximately one hour. This interview can take place 
in your own h0111e at a time convenient to you. 

We recognize that there will .be times during this interview that you may 
feel sad talking about your experiences. At the sace time, we believe that this 
information will ultit::1ately be helpful for the dying ·child and his/her siblings. 
A!> it will provide information that may be helpful to other families. 

Although we hope that you will continua until the end of the stud)•• 
you are free to withdraw you-r participation at any time should the investigation 
be too uncomfortable or time consuming for you. You l:13Y also feel free to ask 

-- any questions you may have at eny point during the .study and to decline to 
· answer questions that you feel are too stressful or personal. 

The information that you provide will be recorded and added to that 
i:eceived from other parents. 'l-1e will not identify you or your child I s ume. 
All information will remain confidential to our personnel. In the event of 
publication or reporting, you . end your family will not be identified by name. 

______________ has described to Ill! what is going to be done, how it is 
ng to be done. the risks. hazards and benefits involved. and will be. available for 
·stions at_..,......----,-• I understand that my decision to participate or not to particip.!t~ 
this study will not alter my usual health care. In the use of infonnation generated fro~ 

·se studies, my identity will remain anonymous. 1 am aware that I may 1·lithdraw from this 
dy at any time. I furth'!r understand that in the event of physical injury or illness 
.~rring :.or.~ resu1tinc from the research procedures, · University Hospitals ~ill not 
•·dd: free ~cical car; o:- co:n;iensation for lost wag!!S . . The undersigned volunteers to 
ticipate in this proje:t to be conducted at least in p~rt at the University Hospitals 
Cleveland. 

iSr.!ture ____________________ _:Age_Date _____________ _ 

~rer.t or Gu.!rcian Si;~:ture ______________ ...,..---,--..---------,---
(If ~ubject is a minor) 

i tn'!ssc: bv --~---------Date, __________ __..;. __ 
'1:ill, .: --i·s,~:- ,!-:urt, o:FroJt·Ct lnvest19Jtor) 
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@ Copyright 1979 
T. A. Rando, M.A. PARENTAL EXPERIENCE ASSESSMENT FORM 

(original vor1ion) . . . 

FLE .. ~SE INDICATE THE SOURCE, QUALITY. AHO FREQum:cy OF SUPPORT 
YOU ~ECC\'ED DURH'.G YOUR CHILD' s TEm.m:I\L IL!.,t;ESS. 

Ra~i~R of Qualitv 

l;r.ot helpful, actually harmful 
2=~~t helpful, but didn't hurt 
J~hslpej a little 
4=sig:.ificant help 
5=couldr.'t have managed without it 

SOURCE RATE QUALITY 

FAMILY 
spouse 

parent-mother 

-father 

siblings-sister 

-brother 

grandparents 

other relatives 

FRIENDS 

ORGANIZATIOi-'.S 
church 
employment 
community agency 
club/organization 

HOSPITAL !>TAFF 

OTl-F"R PARE~'.TS OF 
T::?.1,'.! r:.c, :L: I:.L CHILDREN 

RELIG I or:/PHILOS O?HY 
OF LI?E 

O'!'E~:-< 
\~ ~oks, lectures, 
v:or: ·:::hops, T'/, 
:r.·J·,ies, etc.) 

fle~~~ list belo w. 

~!ho/v;ila t r,=-ov ic.ed ,3:reatast support'? 

P.atin~ of Frequency 

l=never 
2=once in a while 
)=frequently 
4=rnost of · the time 
5=all of the time 

RATE FREQUENCY 
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FLEA.SE INDICATE ANY OP THE FOLLO'iJING EXPERIENCES YOU J.;AY HAVE 

HAD BY RATU:G Tl!EJ.; ACCOnDrnc TO THE DEGREE YOU FEEL 'I'HAT YOU COPED 

\HTH .T!lEr,: AND HO':I THEY cor,1PARED TO THE At.,ourT OF STR~S OF YOUR CHILD'S 

TE?.r.:1 r:;.1 ILLNESS A[•;l) DEATH. 

· Ra";in~ of Coping 
1. didn't cope at all 
2. coped only minimally 
J. coped fairly well 
4. coped very well 

EXFEIUEt !CE RATH!G OF COPING 
(Please note specific 
people/diagnoses etc) 

Death 
Divorce 
Marital Separation 
Abortion 
Miscarriage 
Serious Illness 
Personal Injury 
Operation 

.Change in Jobs 
Job Loss 
Retirement 
Graduation 
Loved One Leaving Home 
Break-up of Loved 

Relationship 
r.1oves 
Ternination of 

Ps;-;chotherapy 
Jail Ser: tence 

Other 
(flease list) 

Comparison with Child's Illness 
1. much less stress 
2. little less stress 
J. same amount of stress 
4. a little more stress 
5. much more stress 

COMPARISON OF AMOUNT OF STRESS 

, 
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APPENDIX 5--Continued 

DURrnG YOUR CHILD'S HOSPI'l'ALIZATIONS \'!HICH BEHAVIORS, :w At:Y, DID 
YOU FARTICIPATE Irl? Rate Frequency per each week of stay in hospital. 

Roor.iing-In 
Visiting 
Feeding/Dining with child 
Clothing/Dressing 
Bathing 
Helping with Procedures 
Discussing Illness 

with child 
Others 

(Please list) 

PARTICIPATION 
o. did not participate 
1. did participate 

Did your child have an important last wish? 
If yes, what was it? 

\fas it able to be granted by you? 

·FREQUENCY 
Rate frequency 
in each 7 day 
period. 

PLEASE RATE THE EXTEl'!T OF YOUR INVOLVEUENT mTH YOUR CHILD WHILE 
HE/SHE \•JAS HOSPITALIZED UNDER THE DOCTORS' CARE __ . _____ _ 

1. not involved 
2. onl:,· minimally involved 
J. involved to a significant extent 
Ii. complete1~, involved 

PLEt.SE RATE YOUR SATISFACTION WITH THE AMOUNT OF YOUR I ;•!VOLVErt.ENT __ _ 

.L. 

2. 

dh;sa-:isfied 
partially satisfied 

J. mostly satisfied 
I;. co1::plctely satisfie:d 



' 
r 

:.. 

,. 

t. 

" 

f;, 
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APPENDIX 5--Continued 

PLEASE RATE YOUR OVERALL SATISFACTIO�: \'/ITH THE HEALTH CARE YOUR 

CHILD RECEIVED FROr:. THE FOLLO,JU:G PEOPLE. 

Rating of Satisfaction 

l, disatisfied 

2. partially satisfied

J. mostly satisfied

4. completely satisfied

SOURCE 

Family Physician 

Hospital Physicians 

Hospital Nurses 

Clinic Physicians 

Clinic Nurses 

Te.chnicians 

Others 
(Please list) 

General Overall Care 

RATING OF SATISFACTION WITH CARE 



b 
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APPENDIX 5--Continued 

DEFORE r:JY CHILD'S ILLNESS I MANACED TO COPE WITH LIFE ____ _

1, 'not well at all, but with major difficulty 

2. ·not too badly,. but with a number of problems
J. adequately, without too many problems

4. -very well, without very many problems at all
5. excellentiy, without·any problems.

COt!.PARED TO HOW I WAS COPI�IG IN LIFE PRIOR TO ?,lY CHILD'S ILLNESS 
I FEEL THAT RIGHT NO,'! I AM· COPING 

1. much worse

2. a little worse
J. at the same level
4. a little better
5 •· much better

-------

I FEEL THAT I HAVE COPED WITH r.lY CHILD'S DEATH ____ _ 

1. not well at all, but with major difficulty

2, not too badly, but with a number of problems
J. adequately, without too many problems
4. very well, without very many problems at all
5. excellently, wi.thout any problems

IF I HAVE PROBLEMS THEY SEEM TO BE IN THE AREA(S) OF 
-----

�CR 1,;E, THE j.;osT DIFFICULT THU:G ABOUT f.l'Y CHILD'S ILLNESS AND 
DE;.TH �-J,:..3 (IS) 

Ti-E. THI'.:G ( S) I DID THAT ilELPED f,iE COPE THE iWST �lAS (\'JERE) 
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