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to a statistically significant level on the variables of Somatiza-
tion and number of participation behaviors during fhe child's
hospitalizations. Parents appeared overwhelmingly satisfied 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 forty
families at Stanford Medical School, found that thirty-
six out of the families (90%) were seriously disrupted
by the critical illness of a child in the family. For
example, twenty-eight of the families (70%) reported serious
marital problems. Moreover, since the end of the study,
nine of the couples have been divorced (23%). Approxi-
mately half the siblings (43 of 97 surviving children=44%)
experienced adjustment problems, parent-child problems, and
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 under psychiatric
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.



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 parental
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 investiéation of the experiences of fathers. For these reasons,
the results of the initial pioneering studies are less applicable
to present clinicalireality. Their neglect 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



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
will 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-death grief experience:

Prediction 1A: 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.

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.

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.



(3)

(4)

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 Experience 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.

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 subscale score of
Loss 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



(5)

(6)

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 longer the length of time since the

death, the lower will be the parental subscale score of
Atypical Responses 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 4I: The longer the length of time since the
death, the higher will‘be the parental ratingé of subse-
quent adjustment.

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 andAfathers
on the Grief Experience Inventory.

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



(7

(8)

6

scores of Rumination from the Grief Experience In-
véntory;_

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 assoqiation between the
number of.the anticipatory grief behaviors engaged in by
the parent prior to the death and their ratings of subse-
quent adjustmeng'since tﬁe 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 6f
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.
Parental participation in the care of the dying child is

related to post-death grief experience:



Prediction 8A: 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 8B: 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.

Prediction 8C: 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 parehtal satisfaction with the child's
treatment experiences {(evaluation of child's treatment
experiences).

Prediction 8D: 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 8E: The more the parents participated in the

care of the hospitalized child, the lower will be the

Grief Experience Inventory subscale score of Rumination.



CHAPTER II
REVIEW OF LITERATURE

Although in recent 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, howevér, 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 childhood terminal illness.

One might hypothesize about the reason for most of the
reséarch falling within the realms of grief and childhood té be
devoted to the study of the child whose parent dies, and not to
the reverse. Perhaés the "magicai thinking" of childhood, wherein
there is the fear that if one thinks or says something it will
come to pass in reality, i§ not restricted solely 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.



Furman (1976, pp. 233-234) addressed the particular diffi-
culties inherent in the processes of mourning for one's child.
Although written to describe the grief of parents over the death of
a newborn, 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 the
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 c¢hild 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 additional 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 helplessness 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 situation 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. 1In
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-aged 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 foilowing:
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 questibn 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, Desharais, 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
reaction;. Parental grief resulted in more somatic reactions and
greater depression, anger, guilt, 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 elevgn 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 literature specific to parents of terminally ill children.

Major Investigations of Parents of
Terminally Ill Children

In.1955, Bozeman, Orbach, and Sutherland chronicled the
adaptatioﬁ 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 initiél
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 attémpts to prove the doctor and the diagnosis incorrect.
Denial occurred in two ways: through 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.
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They describe parts of the mourning process in the normal per-
son as including: withdrawal, feelings of unworthiness, preoccupation
with thoughts of earlier experiences 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 and 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 froh 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 pa;ticipation in the care of the terﬁinally ill
child.

Solnit and Green (1959) discuss psychologic assistancevfor
the family of the terminally ill child at various points within the
terminal iliness. The physician is advised to repéat the diagnosis
as often as warranted by the admixture of denial and shock present
in the parents. The physician is admonished against stating definite
time trajectories and cautioned against cénsure of the parental
reactions. Parents are expected to be offered the opportunity to
be at hand 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 weré 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 éurvives 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 study is an attempt to isolate and
examine the mother's reactions to this death threat. The findings
revealed that, when the disease lasted four montgs 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 reality and to
direct energy toward realistic measures that offered hope of prolonging
the child's life, while emotionally starting to separate fhemselves
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 by
improved integration also charaeterized the terminal phase.

These same authors (Knudson and Natterson 1960) also wrote
on the participation of parents in the hospital care of their fatally
i1l children. 1In this paper they 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.” 1In addition
they are enabled to cope with their own separation anxiety. Not
summarized in this review is the observations on the child's adjust-

ment and the description of the program at the City of Hope Medical
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Medical Center in Duarte, California, wherein both investigations took
place, with both topics héving been addressed in each study.

An investigation using behavioral observations of parents
anticipating 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 weré "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
harked 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 them. 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 sérved 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 more strongly assert that most parents

. . . were abie 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-esteemn.
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 weekly staff meetings

in which social and emotional pfoblems of the families 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, with 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 identified 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 feeliﬁgs of shock apd 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 fér medical information and a considerable
preoccupation with the death. Later this was modified to a concern
with more immediate 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, the more successfully the family had worked
through its grief reactions, 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 thé 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
and 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. 1In 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
privilegesl 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 amountvof 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 ahthors 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 vVariables Investigated

The eight major hypotheses and the variables they test fall
into three main categories: personal characteristics influencing
parental experience and adaptation; time factors influencing parental
experience and adaptation; and parental experience during the illness.
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 literature specific to parents of termi-

nally ill children.
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vDuring 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. Relafives 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 frequently 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 management of mothers of terminally
i1}l children are delineated for the physician, nurse, clinical case
worker, and hospital administrator.

In 1955 Richmond and Waisman investigated the psychologic
aspects of management of children with malignant diseases. 1In
the study of these forty—eight children they describe the clinical
impressions they feceived about the parents of such children. The
authors note that one of the physician's most important roles is to as-
sist the pérents with the integration of the tragic event of their
child's terminal illness into their life experience (p. 44). They state:

Perhaps at no other time does the previous integration of
the personality and of the family unit reflect itself so

clearly as it does during the severe emotional stress
associated with mourning.
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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).

Numerous writers have suggested that previous loss experience
is a determinant of the individual's bereavement and grief. With
regard to widows, Parkes (1975, 1972) and Maddison (1968) report that
brevious life crises (including loss experiences), especially when
occurring within a two-year period prior to the bereavement, are
significantly related to poorer outcome. It has long been held that
early parentai loss by death, divorce, or separation will seriously
impede the consequent socioemotional development of the child and
his/her capacity to handle future losses effectively as well as pave
the way for anxiety, the need for defences, and psychopathology
(Freud 1926; Bowlby 1973).

Friedman (1967) spoke specifically about parents of dying
children and noted that parental adjustment to the illness of their
child reflects to varying degrees the parents'.previous experiences
with illness and death (constituting both "real" and "symbolic"
losses}, their previous modes of coping with past crises, and the
idiosyncratic meaning the child has for the parent. Kennell, Slyter,
and Klaus (1970) researched the mourning of mothers after the loss
of a newborn. They found that high mourning was associated with
the previous loss of a baby.

The research inbsexual differences as determinants of be-

reavement has been mixed. Much of the descriptive literature reports
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that the social role of the male and the increased maternal-child
involvement during the illness predispose the father to less partici-
pation during the child's illness; more suppression of overt.grief-'
expression; decreased self-esteem; and feelings of guilt, rejection,
and exclusion (Volkart and Michael 1957; Nolfi 1967; Binger et al.
1969; McCollum and Schwartz 1972; Burton 1974b; and Travis 1976).
Generally the literature has described the father in less~than-
desirable terms.

The more empirical research that is available is mixed in
results. In an overview of bereavement research Vachon (1976) notes
that most of the research has been conducted with women as subjects.
Yet she finds that what evidence that is available on males suggests
that the risks of bereavement may well be éreater for the widower.
This finding is similar to that of Glick, Weiss, and Parkes (1974)
who discovered that although men appear to move more rapidly toward
social recovery following a bereavement {spouse) than do women, they
actually move relatively slower toward emotional recovery. They also
report that the "proper" male reaction centers around realism and
control, hence the findings that compared to women men are mofe un-
able/unwilling to display grief; ended any emotional display of grief
quicker in terms of length of time after the death; were initially
higher in guilt which then decreased; and were more realistic and
quicker to accept the death. However, other studies suggest that
women usually come out of bereavement worse than men {(cited in
Parkes 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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Desmarals, and Winokur (1968) found rcsulls similar Lo Sanders (1977)
which indicate that most bereavement 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 there was a
" statistically significant difference between males and females in the
femalesﬂ greater use of medications and more frequent crying behavior.

The empirical research on sexual differences among parents of
dying children is minimal. Hamovitch (1964) found that fathers evi-
denced worse subsequent adjustment after the child's death than did
the mothér. He related this to the mothers' intense participation
with the child which he believed facilitated anticipatory grief. 1In
addition he felt thét 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 certain bereavement indicators. Townes,
Wola, and Holmes (1974) discovered that fathers were more accepting
of the deaph than. were the mothers and that they felt less life change
for them subsequent to it as compared to their spouses. Benfield,
Leib, and Vollman (1978) found that the mean of the grief experience
was significantly higher for mothers than for fathers after the death
of a newborn.

Time Factors Influencing Parental
Experience and Adaptation

There are two time dimensions which were examined in this

investigation. The first time dimension is the Length of the Child's

Illness (Hypothesis 3) and the second concerns the Length of Time



27

Since the Death (Hypothesis 4).

Much of the writing about the length of illness as a deter-
minant in bereavement is enmeshed in discussion about anticipatory
grief in the bereavement literature (for citations see section on
Anticipatory Grief). The findings have been mixed. 1In studying one
hundred and two bereaved individuals, Sanders (1977) found no relation-
ship between length of illness and outcome. Clayton, Desmarais, and
Winokur (1968) observed that with the exception of anorexia and weight
loss there was no significant relationship between the duration of
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); and Parkes (1975).
Maddison (1968) found that sudden death, or death with minimal warn-
ing did not necessarily lead to a worse outcome. He also found that
a profracted death associated with severe suffering and disfigurement
maxiﬁized pre-existing ambivalence and lead to feelings of guilt and
inadequacy. It appeared to create a greater intrapsychic and physical
strain than did suddén death. In the same vein, Gerber et al. (1975)
discovefed that in a sample of the elderly, chronic fatal illnesses
of more than a six-month duration predisposed the bereaved to poorer
medical adjustment. Schwab et al. (1975) reported similar results
and found that extended illnesses past one year were related to more
intense grief reactions subsequent to the death.

With specific regard to the experience of parents of terminally

ill children significant changes have occurred in the last two decades.
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Townes and 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.

Invéstigators of parents of terminally ill children are split
in their beliefs about the impact of the length of the child'é 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 newborn; 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 unrelated 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. WNatterson and Knudson (1960); Knudéon 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 deafh. 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 typical 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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anticipatory grief; and finally a "calm" acceptance of the death,

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

All three investigations generated findings identifying such a

process and length of time as necessary for good subsequenf 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 gfief. 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
Liﬁdemann'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 montﬁs after
the death; and Gorer (1965) who observed thaf nineteen percent of his
sémple felt that the adage about time healing was inappropriate and
that they would never get over the death. 1In 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 (ene 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 reconciliatien.

There are only two quasi-experimental studies which address
the impact of_time on the grief of bereaved parente. 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 Grief Is Related to Post-
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 eo Parental Grief Experience); and
Hypothesis 1 (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. Thg 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 dig, 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 anticipatory 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

i1l member, rehearse his death, and attempt to adjust to the
various consequences of it.
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After this important article anticipatory grief became a
subject greatly 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 5eing mourning that
was longer in duration but less intense compared to post-death mourn-
ing. He noted (p. 405) the positive aspects of anticipatory grief as
providing "a powerful family-affective experience" enab1ing 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, méurning 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 fulleét 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 jﬁdgments 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
reactions 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 grief reaction, and
Parkes' (1972) finding that more emotional disturbance occurred in
widows following deaths for which they had little time to prepare,
may be accounted for by the fact that a long period of anticipation
increases both the duration 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. (In other ways
they are very similar.)

Aldrich also raises a provocative point when wondering whether
a period of anticipation could actually 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 between anticipatory and conventional grief
despite many similarities. Urinary l17-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)



35

that there was a positive correlation between longer advance warning
and eventual satisfactbry adjustment to widowhood.

The value of advance warning seemed to be that it allowed

emotional preparation for the loss. Loss without prepara-

tion almost seemed to overwhelm the adaptative capacities

of the individual. Grief might not be augmented, but

capacity to cope seemed diminished.
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 accompénying finding that those whose loss was
not anticipated had less likelihood of regaining full capacity for
functioning‘and happiness. Glick et al. found that widows without
time for anticipatory grief d4id 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 ahticipated the death
of their husbands as among those who did not. ItAwas 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 of the loss, and
began to wish that death would release both their husbands ahd 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 depréssion, etc., prior to death is not associated with diminished

grief after. This corroborates the findings of Clayton, Halikas,
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Maurice, aﬁd 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 dyiné children and their parents.
The detailed studies presented earlier in the Review of Literature
section describe 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. Natterson 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 aeny the reality, followed by the second phase in which
they tended to accept the reality and to direct £heir 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-
-tationé of the anticipatory grief.

Friedman et al. (1963) wrote that the grief process was usually
quite apparent by the fourth mohth of the illness. It evolved as the
disease progressed aﬁd 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 preoccupation with thoughts of
thé child and continued with a process of resigning oneself to the in-
evitable, a narrowing of hope, and an increased iﬁvolvement with other
children on the ward, sometimes to the neglect of their own child.

The death was genefally taken calmly but with "appropriate expression
of affect” (not defined in article). fhey observed that the absence
of anticipatory grief resulted in a more prolonged and distressing
grief reéction 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 months (a "magic" time span in these studies). The process
entailed the parents changing from a purely intellectual to an emo-
tional accéptance of the fatal nature of the disease with a gradual
curtailmenf and constriction of hope. The expressions of grief
gvident 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 whiie 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 féshioﬁ than if death had occurred without a period of
anticipatory grief. They reported a reciprocal relationship with
énticipatory 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. Friédman 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 uéu—
ally had control of their grief. The exception fo 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 Qf the parents éver the
circumstances under which their child would die.

Iﬁ 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 reéult in parents being ill-prepared and
unable to mobilize their resourceé 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 kl976) 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. Ih 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 agaihst 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 parents 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 aspecté or "part
processes”: Acknowledgment--becoming progressively convinced that
the child's death is inevitable; Grieving--experiencing and ex-
pressing the emotional impact of the anticipated loss and the phys-
Ecal, 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; Detachment--withdrawing emotional
investment from the child as a growing being With a réal 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 differentiatea and focused: acute emotional pain char-
acteristic of the early reactions becomes more tempered melancholy
accompanied by active articulation 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 the significant
emotional investment in the child that had been maintained
through the entire 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 Béth anticipatory grief and the.ca;e of their
child.

This lengthy review of the literature (both gehgral and spe-
cific to parents of terminally ill chi;dren) has beeﬁ undertaken due
to the importance of tﬂe procesé aﬁd the mixture of coﬁsistent and
inconsistent,fipdings that have been generated in its investigation.
Theoretically, anticipatory grief commences at the moment of percépﬁion
of potential loss, and hénce, the entire.experience of their ch;ld'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 p;evious 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 experienced4iﬁ some manner
during a terminal illnéss; the lack of anficipatory grief appears more -
often than not to adversely influence the post-death grief experience;
anticipatofy 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 fo the death may contribute to a prematu;e
deéathexis'which leaves the patient abandoned while facilitating ac-

ceptance of the death on the part 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
physical 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 for the child; second, feelings of guilt are somewhat
relieved by the expenditure of personal effort in the 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 Natterson (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 salutory
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 dying 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 extent 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' ability to recognize other reality
demands 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 (Parentél Evaluation of Their Child's Treat-
ment Experiences Are Related to Parental Grief Expefience) 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
»Ireported that nearly half the mothers commented on their satisfaction
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 improyement.

Biﬁger et al. (1969) noted that in general most parents were
well satisfied with the clinic and the professional team. When com-
plainfs 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 professibnal staff became more remote. It was
also reported ﬁhat those parents witﬁ the most negative attitudes
toward the staff were those whose children had the shortest course

of illness. These children were usually the sickest and did hot have
remissions; they were a constant source of distress to both parents
and staff.

Corroborating the premise that pqrental 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 wfote that "parental acceptance was related to atti-
tudes téward 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 experienced 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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unknown, length of time to complete the mourning process
successfully due to their greater 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 operatipn when he discusses a major finding in
the 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 done everything
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 numeroﬁs 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 few). 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 by Spinetta, Swarner, Kard,
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and Sheposh (1978) who identified a "viable 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 IIT
METHODOLOGY

This investigation. is retrospective in nature. Given the
field of study there is ample 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 thé subjects
to be investigated. 1In 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 ﬁo 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. 1In fact, they report on their inability to secure the informa-
tion they had needed in order to satisfy their original research re-
guirements. They were forced to utilize retrospective data: “;n
pléce 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 adjustors and interviews with social ser-
vice workers, or indeed by the routine of the ward itself." And
others raise ethicél 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 1954; and Benfield et al. 1978).
Nearly all other studies which investigate parental experienceAin
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 cﬁild. 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 daté 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
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Interview; (3) It is advisable to alert the subject to the problem
of bias in recall. This was done 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 tb 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 Gfief Experience Inventory
and the Parental Experience Assessment Form.

Justification for the use of non-experimental research is
becoming more prominent in the social sciences, in order to obtain
a ﬁore 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 rathei had been offered as a valﬁable
companion to the experimental endeavor. This present study has atj
tempted to integrate these two types of research.

Further jus£ification 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 ﬁniversal 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 subjects were fifty-four pafents (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 weré 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 pafents 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 ﬁad already married into the families priof 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 fifty-six percent of the parents having gone on
to traiﬁing or education past the high school level. Sixty-one percent
of the parénts were of a Protestant denomination. Thirty percent of
them were Catholic and nine percent reéorted 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 back-

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 1
summarizes the soéio—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 letfer to one was returned,  and
nothing was ever heard of the other two--prohibiting knowledge éf
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 fhese, 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 6n the day of thé 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 1

PARENTAL SOCIOECONOMIC PROFILES

Case ) Yearly Highest Level Ethnic
# Sex Age Occupation Income of Education Background Religion
1 father 31 executive 27.0 K B.S. Polish Lutheran
2 mother 26 housewife NA 1 yr. college Czech Lutheran
3 mother 29 cook 3.12 K* 12+ American Pentecostal
4 father 29 teacher 8.0 B.A.+ Irish/Dutch Pentacostal
5 father 41 executive V.P. 50.0 Ph.D. German Protestant
of company
6 mother 37 housewife NA B.A. German Protestant
mother 32 office work 3.9 2+ yr. college Slovak Lutheran
8 s/father 29 Fed. Inspector 20.0+ K 1 yr. college Slovak Catholic ul
U.S. Treasury IS
9 mother 51 former secy. NA H.S. Hungarian Lutheran
10 s/father 48 electric co. 20.0 K H.S.+ English Lutheran
supervisor
11 father 30 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 nurging diploma Irish/German Catholic
14 father 28 meat cutter 17.0 H.S. English Baptist
15 . father 38 traffic mgr. 20-25 2+ yr. college Po}ish Episcopal
16 mother 37 housewife NA LPN training Polish Episcopal
17 father 55 private 20.8 K 1 yr. H.S. Slovak Catholic
investigator
18 mother 49 clerk 5.2 K H.S. Slovak/Russian Catholic
19 mother 32 former nurse NA B.S. English/American Methodist
20 father omitted physician 40-45 K M.D. French/English Methodist



TABLE 1~-Continued

Case Yearly Highest Level Ethnic
# Sex Age Occupation Income of Education Background Religion
21 mother 43 housewife NA 11 Lebonese/Italian Catholic
Bohemian
22 father 46 dock hand 24.0 H.S. Irish/Dutch Catholic
23 father 34 maintenance 15-20 H.S. German Lutheran
24 mother 31 housewife NA H.S. Polish Lutheran
25 father 36 management 70.0 K M.S. Italian None
consultant
26 mother s housewife NA B.S. Scotch/German None
27 father 45 plumber 28.0 K H.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
Dutch
32 s8/father 41 plant 18.5 X trade school Hungarian/Slovak Catholic
supervisor
33 father 35 bailiff 17.0 KX 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
mechanic Hungarian
37 mother 57 housewife NA H.S. Austrian Protestant
38 father 419 office work 14.0 K 12+ English/Gexrman None
39 mother 39 billiné clerk 10.0 K H.S. Italian Catholic
40 father 42 set-up man 20.0 K H.S. Croatian Catholic
411 father 49 plumber 20.0 K H.S. German Methodist

qS



TABLE 1--Continued

Case Yearly Highest Level Ethnic
# Sex Age Occupation Income of Education Background Religion
42 mother 49 housewife NA H.S. English/XIrish 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. college Scotch Protestant
17 mother 42 postal clerk 16.0 H.S. Afro-American Presbyterian
48 father 45 postal clerk 19.0 1 yr. college Afro-American Presbyterian
49 father 51 electric co. 21.0 H.S. German Catholic "
operations mgr. o2}
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 K H.S. Omitted Christian
53 father 43 teacher 16.0 K B.A.+ German Lutheran
54 mother’ kl:] 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 assigtant 5.2 K* H.S. Scotch/English Protestant
Irish
LEGEND: s/father = gtepfather NA = not applicable

+ = gome in additiom, but not enough for new category B.S./B.A. = Bachelor's degree

H.S8. = high school

M.S. = Master's degree

* = part-time work, salary averaged

K = thousand dollars



TABLE 2

MEDICAL PROFILES FOR DECEASED CHILDREN

Case Length of Age at Time Since
L Cchila Diagnosis ’ Illness Death Death
1 female-C. Rhabdomyosarcoma 2m, 74 6m 1lm, 74
2 male -R. Wilms Tumor ly, 9m,28d 9y, 4m, 74 2m,10d
3 female-D. Wilms Tumor 2m,28d 2y, 4m, 8d 1lm, 64
4 female-M.J. Ewings Sarcoma ly, 8m,23d 9y, 2m,12d 11lm,20d
s female~L. Burkitts Lymphoma ly, 3m, 1d 19y,10m, 94 2y, 9m,13d
6 male -E. Acute Lymphoblastic 3y, 3m,25d 7y, 3m,26d ly, 9m
Leukemia
7 male -R. Acute Monocytic Im,21d ly, ,264 -2y, m, 44
Leukemia
8 female-T. Hemoblastoma 4m, 294 ly, Tm, 8d 2y,11lm,27a
9 female-~B. Acute Lymphoblastic 10m, 26d 14y, 2m,18d4 2y, 7m,l4d
Leukemia .
10 female-A. Neuroblastoma Im, 84 2y, 44’ m, 204
11 female-M. Burkitts Lymphoma 3m, 294 9y, 2m, 54 2y, 9m,l2a
12 female-R. Acute Lymphoblastic 9m, 74 6y, 3m,174 2y, 4m
Leukemia
13 male -P. Acute Monocytic ly, 2m, 24 1ly, 7m,15d 2y,10m, 24
: Leukemia
14 male -D. Embryonal ly, 8m,16d 17y, m,23d ly,10m, 144
Adenocarcinoma
15¢

*case dropped due to parents' fallure to complete measurements

LS



TABLE 2--Continued

Case Length of Age at Time Since

# chila Diagnosis Illness Death Death

16 male -J. Ewings Sarcoma 3m, 3d 16y, 144 ly, 4m, 54

17 male -J. Acute Monocytic m 10y,11m, 204 9m,23d
Leukemia

18 male -P. Congenital 6d 74 ly, 134
Erythroleukemia

19 male -P. Acute Lymphoblastic Sy, 3m, 64 10y, 3m, 34 ‘ 2y, 9m,274

) Leukemia and

Burkitts Lymphoma

20 female-M. Ewings Sarcoma ly,10m, 54 13y, 4m, 24 2y, 5d

21 female-G. Acute Lymphoblastic 3y, 8m, 54 19y, S5m, 8d 2y, 5m, 7d
Leukemia

22 male -K. Osteogenic Sarcoma ly, 3m, 54 18y, 9m,25d 2y, 3m,15d

23 male -M. Acute Lymphoblastic 2m, 25d Sy, 8m,21d ly,10m, 1d
Leukemia . ,

24 male -R. Acute Lymphoblastic 2y, 4m, 234 9y, 8m,29d ly, 3m,19d
Leukemia

25 male -J. Synovial Cell Sarcoma 2y, 104 20y, 3m,18d 6m, 264

26 male -R. Burkitts Lymphoma 9m, 284 Sy, 5m,29d 2y,10m,27d4

27 male -M. Ewings Sarcoma 7y, Tm, 24 18y, Bm,21d 5m, 144

28 female~J. Acute Lymphoblastic 2m, 7d 3y, 1lm,16d 2y, Om, 44

Leukemia

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

LEGEND: y = year

m = month

d = day

89
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the patients referred are from other parts of the state, country, and,
in somevinstances, from foreign countries. Over nine thousand children
are admitted to Rainbow Babies and Childrens Hospital each year and
approximately seventy thousand visits are made to the ambulatory clinics
and the emergency care.center. The hospital has over thirty major
divisions and services for the children and thirty-nine special chil-
dren's aiagnostic 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 treétment of cancer.
The treaters of the child are cognizant of approaching the child as a
whole 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 éompletely 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. 1In 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 pnderstanding 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 ;everal 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 l) 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 instrument has received norming on various populations
including a sample of parents whose children died from various causes.
For purposes of this investigation the following scéles have been
chosen as most valid and will be used accordingly: Atypical Responses,
Despair, Anger/Hostility, Loss of Control, Rumination, Dépersonaliza-
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 tendenéy»to endorse items which less than thnty-five percent of
thé normative sample endorsed. It spans a variety of content areas
and, in this study, is taken as an index of abnormality‘éf 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
of irritation, anger, and feelings of unjustice. Loss of Contfol 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 rétionally—derived scale
measuring the numbnéss, 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 been
addressed in the Structured Interview for which the parents provided
objective ratings. 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.

Hospital 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 hospitalizations, 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, Anger/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 pré—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 thé 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 npmber of problems;
(3) adeguately, 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 variablesvwhen 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 regults were described in the forh 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: Discuss your child's dying with your
child?; Discuss with someone outside of your family the possibility
that your thild 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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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
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22 31 53
The exact probabilities method yielded p = .1594. The associa-

tion wasnot 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 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

The range of responses for this 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.
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TABLE 4

SUPPORT RECEIVED BY PARENTS AND ATYPICAL
RESPONSES SUBSCALE SCORES

Support
Lo Hi
~ o Lo 8 14 22
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n 9
>,1Q1
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m
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 by the parents as having been success-
fully coped with were psed as the sum of previous loss experience.
The degree of successful coping was measured by the follbwing 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



71

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 subseguent
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
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The exact_prbbabilitiés method yiglded P = .2250. There was
no significant association between the vafiables. The prediction was
not supported. Seventy-nine percent of the parents rated themselves
as having high adjustment. Of those who hadvhigh subsequent adjust-
ment sixty-four pércent,had low previous loss scores. Aithough the
low subsequent adjustment subjects were split almost evenly on pre-

) viéus 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
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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 group
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
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a number of problems; (3) adequately, without too mény 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 as 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
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The exact probabilities method yielded p = .2200 indicating

no significant association. The prediction was not supported. Seventy-
four percent ofvall 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 between 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

Length of Illness

0<6 6<18 18+

]
0
g Lo 8 4 12 24
ol
0]
o
% Hi 11 10 7 28
e .
oy
19 14 19 52

A chi-square analysis rendered 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 period may 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+

>
Fe]
I
5 Lo 11 7 8 26
1]
(¢}
g
5 oHi 9 7 12 28
o
o
=8

20 14 20 54

The chi-square method generated )(2 = .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.

TABLE 10

LENGTH OF ILLNESS AND ATYPICAL
RESPONSES SCORES

Length of Illness

0<6 6<18 18+

Lo 9 () 7 22
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Atypical
Responses

20 14 20 54

The chi-square method yielded x2 = .4502 (p>.05) and revealed
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 months ago; Time Period II includes those whose
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child died more than lé 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, 1l months, and 27 days. Each time period was di-
vided in half (into six—m;nth 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 mearn
raw scores of the GEI subscaies according to time periods. Under each
table is the p-value derived from the Exact Probabilitiés Method or
the x2 valﬁe 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.

TABLE 11

LENGTH OF TIME SINCE DEATH AND
LOSS OF CONTROL SCORES

Time Period I . Time Period II

-Months Since Death ' ‘Months Since Death
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p = .3022 p = .0076
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TABLE 11--Continued
Time Period III
Months Since Death

24<30 30<36

~
o)
bl .
o Lo 1 7 8
e} .
S .
W
o) .
o Hi 7 11 18
)
Q
=
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
ﬁonths 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 deéth_for parents in their second year of bereave-
ment. There was ﬁo 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
digd less than 6 months prior to the study and 2 times more than those
who scored low within the same time periqd, suggesting an increase in
Loss of Control experienced witﬁin the second half of the first year.
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
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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 and Despair scores.

TABLE 12

LENGTH OF TIME SINCE DEATH
AND DESPAIR SCORES

Time Period I Time Period II
Months Since Death Months Since Death
0<6 6<12 12<18 18<24
g Lo 1 6 7 4 Lo 5 3 8
. -
s ©
o of
0 )
] . ] .
o  Hi 3 6 9 O Hi 1 3 4
4 12 16 6 6 12
p = .3231 p = .2424

Time Period III

Months Since Death

24<30 30<36

5 Lo 4 11 15

©

jon

0]

Q

0 Hi 4 7 11
8 18 26

p = .2883

There were no significant associations found within any of

the three time periods.
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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 depersoﬁalization 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 thase 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 eqﬁal split in low/high levels found within the first 6 months
of that time period.
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

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.

TABLE 14

LENGTH OF TIME SINCE DEATH
AND SOMATIZATION SCORES

Time Period I Time Period II
Months Since Death ‘ Months Since Death
0<6 6<12 12<18 18<24
S o
o 0
ﬁ Lo 0 8 8 -4 Lo 4 3 7
S I
N N
.,—( .'_‘
+ D
g Hi 4 4 8 g Hi 2 3 5
& 3
4 12 16 6 6 12

p = .0385 p = .3788
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TABLE 14--Continued
Time Period III
Months Since Death

24<30 30<36

o
O
= Lo 2 10 12
©
N
-
+
© Hi 6 8 14
O
[47]
8 18 26
p = .5075

A signifiéant association (p = .0385) was found in Time Pe-
riod I. This was a reverse association with parents whose child died
earlier in the time period having reported high Somatization scores
and those whose child had died later in the time périod 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 léngth
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 négative 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 copihg.

TABLE 15

"LENGTH OF TIME SINCE DEATH AND DISCREPANCY
'BETWEEN PRE-MORBID AND PRESENT COPING

Time Period I Time Period II

Discrepancy

Months Since Death : Months Since Death
0<6 6<12 - . 12<18 18<24
Pos 1 2 3 ‘ o Pos 3 0 3
] B
=
No g. No
2 6
Change 2 2 4 § Change 4
o
a
Neg 1 8 9 Neg 1 2 3
4 12 16 6 6 12

Time Period 111
Months Since Death

24<30 30<36

o Pos 4 8 12
0 .
o
8 No
)
§ Change 2 4 6
n
.,.‘ .
[a) A
Neg 2 5 7
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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 appeafed to be a pattern of increase in which the per-
centages of parents evidencing positive change increased each year. 1In
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 haif of Time Period III where forty-
seven percent of the parents reported positive changes in their coping.
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.

TABLE 16

LENGTH OF TIME SINCE DEATH AND
ANGER/HOSTILITY SCORES

Time Period I Time Period II
Months Since Death Months Since Death
> >
ﬂ 0<6 6<12 ﬂ 12<18 18<24
r:: —~
. -
B Lo -2 5 7 = Lo 3 3 6
2 2
S Hi 2 7 9 Nt 3 3 6
@ A @
: 3
g 4 12 16 = 6 6 12

p = .3956 p = .4545
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TABLE 17--Continued
Time Period III
Months Since Death

24<30 30<36

n
(]
n
5
8 Lo 4 4 8
n
()]
~
—
S Hi 4 14 18
-
o
>
is]
< 8 18 26
p = .1371

There were no significant associations found within any of
the time periods. 1In 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 Reéponses 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 pafents when compared to the first six
months of that time period. .Therefore, when comparing the three
time periods the percentage of parents with high Atypical Responses
scores increased as the lenéth 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 pos-

sible 12. Table 14 illustrates the association between length of
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time since the death and Rumination scores.

TABLE 18

LENGTH OF TIME SINCE DEATH
AND RUMINATION SCORES

Time Period I Time Period II
Months Since Death Months Since Death
0<6 6<12 12<18 18<24
5 Lo 1 6 7 § 1o 6 3 9
-~ -
+ i)
T a
= =
- . - .
5 Hi 3 6 9 5 Hi 0 .3 3
~ x
4 12 16 6 6 12
p = .3231 p = .0909

Time Period III
Months Since Death

24<30 30<36

o
9 Lo 3 ] 12
is
I
=]
-
g Hi 5 9 14
24
8 18 26
p = .2819

Thgre 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.

TABLE 19

LENGTH OF TIME SINCE DEATH AND RATINGS
OF SUBSEQUENT ADJUSTMENT

Time Period I Time Period II
Months Since Death Months Since Death
g 0<6 = 6<12 e 12<18 18<24
V)]
8 8
g wn
~ Lo 1 1 2 2 Lo 1 1 2
Lol Lol
S P4
L e}
o} . ol .
¢ Hi 3 11 14 $ Hi 5 5 10
& B
g @
3 4 12 16 3 6 6 12
n [47}
p = .4000 p = .5455

Time Period III

Months Since Death

% 24<30 30<36
§
3
-~ Lo 3 4 7
Lo
=y
i)
=R
¢ Hi 5 13 | 18
o'
()
2
3 8 17 25
wn
p= .2773

There were no significant associations found within the three.

time periods. However, for the majority of parents across the entire
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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' presenﬁ 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 peripds.

Fig. 1. Mean GEI subscale, subsequent adjustment and
Discrepancy scores for parents in three time periods.

(T.P. = Time Period)
4.69
4.08
T.P.1 T.P.2 T.P.3
(0<12 mos) (12<24 mos) (24<36 mos)
a. Loss of Control
5.19
4.27
3.33
T.P.1 T.P.2 T.P.3
(0<12 mos) (12<24 mos) (24<36 mos)

b. Despair



20

Fig. l1--Continued
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, -0.39
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e. Discrepancy Between Pre-Morbid
and Present Coping
— ////_:.19
.56 .
2.5 2.50
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(0<12 mos) (12<24 mos) (24<36 mos)

g. Atypical Responses
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Fig. l--Continued
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h. Rumination

—_ ///:_32

3.19 3.17
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(0<12 mos) (12<24 mos) (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 increaée in intensity (i.e., a move in
the negative direction) during the third year (between Time Periods
IT 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 sqmething occurs by or within the third year
which is correlated wiﬁh 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 5A: There will be a
significant difference between

the mean subscale scores of mothers
and fathers on the Grief Experience
Inventory

Table 20 ihdicates 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

Means for Means for
GEI Subscales Males - Females t-values
Anger/Hostility 2.89 2.81 0.13
Loss of Control 4.56 5.11 1.14
Rumination 4.00 4.63 1.15
Depersonalization 3.30 3.89 : 0.95
Despair » 3.48 5.19 1.73
Somatization: 2.44 3.93 1.98*
Atypical Responses 5.00 5.04 a 0.063

*Significant at the p<.05 level

A Student's t-test of significance revealed that the sole sub-
scale to significantly differentiate between mothers and fathers was
the Somatization subscale which indicated that mothers were signifi-
cantly higher than fathers (p<.05, dAf = 106). Mothers were higher on
all other subscales with the exception of Anger/Hostiiity, however not

to a statistically significant. extent.
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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.

fifty-four percent were high on Anger/Hostility.

Of those highly satisfied,

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
5
e Lo 2 23
o
o]
o
.,..| .
5 Hi 2 23
'4
4 46

The exact probabilities method rendered p = .3908.

25

25

50

There was

no significant association and the prediction was not supported. There
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Chi-square analysis vielded a x2 = 6.3180 (p<.05) and C = .33,

= . ’ =, . ’ = 2. h dicti ted.
Cmax 71 C/Cmax 33/.71, 4t 2 The prediction was supporte

Analysis of the table indicated that there was an association in the
positive direction which revealed that the more parents had engaéed
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 grief 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

o Lo 6 15 21
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8 W M

g 0 9

'343 5 Med 3 13 16
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o [0]

o m

< 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
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visible that the majority of parents (79%)';ated themselves as being
‘high subseduent adjusters and that these high subsequent adjusters,
in contrast to thé low subsequent adﬁusters, were almost evenly dis-
tributed among the low, medium, and high categories of anticipatory
grief béhaviors._ 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
“the 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 ﬁerminal illness of their child.

TABLE 25

NUMBER OF ANTICIPATORY GRIEF BEHAVIORS-
AND SUPPORT RECEIVED DURING ILLNESS

Amount of Support

Lo Hi

o Lo 11 11 22
[«

0
8 w M
g o 9
_% :'; Med 6 10 16
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.Hw
28 .
A Hi 6 10 16

23 31 54



a8

A chi~square analysis yielded—é 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
of 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
o Lo 4 18 22
g .o '
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g o © )
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22 32 54

A chi-square analysis yielded x2 = 9,8873 which was signifi-
cant at the p<.0l 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
less 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
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. Lo 11 11 22
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n
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A chi-square analysis yielded x2 = 3.18 (p>.05). The prédic—
tion was not supported. In both low and high anticipatory grief groups,
greater percehtages of parents reported higher amounts of Anger/
Hostility, suggesting the notion of an optimum amount of anticipatory
grief, i.ef, the medium group. Additionally, subjects who were high
anticipatory grievers had greater pércentages of parents who scofed
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
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A chi-square analysis yielded XZ = 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
medium 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
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. 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 8A: 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 Adijustment
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The exact probabilities analysis yielded p = .1140. This was
a non-significant association and the prediction was not supported.
Of the twenty-one percent who were low subsequent adjusters, seventy-
three percent had engaged in a low number of participation behaviors.
The high subsequent adjusters were evenly split between low and high
numbers of participation behaviors.
Prediction 8B: There will be an association
between the amount of behaviors involving
the care of the hospitalized child which

the parents participated in and the amount
of anticipatory grief behaviors engaged in

Table 30 illustrates the association between numbers of par-

ticipation behaviors and anticipatory grief behaviors engaged in by

parents.
TABLE 30
NUMBER OF PARTICIPATION BEHAVIORS AND
ANTICIPATORY GRIEF BEHAVIORS
ENGAGED IN BY PARENTS
Number of Anticipatory Grief Behaviors
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o
o] .
D4 4
5 Lo 1 6 9 29
2y -
>
U m©
28 m 8
b2 Hi 10 7 25
©
a¥
22 16 16 54

A chi-square analysis yielded xM = 2.6053 (p>.05). The asso-
ciation was not significant and the prediction was not supported.
Thirty-six percent of those who had engaged in a low number of antici-

patory grief behaviors had engaged in a high number of participation
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behaviors. This in in contrast to sixty-two percent for the medium
anticipatory grief behaviors group and forty-four percént 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 8C: 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
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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 8D: 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' ragings of satisfaction with their own

involvement with the child.

TABLE 32

NUMBER OF PARTICIPATION BEHAVIORS AND

8 RATINGS OF SATISFACTION WITH
ﬁ ﬂ INVOLVEMENT WITH CHILD
_§w§ Satisfaction with Involvement
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ﬁ g Lo Hi
S Lo 3 25 28

Hi 1 23 24

4 48 52




105

An exact probabilities analysis equalled p = .2904. This was
a non-significant association and the prediction was not supported.
Parents in general (92%) were quite satisfied with their involvement
with their child. Seventy-five percent of parents who reported a low
level of satisfaction with their involvement with their child had
engaged in a low number of participation behaviors, as compared to
fifty-two percent who had reported low participation but had indicated
a high level of satisfaction.
Prediction 8E: The more the parents
participated in the care of the
hospitalized child, the lower will

be the Grief Experience Inventory
subscale score of Rumination

Table 33 shows the association between the number of par-
ticipation behaviors engaged in by the parents and their Rumination

subscale scores.

TABLE 33

NUMBER OF PARTICIPATION BEHAVIORS
AND RUMINATION SCORES

Rumination
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A chi-square analysis yielded xm = 4.6855. The association
was significant at the p<.05 level and the prediction was confirmed:

nu.wqu“n u.qwnn\n n.mqu\.qunmmnw.H:wmmwsmw:@
max max
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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
associated 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
based upon subjective clinical observation without valid, objective,
or reliable measures. The research was mostly conducted prior to the
recent advances in the treatment of cancer which has become more of a
chroﬁic, 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 éf the information herein is based upon parental
self-report data. Therefore, ail conclusions drawn from this inveéti—

gatibn are subject to the inherent assets and limitations of personal
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perspective. Procedures followed to minimize retrospective dis-
tortion were delineated in the Methodologyvchapter'of this work and
will not be repeated here.

Discussion 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 respec£ 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 findinés 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 proéosed 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."” Nevertheless; ninety-five percent of the loss experiences
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reported by the parents were rated as having been succeesfglly 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 tojfhe
deaﬁh were associated with poorer outcome. Therefore, from this data,
successfulness of eoping 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 mothere significantiy
higher than the fathers. Interpretation of this finding must take into
account the well-known tendency of females to admit to more eomatic
distress than males, and thus the reporting characferistics 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/Héstility subscale (on which fathers were .08 points»higher in
their mean as compared 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 en the Grief Experience Inventory. Parenthetically, it
is interesting to noee 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

would 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 anticipatory
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 aifference 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 significantldifference
among parents with regard to the amount of their participation.during
theif child's hospitalizations. Mothefs 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-
esting thoughts. Previously researchers had postulated that the
mother's increased participation facilitated her anticipatory grief
and her higher subsequent adjustment (Hamovitch 1964). Also, many
theorists have asserted the importance of anticipatory grief for
Fhe successful adaptation following the death (see literature review
on Anticipétory Grieff. These premises are not supported with the
data from this investigation. Fathers were definitely 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 participation 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 adjustmént 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 deéth, 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 suggested by the present study
is that contrary to the implications of previous theorists, the fathers
are actually as involved in the process of anticipatory 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 partiqipate behaviorally in his child}s care.
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 cbnsidering the present findings and -implications of the
parents' role and sex differenées 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 pa?enfs which make
genéralizing information from this study to all parents (ihcluding
.those whose marriage fails) invalid. For example, perhaps the reason
that a marriage was still intact was precisely because of a father's
c§mmitment to the family. His’reactioné during the illness may be
different from that of the father who lacked such a commifment, 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.failédAwill be important to discern more completely to
what dggfee 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

4There are two time dimensions which were examined in this in-
vestigation. The first time dimension is the Length of theAChild's
Illness (Hypothesis 3) and the second concerns the,Leﬁgth of Time -
Since‘the Death (Hypothesis 4).

Results from this investigation, although not significant at
a statistically acceptable level, did reveéal three interesting points
that bear on the impact of the duration of the illness.

First, the number of pagents 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 died in the interim ranges (length of illnesses ranging from sik
to eighteen months) appeared to be the most prepared for the death.
This finding supports both observations about the. relationship between
léngth,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; Bingervet al. 1969; Silverman
1972; Glick, Weiss, and Parkes 1974; Parkes 1975; and Vachon 1976),
and the school of thought aséerting.that prolonged illness is detri-
mental for the survivors (Gerber et al. 1975; Schwab et al. 1975; and
Hamovitch 1964).

V ' When anélyzing‘which condition appears to be the worse for the
parents in rglation to their preparation time'gt the time of death,,
it is clear that ig is most difficult for those whose children had the
longest illness.

The second point relevant to these issues is that there appears

v
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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 reactions on
the part of these parents since the Atypical Responses subscale
measures responses which are statistically indicative of abnormality.

Along with this is 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 ta 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 longef than eighteen months
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the'experience and stress associated with it exacerbates disturbed
reactions following the death, increases the intensity of féelings

of anger and hostility, aﬁd possibly acts to mitigate against adequate
preparation when death finally comes following such a long course,

one presumably filled with remissions as well as relapses. The possi-
bility of parental denial of death arising since the child has survived
so long with the disease may be important. An alternate possibility

is that the long ana arduous experience of such a lengthy illness saps
the parents of their ability to cope as effectively as desired and thus
theif ability to be appropriately prepared at the time of death is
compromised. The role of steadily increasing abnormal responses and
intensifying anger and hostility may also preclude therapeutic readiness.

Further iﬁvestigation 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 diagnoéis
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, weré 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 piesent coping levels. .This seems to indicate
that with the passage of time comes the increasing ability to cope at
levels supérior to those existent prior 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 rééognition 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 neﬁtral 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 représented in this study 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 periodé. 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 pefceived but the
interpretation of the experiehce 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 what 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 light on the matter.

In addition to Denial, several other GEI subscales were
administeréd bu£ 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 thé 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 experiénce.

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 reflec£ 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, while 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 followiné 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 increase 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 écores).

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 popﬁlation. This clustering of low adjusters in this time
periodvis 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 ﬁore 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 Depefsonaiization over the
year. Regarding the increase in Atypical Responses, an impressive
seventy-eight percent of the subjects in that year's last 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 Afypical
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,
independenf beyond that indicating §Qgg_lesseniﬁg 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 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 1 (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 suppofts the contention that anticipatory
grief leads. to relatively more preparation than does the lack of it.
It gives further credence to the notion tﬁat 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 griefﬂand Atypical
Responses, or abnormal griéf. 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 associatea with poorer adjustment, and by implication, that
anticipatory grief is therapeutic and predispdses against pathological
grief reactions.

Several other éatterns 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
ehgaged in few'anticipatdry grief behaviors. This suggests that the
engagement in anticipatory grief may be assisted by, or possibly re—v
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 parenfs falling within the low ranges of the behaviors. -
In cohtrast, 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 £inding
provides more evidence for the assertion that anticipatory grief facili-
tates grief work and that the absence of it predisposes one to worse
béreavement outcomes. It follows theoretically ahd 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 parénts in the medium
and high anticipatory grief groups. While the majority of parents in
the medium grief group were high on participafion 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 anticipafory 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 dgrief is counterp;oductive. 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 fationale 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
abandonmen£ 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 behaviors. This

change may reflect the increasing detachment from the child as the
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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/Héstility and Loss of Control in such a‘way
that the medium anticipatory grief group exhibits the lowest intensities
on both variables. 1In 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 anficipatory grief is harmful
(see Gerber et al. 1975 and Schwab et al. 1976) as is too little
anticipatofy grief (the conclusion of most 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-
_faétion. 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 Responsés 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 6f hospital-
dization 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 contfary 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
caré of the child that there was neglect of other responsibilities.
This being "so wrapped up" with the child appearé to continue after
the death according to the present data. With low levels of partici-
pation there is lerred 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 aﬁ 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, especialiy 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.

Thé 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 analysis of the aséqciation 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 tfeatment may be just what 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 ip that paréntal participation is related 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 treathent 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 particibation. That low subsequent adjusters 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 hiéher association of low participation with low
subsequent adjustment as compared with high subsequent adjustmenf 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 wére 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 been 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 probiems (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 treatment 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 GEI. 1In
. 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 number 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 neea to feel they have done everything poésible

for the child (which would include participating in his/her care and‘
this would be reflected in participation behaviors) and satisfaction
with treatment experiences.

The final aspect of parental experience was addresséd 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 ana Qere 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 fécilitated.

Although not at a statistically significant level, two of
the three predictions genefated data in the expected direction.

There was a relative increase in the tendency for pérents 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 adjusﬁment decreases. The explanation for this
is unclear 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 same time period. It would not explain
its pattern of association with Atypical Responses, however. It might
préve 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 wérking—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 suppért 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 unbearable stress upon the relationship: who
may have been psychologically unable to cope with the experience and
whose inabilities are reflected in a broken marriége; and those who
had to undergo the entire experience albne 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 fesponses 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 pfivately 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 ex-
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/Hostility, 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
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in the percentagés 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 Subseguent 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
whiéh 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 witﬁ 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 grief 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
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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 Qas facilitated
by or required support from other people. There appeared to be "op-
timum amounts" of an£icipatory 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/ﬁ
Hostiiity 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 association 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 oannticipa—
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.

Thé 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 suggestions both
supported the theory of the therapeutic nature of support. 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 requiréd after the death,
i.e., the parental needs changed or that the duration of the terminal
illness was so long that it precluded 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 present 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 té 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
ordgr 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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APPENDIX 1

GRIEF EXPERIENCE |INVENTORY

Catherine M. Sanders, Paul A, Mauger,
and Paschal N, Strong, Jr.

- INSTRUCTIONS

This questionnaire Is concerned with the experienca of grief. The
;tatemnts which are included represent various thoughts and feelings
commonly expressed by people who have suffered the loss of a relative or
close friend through death. Read each statement and then try to deter-
mine how well it deseribes you during your perfod of bersavement. (¥ you
ars stil! experiencing some of these_though:s or feelings, please respend
in the same manner as you would a past experiencsa. If the statement Is
true or mostly true as applied to you, blacken the space under true on
your answer sheet. |f the statement is mostly false, blacken. the space
under falsa on your answer sheet. If a statement does not apply to ym;

leave {t blank.

Please mark your answers on the sheet provided. |n marking your
answers, be sure that the number 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 1378



1.

10.

1.

12.°

13.

LR

15.

16.

.‘7.
18.

19.

20.
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APPENDIX I--Continued

GRIEF EXPERIENCE INVENTORY

immediately after the death | felt 21.
exhaus ted. '
| tend to be more irritable with .
others. .22,
| am strongly preoccupied with the
Jimage of the decsased. 23.
| frequently experience angry ‘
feelings.
s 24,
it Is not difficult to maintain
soclal relationships with friends. 25.
My armms and legs fesl very heavy. © 96
| am unusually aware of things
reiated to death.
27.
It seems to me that more could have
been done for the deceased. 28.
| showed little emotion at-the
funeral. 2.
| felt a strong necessity for main-
taining the morale of cthers after’ 30.
the death.
3.
| feel cut-off and isolated.
| rarely take aspirins.
32.
1 feel reluctant to attend social
gatherines. 33.
| was unable to cry at the announce=
ment of the death. 34,
| have feelings of guilt because ) 3s.
was spared and the deceased was
taken.
. 36.
| have a special need to be near
others.
| often experience canfuslon. 7.
1 feel Jost and helpless. 38.
| am comforted by Believlng that
the deceased is in heaven. 39.
1 have had frequent headaches since
the death. 40,

1t was difflecult to part with the

: clothing and personal articles of
the deceased.

It -was necessary to take slesping

-pllls after the death.

The yearning for the deceased Is so
intense that | sometimes feel physical
pain In my chest.

i 'cry easily.

| have taken tranquilizers since
the death.

| experienced a dryness of the mouth
and throat.

| feel restless.

Upon first learning of the death |
had .a ‘dazed feeling.

Concentrating upon d’ﬂngs Is
diffleult.

| have feellngs of apathy.

| experienced a feeling when the
death occurred thet ''something died
within me''.

Aches and pains seldom bother me.

| find | am often Irritated with
others.

| could not cry until after the funeral.

| feel that | may in some way have
contributed to the death.

| find myself performing certain acts
which are similar to ones performed
by the deceased.

-{ made the funeral arrangements.

I lack the energy to enjoy physical
exercise.

| rarely feel enthusiastic about
anything.

| feel that grief has aged me.
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- &S,
k6.
47.

48.

8.

Sh.

5s.
56.
57.

58.
53.
60.

81.

62.
63,

APPENDIX

| have never dreamed of the deceased
as stlll being aiive,

I find myself frequently asking ‘‘why
did the death have to happen in this
way "

| sometimes have difficulty believ=
ing the death has actualiy occurred.

| feel 3 strong desire to complete
-certain unfinished tasks the deceased
had begun.

| have often dresmed of timas when
‘the decsased was living.

! am often Irritable.

| have dreamed of the decsased as
belng dead.

| feel extremely anxious and
unsettled.

| feel tenseness in my neck and
shoulders.

Sometimes | have a strong desire
to screasm. ‘

I am so busy that | hardly have time
to mourn, -

1 feel anger toward God.

! have the urge to curl up In a small
ball when | have attacks of crying.

| feel the need to be aione s great
deal.

| rarely think of.my own death.
I find it difficult to cry.

Looking at phoiographs of the

. deceased Is too painful. .

Life has lost Its uanir;g for me.

i have no difficulty with digestion.
| have had brief moments when |
actually felt anger at having been
left. :

| have had no trouble sleeping since
the death.

N have a hearty appetite.

| feel healthy, -
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1--Continued

64.

65.

. 66,

67.

68.
69.

70.

1.

73.
TA.

. 75.
76.

.

84,
8s.

87.

&

It comforts me to taik with others
who have had 2 simiiar loss.

| yearmn for thé deceased.
| seidome feel depressed.

| have the feeling that | am watching
myself go through the motions of living.

Life seems espty snd barren.

There are times when | have the feeling
—that the deceased is present.

| often take sedatives.
| have frequent mood changes.

The actions of some pecple make me
-resentful.,

My feelings are not easlly hurt.
| am losing weight.
Small problems seem overwhelming.

| sometimes feel guilty at being able
to enjoy myself.

I frequently have diarrhea.

! often wish that | could have been
to ‘die Instead.

| have lost nry appetita.

| sometimes talk with the picture of
the decessed.

i am not interested in sexual
activities.

At times | wish | were dead.

It is hard to maintain my religious
faith in light of all the pain and
suffering caused by the death.

| 'ssem to have lost my energy.

| dread viewing a body at the funeral
home ’

| find myself idealizing the deceased.

| have problems with constipation.

| frequently take long walks by
myself.

I avaid mecting old friends,
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APPENDIX 2

® Copyright 1979
T. A. Rando, M.A. PARENTAL EXPERIENCE ASSESSMENT FORM

PLEASE INDICATE THE QUALITY AND FREQUENCY OF SUPPORT THAT YOU RECEIVED DURING
YOOR CHILD'S TERMINAL ILINESS, (Please do not leave any blanks)

Rating of Quality of Support Rating of Frequency
0. no support 1. never

1. not helpful, actually harmful 2. once in a while
2. mnot helpful, but didn't hurt 3. frequently

3. belped s little 4, wmost of the time
4, significant help 5. all of the time
5

. couldn't have managed without it

SOORCE

EAMILY

spouse

. RATE FRE CY

i:arent-mother
-father
sfblings-sisters

(list their ages beside
ratings of quality)

' ’ ~brothers
(1ist their ages beside
ratings of quality)

grandparents-maternal
-paternal
your other children
other relatives (in general)
in-laws
FRIENDS (in genernll)

ORGANIZATIONS
church/synagogue

employment

commmity ageacy

N
RRREARRRRNI Il AR

club/organization
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APPENDIX 2--Continued

RATE QUALITY RATE FREQUENCY, 2

OTHER PARENTS OF TERMINALLY
ILL CHILDREN

HOSPITAL STAFF
Primary physiciamn

general hospital staff
social worker
nurses

YOUR OWN_PERSONAL SENSE OF
RELIGION/PHILOSOPHY OF LIFE

LT

OTHEER
(books, lectures, TV,
workshops, movies, etc.)
Please list below.

Who/wbat provided greatest support?

PRIOR TO YOUR CHILD'S DEATH
PLEASE INDICATE ANY OF THE FOLLOWING EXPERIENCES YOU MAY HAVE HADIBY RATIRG THEM
ACCORDING TO THE DEGREE YOU FEEL YOU COPED WITH THEM AND HOW THEY COMPARED WITE THE
AMOONT OF STRESS OF YOOR CHILD'S TERMINAL ILLNESS AND DEATH.

Rating of Copin Comparison With Child's Illness

I. didn't cope at all I. much less stress than childs illness

2. coped only minimally 2. 1little less stress than dilds illness

3. coped fairly well 3. same amount of stressas dilds ilness

4, coped very well 4, a little more stressthan dilds ilkess
5. wmch more stress than child's ilmess

EXPERIENCE RATING OF COPING COMPARISON OF AMOUNT OF STRESS

Death (list who)

Divorce

Marital Separation

Abortiomn

Miscarriage

Serious Illness (list what)
Personal Injury

Operation

Change in Jobs

Job Loss

Retirement

Graduation

Loved One Leaving Home
Break-Up of Loved Relationship
Move /Relocation

Termination of Psychotherapy

T

Other
. (please list any other loss experiences and rate them also)
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APPENDIX 2--Continued

DORING YOUR CHILD'S HOSPITALIZATIONS WHICH OF THESE BEHAVIORS, IF ANY, DID
YOU PARTICIPATE IN? (Rate frequency per each week of hospital stay)

BEHAVIOR PARTICIPATION FREQUENCY
0. did not participate Rate per each
1. did participate 7 day period
Rooming~-In
Visiting

Feeding/Dining with child
Clothing/Dressing child

Bathing child

Helping hospital staff with procedures

Discussing illness with child

Others (please list and rate)

PLEASE CIRCLE THE EXTENT OF YOUR INVOLVEMENT WITH THE HOSPITAL STAFF AROUND YOUR CHILD'S CARE,

1, not involved

2. only minimally involved

3. involved to a significant extent
4. completely involved

PLEASE CIRCLE THE EXTENT OF YOUR INVOLVEMENT WITE YOUR CHILD WHILE HE/SHE WAS HDSPITAI.IZED.'

not involved

only minimally involved
involved to a significant extent
completely involved

SWN -
HalH

PLEASE RATE YOUR SA'I'ISFACIION WITH THE AMOUNT OF INVOLVEMENT YOU HAD WITH YOUR CHILD,

1. dissatisfied

2, partially satisfied

3. mostly satisfied

4, completely satisfied -

Did your child have an important last wish? Yes No
" If Yes, what was it?

Were you able to grant it?
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APPENDIX 2--Continued

_PLEASE RATE YOUR GVERALL SATISFACTION WITH THE HEALTH CARE AND TREATMENT YOUR
CHILD RECEIVED FROM THE FOLLOWING PEOFLE, ’

Rating of Satisfaction
1., dissacisfied

2. partially satisfied
3. mostly satisfied

4. completely satisfied

SOURCE SATISFACTION WITH CARE AND TREATMENT
Family Physician

Hospital Physicians

Hospital Nurses (in-patient)
Hospital Social Workers
Clinic Physicians

Clinic Nurses

Teclmicians

Cancer Center Staff

Others (please list)

General Overall Care

(Circle)
PRIOR TO YOUR CHILD'S DEATE DID YOU EVER:

Discuss your child's dying with your child? . YEBS NO
Discuss with family the possibility that your

child would die? YES NO
Discuss with someone outside of your family the

possibility that your child would die? YES ¥O
Think what the future would be without your child? YES No
Plan the type of death you wanted for your child? YES XO
Acknowledge the fact that your child was going

to die? YES NO
Grieve in anticipation of the loas of your child? YES RO
Start to partvially disengage yourself emotionally

from your child? YES NO
Make funeral preparations? IES RO

Have you ever socught professional treatment to help you cope with your child's
{11ness or death? YES NO
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APPENDIX 2--Continued

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

BEFORE MY CHILD'S ILINESS I MANAGED TO COPE WITH LIFEI:

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 amny problems

COMPARED TO HOW I WAS COPING IN LIFE PRIOR TO MY CHILD'S ILINESS, I FEEL THAT
RIGHT NOW I AM COPING:

1. much worse

2. a little worse

3. at the same level
4, & little better
5. mach better

1 FEEL TEAT I HAVE COFED WITH MY CHILD'S DEATH:

not well at all, with major difficulty

not too badly, but with & number of problems
adequately, without too many problems

. wvery vell, without very many problems at all
excellently, without any problems

nmHwn =~
“ e .

FOR )ﬁ, THE MOST DIFFICULT THING ABOUT MY CHILD'S ILINESS AND DEATH WAS (IS):

THE THING(S) I DID THAT HELPED ME COPE THE MOST WAS (WERE):

IF I HAVE PROBLEMS RELATED TO MY CHILD'S ILILNESS AND DEATH THEY SEEM TO BE IN THE AREA(S) OF:
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APPENDIX 3

Structured Interview Topics

The structured interview is designed to elicit information around
these general questions pertaining to the major areas to be covered.

1.
2.

10.
11.

12.
13.

14.

Pre-Diagnosis: What led up to your child's being diagnosed?

Diagnosis: Please describe the details surrounding your being
told that your child was ill.

Post-Diagnosis: Please describe your reactions in the early
days and weeks following the diagnosis.

Course of Illness: Flease describe the physical course of your
child's illness. How did you cope throughout the illness?
What was fanily life like?

Terminal Phase and Death Event: Please describe what happeried

to you and your child during the terminal phase of the illness.
Flease describe what happended to you and your family when your
child died.

The Child as Patient: Please describe how your child dealt with
his/her illness. :

Relationship with Spouse: How was your relationship with your
spouse during the course of your child's illness as compared
to before?

Relationship with Other Children (if applicable): How was
your relationship with your other children during the illness
as compared to before?

Friends and Relatives: Describe the roles that friends and
relatives played for you during the illness.

Relationships with Physicians and Rurses: Please describe
the types of relationships you had with your child'’'s physicians
and nurses.

Religion and Fhilosophy of Life: Please describe any ways
in which a religion or personal philosophy of life was helpful
to you.

Funeral: Please describe whether a funeral service occurred
and what it was like for you.

Rebuildirns of Life: Flease describe what has happened to you

in the time vince your child has died.

In Petrospect...: 1In retrospect: When was the most difficult?
vhen you required the most support?; What recommendations
would you make to staff? friends? other parents?; What are
the most important things one needs to know/do for parents?
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APPENDIX 4

UKIYERSITY HOSPITALS OF CLEVELAND
PATIENT CONSENT FOR INVESTIGATIONAL STUDIES

<5

TITLE OF PROJECT: Crief and Adaﬁtntion in Parents

Whose Children Have Died from Leukenia

izscription of Studies:

As you have discussed with your doctor, the :éjor purpose of this study is
to investigate how parents cope during and after the terminal 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.

We will be asking you to £111 out a questionnaire about how yqu have managed
since your child has died. This will take approximately one half hour and may
be filled out privately at your convenience in your own home. Then we vwill
personally interview you individually about your experiences during your child's
1llness. This should take approximately one hour. This interview can take place
in your own home at a time convenient to you.

We recognize that there will be times during this interview that you maﬁ

feel sad talking about your experiences. At the same time, we believe that this
information will ultimately be helpful for the dying child and his/her sidblings.

" As it will provide information that may be helpful to other families.

Although we hope that vou will continue until the end of the study,
you are free to withdraw your participation at any time should the investigation
be too uncomfortable or time consuming for you. You may also feel free to ask
any questions you may have at any point during the study and to decline to

‘answer questions that you feel zre too stressful or personal.

The information that you provide will be recorded and added to that
received from other parents. We will not identify you or your child's pame.
All information will remain confidential to our persoanel. In the event of
publication or reporting, you and your family will not be identified by name.

e -

has described to me what is going to be done, how it is

ng to

stions at .
this study will not altar my usual health care.
se studias, my identity will remain anonymous.

idy 2t 2ny time.

be done, the risks, hazards and benefits involved, and wil) be availzble for

I further understand that in the event of physical injury or illness

urring to m2 resulting from the research procedures, University Hospitals will not

wide frze medic2) care or compensation for lost wages..

The undersigned volunteers to

ticipate in this projact to be conducted at least in part at the University Hospitals
Cleveland.

igra2ture

arent

itnessed by

1314

Age Date

1 understand that my decision to participate or not to particip
In the use of information generated fro=

1 am aware that ] may withdraw from this

3te

or Guardian Siznzture .
{17 cubject is & minor)

Date

[Svcrrtury of Froject Jnvestigator)
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APPENDIX 5

© Copyright 1979
T. A. Rando, M.A. PARENTAL FXPERIENCE ASSESSMENT FORM

(original version)

FLEASE INDICATE THE SOUPCE QUALITY, ARD FREQUENCY CF bUPPORT
YOU RECEIVED DURIMNG YOUR CHILD 'S TERMINAL ILLNESS.

Ratire of Quality ' _ Patine of Freguency
l=rot helpful, actually harmful l=never
2=r.ct helpful, but didn't hurt 2=once in a while
Q=rzlped a little J=frequently
h=significant help 4=most of the time
5= couldr’'t have managed without it 5=all of the time
SOURCE RATE QUALITY RATE FREQUENCY
FAMILY
— spouse

parent-mother

~-father
8iblings-sister
~brother
grandparents

other relatives

FRIENDS

ORGANIZATIONS
church

i
i

employment
conmunity agency
club/organization

HOSPITAL STAFY

THIR PARENTS OF
TERNTHALY ITI CHILDREN

|

RELIGIONL/PHILCSOFHY
or LIFE

izooks, lectures, -
woricrops, TV,

ma3vies, etc.)

‘lzzze 1ist pelow.

stho/wnat proviced greatast supporit?
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APPENDIX 5--Continued

FLZASE INDICATE ANY OF THE FOLLOWING EXPERIENCES YOU LAY HAVE
HAD BY RATING THEL: ACCORDINC TO THE DEGREE YOU FEZL THAT YOU COPED
WITH TUER AND HOW THEY COMPARED TO THE AKOUNT OF STRESS CF YOUR CHILD'S

TERII{AL ILLNESS AKD DEATH.

‘Ratinz of Coping

Comparison with Child's Illness

1.
2.

4.
5.

much less stress
little less stress
same amount of stress
a little more stress
much more stress

1. didn't cope at all
2. copet only minimally
3. coped fairly well

4. coped very well
EXFERIELCE

RATIHG OF COPING

COMPARISON OF AMOUNT OF STRESS

{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
Relationshig

Moves

Ternination of
Psychotherapy

Jail Sentence

Other
(Please 1list)
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APPENDIX 5~-Continued

DURING YOUR CHILD'S HOSPITALIZATIONS WHICH BEHAVIORS, IF ANY, DID
YOU FARTICIPATE IN? Rate Frequency per each week of stay in hospital.

BEHAVIOR PARTICIPATION - FREQUENCY

0. did not participate Rate frequency

in each 7 day
period.

1. did participate
Rooming-1In
Visiting
Feeding/Dining with child
Clothing/Dressing
Bathing
Helping with Procedures

Discussing Illness
with child

Others
(Please list)

Did your child have an important last wish?
If yes, what was it?

Was it able to be granted by you?

PLEASE RATE THE EXTENT OF YOUR INVOLVEMENT WITH YOUR CHILD WHILE
HE/SHE WAS HOSFITALIZED UMDER THE DOCTORS' CARE. '

1. not involved

2. only minimally involved

3. involved to a significant extent
L. completely involved

PLEASE RATE YOUR SATISFACTION WITH THE AMOUNT OF YOUR IX¥VOLVEMENT

dissatisfied -

partially satisfied
. mostly satisfied

a2 N
.

-

completely satisfied
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APPENDIX 5--Continued

PLEASE RATE YOUR OVERALL SATISFACTION WITH THE HEALTH CARE YOUR
CHILD RECEIVED FROMN THE FOLLOYING PEOPLE.
Rating of Satisfaction
disatisfied
. partially satisfied
. mostly satisfied
. completely satisfied

Fw o e

SOURCE RATING OF SATISFACTIOM WITH CARE

Family Physician
Hospital Physicians
Hospital Nurses
Clinic Physicians
Clinic Nurses
Technicians

Others
(Please list)

General Overall Care
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APPENDIX 5--Continued

BEFORE ITY CHILD'S ILLNESS I MANAGCED TO COPE WITH LIFE

. not well at all, but with major difficulty

. not too badly,.but with a number of problems
. adequately, without too many problems

. -very well, without very many problems at all

w F wnNn v

. excellently, without any problems

COMPARED TO HOW I WAS COPING IN LIFE PRIOR TO MY CHILD'S ILLNESS
I FEEL THAT RIGHT NQJ I AM COPING

1. much worse

2. a little worse

3. at the same level
L, a little better
5. much better

I FEEL THAT I HAVE COPED WITH MY CHILD'S DEATH

l. not well at all, but with major difficulty
2. rot too badly, but with a number of problems
3. adequately, without too many problems

L. very well, without very many problems at all
5. excellently, without any problems

IF 1 HAVE PROBLEMS THEY SEEM TO BE IN THE AREA(S) OF __

YOR I, THE 1OST DIFFICULT THING ABOUT kY CHILD'S ILLNESS AND
DEATH a3 (IS)

THZI THING(S) I DID THAT HELPED ME CCPE THE iOST tAS (WERE)
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