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Chapter I
Introduction

Statement of the Problem

Parents who have children with a chronic condition
have additional stresses that parents with healthy children
do not experience. "A child's chronic illness engraves a
family's life with worry" (Hobbs, Perrin, and Ireys, 1985,
p.62). 1In spite of this, many parents and their children
appear to be functioning at normal levels. What enables
some families to adapt effectively while others do not is a
question that has direct implications for nursing. Nurses
who work with these families need to understand what factors
are associated with families who adapt so they can encourage
the development of these helpful factors for others who have
more difficulty.

This study describes the ways by which families adapt
when their children have acute lymphoblastic leukemia. It
also partially replicated a study by Venters (1981) of
parents with children who had cystic fibrosis. Venters'
interviews revealed some important factors related to
adaptation. Although there are some essential differences
between these two chronic conditions, there is reason to
believe that the adaptation process for parents may have
many similarities. Yoos (1987) stated "... critical

psychological concerns cut across diagnostic categories and



are common to most children and families coping with a
chronic physical disease" (p. 25). This study explores the
assertion of common coping coping strategies through
comparison of families who have children with cancer with
previous research findings.

Review of the Literature

The following review incorporates an historical
research perspective to provide information on past and
future research needs in the area of family adaptation to
children with chronic conditions. It also includes a
discussion of the variables identified in the literature
which have been found to be related to parental coping.
Venters' (1980) investigation which relates social and
cognitive coping strategies to a dependent measure of
outcome is presented. A study which illustrates that the
severity of the illness affected the severity of the stress
experienced by the parents is presented (Holroyd & Guthrie,
1986). A study which demonstrates the influence of parental
coping on hopelessness in children (a dependent variable and
a measure of outcome) is included (Gurwitch, Smith, Blotcky,
& Racfznsk, 1985). Another study which associates family
functioning instead of chronic illness with behavior
problems in children is discussed (Lewis & Khaw, 1982). The
final section includes a discussion of the studies which
relate specifically to the stress, coping and adaptation

experienced by parents whose children have cancer.



Historical Perspective

The development of the research on the
psychological effects of illness on children and their
families has been tangential at times due to social forces.
Hobbs, Perrin and Ireys (1985) traced the development of
this area of investigation. The authors stated that the
first investigations in the area of psychological effects
of illness on the childrearing family were concerned only
with the impact of separation on children due to
hospitalization. Studies which were concerned with the
effects of specific diseases on children began in the
1950's and were usually case studies that were analyzed
from a psychoanalytical perspective. The first diseases
explored by these studies were asthma and diabetes. The
effects of cancer on children was the next area of inquiry.
Since these early days, the effects of kidney disease,
cystic fibrosis and hemophilia on children have been
explored. Few studies have concerned themselves with
coping with acute lymphoblastic leukemia after the initial
diagnosis. In addition few studies have examined the long
term effects of a chronic condition in childhood on the
family. Most have focused on the child's adjustment or the
parents reactions soon after diagnosis. It was not until
the 1960's that studies concerned themselves with the
effects of the illness on both the child and the parents.

Many of these studies focused on the negative effects of



these diseases on the children and their families.
Recently studies have investigated the positive effects as
well. 1In addition, objective measures of family
functioning have been developed in an effort to determine
the impact of illness on the functioning of the family as a
unit.

Mrazek (1985) summarized the conceptual basis of the
research literature which concerns the adaptation of
families with children to cystic fibrosis. The historical
progression of the research in this area mirrors the stages
described by Hobbs, Perrin and Ireys (1985). The author
divided the research looking at the adjustment to cystic
fibrosis into three categories. The author termed the first
stage of this particular line of inquiry, the clinical
descriptive phase. These early studies were credited with
highlighting the emotional difficulties associated with this
disease. A limitation of this phase was that it did not
acknowledge the fact that many families do successfully
adjust despite the presence of many stresses. The second
phase described was the corrective empirical phase. This
phase revealed that family responses to this illness were
heterogeneous, or in other words responses varied with the
individuals involved. This was an important observation
although many of the measures used in this phase of
development had questionable reliability and validity

(Mrazek, 1985). The final phase which Mrazek identified as



the current one was identified as the system sensitive
phase. This phase was credited with documenting the
variables that influence the final outcome, adapting to the
experience. The next section will discuss research findings
associated with the system sensitive phase.

Variables Influencing Parent child Adaptation

Research in this system sensitive phase, has identified
several variables as antecedents to adaptation.
Demographic, cognitive and social variables have been found
to be related significantly to parental coping. Other
factors such as severity of the illness, the stress
experienced by the parents, and the degree to which the
family functions adequately have also been shown to effect
various measures of adaptation. The following review of the
the literature will discuss studies which have contributed
to our understanding of adaptation to the experience of
having children with a chronic condition.

Demographic Variables Related to the Use of Parental

Coping Mechanisms. McCubbin (1984) studied 100 families who
had children with cystic fibrosis to find out which coping
patterns were used by mothers and fathers. This study was
conducted using the Coping Health Inventory for Parents
(CHIP). The CHIP measures the use of three coping patterns:
(1) maintaining family integrations, cooperation and an
optimistic view, (2) understanding the health care situation

through communication with other parents and consultation



with the health care team, and (3) maintaining social
support, self-esteem and psychological stability.

The researcher found that parents used all three coping
patterns. Both fathers and mothers used the first pattern
of maintaining family integration most often. Mothers used
the second coping pattern of understanding the health care
situation more than fathers. Fathers used the third pattern
of maintaining social support more than mothers. However
differences between mother's and father's predominant coping
patterns were not significant. Two independent variables,
age of the child and income of the family, were found to be
significantly related with the mother's and father's coping
patterns. A mother's effort to maintain social support
decreased as the child's age increased. Since cystic
fibrosis is progressive in it's manifestations, this result
gives credence to the empirical notion that coping with
cystic fibrosis can become more difficult as the child's
condition worsens. The father's effort to maintain family
integration did increase with greater income. There was
also an increase in the father's use of the second coping
mechanism (understanding the health care situation through
communication with other parents and consultation with the
health care team) in those families who had higher income
and older children. In summary, this study identified two
independent variables, income and age of the child, that

related significantly to coping behaviors used by parents



who had children with cystic fibrosis.

Social and Cognitive Coping Strategies Related to

Family Functioning. Venters (1981) identified two coping
strategies which were associated with long term adequacy of
family functioning in 100 families with cystic fibrosis.
Families who demonstrated high or medium level of family
functioning, as measured by the Adequacy of Family
Functioning Scale, were found to use two coping strategies.
The scale measured three dimensions: cohesion,
communication, and satisfaction. Hill's ABCX Model (1958)
of family adjustment to crisis was used as the theoretical
basis for the study.

Venters' (1981) findings revealed that the strategies
used by parents were endowing the illness with meaning and
sharing the burden of the illness. The former strategy was
demonstrated by parents' ability to explain their children's
illness situation utilizing a preexisting religious and/or
medical-scientific philosophy of life. Those that were able
to find meaning in their situation were more likely to adopt
an optimistic philosophy. Parents shared the burden of the
illness through talking with and through the physical
assistance of, both family members and others outside their
family. Families who demonstrated high or medium
functioning were more likely to share the burden of the
illness with others within the family and those outside.

These factors are extremely important when one considers
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that families may need these strategies in order to achieve
the "maintenance of motivation and morale" which has been
identified by Duvall (1971) as a developmental task of the
family.

Illness severity and stress. The severity of the
illness has been thought to be positively related to the
stress experienced by families with children with chronic
conditions. The following results identify severity as a
variable in the amounts of stress experienced by families.
Holroyd and Guthrie (1986) studied 47 families of children
who had renal disease, cystic fibrosis, or progressive
muscular dystrophy and compared their scores with 47 normal
controls who were matched based on age with the ill group.
Their intent was to show the different ways each disease
impacted the family as measured by the Questionnaire on
Resources and Stress (QRS). QRS is a widely validated
family evaluation questionnaire specifically developed for
assessing the impact of chronic illness and handicapping
conditions on the family. There are 15 scales to the
original measure and 11 scales with a shorter form. Some of
the QRS scales measure personal problems of the respondent,
some measure family problems and some measure problems of
the ill or handicapped member. The questionnaires have been
tested numerous times for reliability and validity but the
results were not provided.

Holroyd and Guthrie (1986) expected each clinical group



of chronically ill children and their families to score
higher than the control group on several scales and that the
pattern on elevated scores would reflect the nature of
stress experienced within the family system. As predicted,
the group with neuromuscular disease showed the highest
elevations in the greatest number of areas of any group.

The cystic fibrosis group did not have as many scales
elevated as the researchers predicted, but had more elevated
scales than the renal group. The results showed that there
was more stress and different patterns of stress in parents
who were caring for children with different kinds of chronic
illness than there were with families who had healthy
children.

Parent coping and children. In another study the

effects of parental coping on their children's development
of hopelessness was measured. Gurwitch, Smith, Blotcky, and
Racfznsk (1985) studied 32 families whose children were
diagnosed with cancer for three months or more. These
researchers measured parental distress and coping and their
relationship to child hopelessness. The authors concluded
that parents coping influenced the child's early response to
the experience of having cancer. This finding points to the
importance of parents, as a major part of the social
environment of the child, in the child's ability to cope
with a major illness. This finding also gives credence to

the measurement of parental coping as a litmus test for
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other family members.

Family functioning and children's adjustment. The
effects of family functioning on the development of behavior
problems in children with chronic illness was demonstrated.
Lewis and Khaw (1982) studies families with children who had
cystic fibrosis or asthma and compared them to healthy
children. There were a total of 84 families studied with
approximately equal distribution in each group. The purpose
of the research was to identify mediating variables that
were important to the coping process in these families and
which differentiated healthy from unhealthy adjustment.

They did not find a significant difference in family
functioning as assessed by mother's scores on the Family
Adaptability and Cohesion Evaluation Scales. The authors
concluded, "Either families of chronically ill children are
not experiencing stress associated with the illness or they
are successfully coping with any stress" (p. 639). Their
results also showed that chronically ill children had
significantly more behavior problems than healthy controls.
However, contrary to expectation, these children did not
differ from healthy controls in self-concept. The results
indicated that the relationship between family functioning
and behavior problems in the children was more significant
than the relationship between chronic illness and behavior
problems.

The Experience of Cancer in Children and Their Families
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The outcome of cancer in children has changed from one

of a terminal illness to a chronic life-threatening illness.
This change in outcomes has increased the survivor rates
but the "... psychosocial problems faced by the children
and their families have multiplied" (Spinetta, 1982, P
1939). Spinetta (1982) describes this change as it has
been reflected in the research literature, "A comparison of
newer volumes, with the classic volumes and papers of a
decade ago, points to the change in emphasis from one of
preparing for death to one of preparing for life" (p.
1939). Today the emphasis in the research literature is on

coping and adapting to the experience of cancer.

Stress Experienced and Coping Mechanisms Used by
Parents. Chesler and Barbarin (1987) studied children with
cancer and their families using intensive interviews and
questionnaires. The study sample included 95 parents in 55
families and 26 children with cancer and 23 siblings.
Volunteers were obtained through the Candlelighters
Childhood Cancer Foundation. Participants represented a
variety medical diagnostic categories of childhood cancer.
A "stress-coping-support paradigm" was used as a conceptual
basis for the study (p. 12). In the words of the authors
the concepts were used as "orienting points" and the study
"... proceeded from a phenomenological and inductive basis
to understand families' experience as they themselves

reported them" (p. 14).
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These interviews included questions concerning many
aspects of the process of adaptation to the cancer
experience for parents and children. The type of stress
experienced by the parents were the following:
intellectual, instrumental, interpersonal, emotional, and
existential. These categories of stress were correlated
with coping strategies. The interviews revealed the
following coping strategies used by parents: denial,
optimism, acceptance, maintenance of emotional balance,
reliance on religion, search for information, problem
solving, and search for help from others. The last three
strategies, search for information, problem solving, and
search for help from others were thought to be externally
directed strategies. The remaining strategies were termed
internally directed strategies. The coping mechanism of
acceptance was used most by parents and search for help from
others was used the least. Coping with existential stress
was accomplished in three ways: reliance on religion,
acceptance (the most often used coping strategy) and search
for information. These are both internally and externally
directed strategies. Intellectual stress was coped with
using the strategies of search for information and search
for help (the least used coping strategy). The authors
concluded, "The passive or emotion-focused coping strategies
(denial, optimism, acceptance, religion, and emotional

balance) appear most useful in responding to the emotional
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stresses of childhood cancer" (p. 104).

Coping strategies for the entire family were also
assessed by the study. The following strategies were used
by families: managing internal emotional relations,
adapting flexibly to new tasks, and managing external
relationships.

The parents use of the same (symmetrical) or different
(complementary) coping strategies were also examined. The
data revealed that couples used symmetrical coping
strategies more than asymmetrical strategies. The authors
observed that few studies have looked at this phenomena and
there may be benefits to either strategy at different times
depending on the stratégy. In summary, when parents were
questioned about the over-all effect of these experiences on
their families, 50% reported that their family had improved
as a consequence of the illness, 42% reported that the
quality of family life is the same, and 7% reported that
family life is worse. This is interesting considering it
has been assumed that these families would see their
situation as worse. These results also illustrate that
normalization of the experience is a factor in coping.

Parents adjustment to illness and helpful support.
Many have speculated as to the type and quantity of support
from others parents need most in this situation. Morrow,
Carpenter and Hoagland (1984) studied 107 parents of

children with various cancers to examine their degree of
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adjustment relative to the type and amount of support they
perceived as helpful. The sample was composed of 68% of a
volunteer population attending a convention of a national
mutual-help organization. 1In this population 34.6% had
children who died from cancer, 44.9% had children that still
received some form of treatment, and 20.5% had children who
were no longer in active treatment. The parents ages ranged
from 23 to 58 years with a mean age of 37 years. The
parents responded to two measures: The Psychosocial
Adjustment to Illness Scale (PAIS) .and a Likert-type scale
rating 11 sources of potential support as well as their
helpfulness to the parent. The reliability and validity of
the PAIS were not noted by the authors. The results of the
study showed younger parents (i.e., less than 30 years) had
significantly greater psychosocial adjustment difficulties
in their domestic environment, éexual relations, extended
family relationships, personal psychological distress as
well as total psychosocial adjustment. Parents whose child
had died demonstrated significantly poorer adjustment in
their extended family relationship, domestic environment, as
well as in their overall psychosocial adjustment. Parents
whose children were in treatment found several sources of
support helpful. Parents whose children were out of
treatment found support from relatives most helpful.

Parents whose children had died did not find any support

helpful. This study shows the importance of social support
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to the adjustment of parents whose children have cancer
especially those who are younger and may not have a social
network to assist them. It also shows the difficulties in
adjustment faced by families whose children have died who
may tend to isolate themselves from others instead of being
receptive to support that could be helpful. Limitations of
these findings were that the sample was derived from a self
selected group who used support.

Summary: Review of the Literature

In summary, the nursing research concerning families'
and children's adaptation to chronic conditions has just
begun. The present focus has a multidimensional theoretical
base and research suppdrt. There is still not an overall
trend of how families and children adapt and what
characteristics of adaptation are common to or different
from other chronic conditions.

This review has provided the reader with a summary of
the historical evolution of research in the area of coping
and adaptation to a childhood chronic conditions. Current
literature reviewed reflected several independent variables
which influence parental adaptation; one study showed the
effects that parents have on children's coping while the
interaction between severity of the illness and stress was
shown through another study. The importance of family
functioning on children's development of behavioral problems

was also evident. And finally, studies were reviewed which
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specifically addressed the coping and adjustment of
families whose children have cancer.

As evidenced by the literature review there have been
many studies which associate independent variables with
various measures of parental adaptation. This study by
providing information on the processes of family adaptation
will attempt to determine whether adaptation has occurred,
measured only by parents perception of their experience.
Few studies have explored this process within a singular
illness category. This study contributes to the knowledge
of how parents adapt to the experience of acute
lymphoblastic leukemia as a category of cancer, in their
children. This study also contributed to the knowledge of
family adaptation for these study families through the
exploration of the applicability of the Double ABCX Model
(McCubbin & Patterson, 1981). This approach generated many
unanswered questions, and results in several suggestions for
further inquiry.

Conceptual Framework

McCubbin and Patterson's (1981) Double ABCX Model of
family adaptation to stress forms the conceptual basis of
this study (see Figure 1). This model was derived from
Hill's (1958) ABCX Model. Hill (1958) theorized that this
model could predict "crisis-proneness" in families (p.145).

In this model there are three variables considered to

influence the crisis, factor x. The first variable, factor
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a, is the stressor; the second factor b, is the family's
crisis meeting resources before the crisis; and the third
variable, factor c, is the family's definition of the event.
McCubbin and Patterson (1981) theorized that Hill's model
only looked at pre-crisis variables so they expanded the
model by adding post-crisis variables. That is, they
duplicated the same three variables described by Hill as
influencing the pre-crisis in the post-crisis period as
well.

The post-crisis period takes into account the
regenerative power of the family. 1In the post-crisis period
there are also three variables plus coping behaviors of the
family which leads to the final outcome, adaptation, factor
xX. The first variable, aA is defined as the additional
life stressors and changes which may make family adaptation
more difficult to achieve. The second variable, bB is the
critical psychological and social factors in which families
engage to achieve satisfactory resolution. Factor cC, the
third variable is the family's perception in the post-crisis
period. In the post-crisis phase the family's perception of
the crisis is oriented to redefining their initial views.
Factor xX, adaptation, is the outcome of these family
efforts.

McCubbin and Patterson (1981) defined crisis as, Y.:. &
continuous variable denoting the amount of disruptiveness,

disorganization, or incapacitatedness in the family social
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system" (p.8). The outcome of this crisis in the post-
crisis period is adaptation. McCubbin and Patterson (1981)
stated, "The concept of family adaptation is used to
describe a continuum of outcomes which reflect family
efforts to achieve a balance in functioning at the member-
to-family and family-to-community levels" (p. 11).
Adaptation is considered to be on a continuum with
bonadaptation on one end, and maladaptation on the other.
Bonadaptation is characterized by, "... (a) the maintenance
or strengthening of family integrity; (b) the continued
promotion of both member development and family unit
development; and (c) the maintenance of family independence
and its sense of control over environmental influence" at
both levels of family functioning (McCubbin and Patterson,
1981, p. 11). On the other hand, maladaptation, "... is an

outcome characterized by a continued imbalance at either

level (member-to-family or family-to-community) of family

functioning or the achievement of a balance at both levels

but at a price in terms of (a) deterioration in family
integrity; (b) a curtailment or deterioration in the
personal development of a member or the family unit's
development; or (c) a loss or decline in family independence
and autonomy" (p. 11).

Walker (1985), who critiqued several research models of
families under stress, stated that the resources of the

family are the most important aspects of the ABCX model and
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the one most often tested in empirical research. The author
also concluded that the perception of the event is the least
studied aspect of this model. Both factors b, and bB (i.e.,
the resources) and ¢ and cC (i.e., the family's perception
of the illness and the experience) form the basis of this
inquiry of parents who have children with acute
lymphoblastic leukemia.

Double ABCX Model's Application To This Study

This theoretical model is applicable to parents in this
study because several conditions exist. Parents of children
with acute lymphoblastic leukemia experience stress from the
time that symptoms first appear. This stress continues to
accumulate through both diagnosis and treatment. Activities
of everyday family life are interrupted by hospitalizations,
treatment regimes and uncertainties of the diagnosis.
Structural changes in the family such as changes in family
roles may occur. All these stresses are incorporated in
factor aA in the post-crisis period.

Applying factor bB of this model to this study
population takes into consideration the coping resources of
the family. Resources such as emotional and physical
support from family and friends are included in factor bB.
Parents ability to think through everyday problems and find
workable solutions is another dimension of this factor.
Communication among family members and the families' sense

of cohesiveness are also included.
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Parents' perception of their children's condition is
incorporated into factor cC. Many facts and fantasies will
influence parents' perception. Their view of the illness
may change as diagnosis and treatment becomes clear to them.
Their view may also change with improvement or worsening of
their children's condition. Parents previous experience or
knowledge of the condition or similar condition will
influence their perceptions. Parents' perception of how
others view their children will also be of influence.
Finally parents' perception may change as a result of their
degree of adaptation, factor xX. Evidence of perceptions
would include statements such as, "This experience has
ruined our life together" or "This experience has brought us
closer together". 1In summary, the Double ABCX Model
expresses many aspects of the experience of chronic illness
in families.

Conceptual and Operational Definition of Terms

Stressor Event; Factor a: "A stressor ... is a situation

for which the family has had little or no prior preparation
and must therefore be viewed as problematic" (Hill, 1958, p.
140). The presenting symptoms, the uncertainty and the
final confirmation of the diagnosis of acute lymphoblastic
leukemia in a child are included as stressors. Question I
and II of the questionnaire (see Appendix C) will collect

data relevant to the nature of the stressor event.
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Family's crisis-meeting resources; Factor b: "... a set of
resources in family organization which, by their presence or
absence, kept the family from crisis or urged it into
crisis,"™ (Hill, 1958, p.144). This includes the ways in
which the family has met previous crises. Resources also
includes the ways families make decisions, the ways they
communicate, and the values and goals that effect the way
they deal with a crisis. This factor is measured by

question IV of the questionnaire (see Appendix C¥.

Definition of the event by the family: Factor c: “A

family's definition of the event reflects partly the wvalue
system held by the family, partly its previous experience in
meeting crisis, and partly the mechanisms employed in
previous definitions of events" (Hill, 1958, p.145).
Statements made by parents that display the meaning of the
event to them and to their family are included in this
factor. This factor is represented by question V in the

questionnaire (see Appendix C).

Crisis; Factor x: A varied amount of disruptiveness,

disorganization, or incapacitatedness in the family caused
by the stressor event (McCubbin & Patterson, 1981). This

factor is represented by question I (see Appendix (0

Additional life stressors; Factor aA: These include other



22
stressors that are normative or transitional which may make
adaptation more difficult (McCubbin & Patterson, 1981).

This may include additional financial burdens, pressures at
work, siblings causing problems, psychological or physical

absence of one of the parents, role changes in the family,

changes in family activities, repeated hospitalization and

exacerbations of illness. This factor is addressed by

question III in the gquestionnaire (see Appendix .

New family resources; Factor bB: New psychological and

social factors families develop in response to the new or
additional demands emerging out of a crisis to achieve
satisfactory resolution of the crisis (McCubbin & Patterson,
1981). These may include developing clearer communication
within the family. It may also include developing ways of
eliciting help from others inside and outside the family
without losing autonomy. The family may also develop a new
sense of cohesiveness or flexibility which helps them
through the crisis. This factor is represented by questions

IV in the questionnaire (see Appendix C).

New family perception; Factor cC: The family's orientation

is toward redefining their situation in a way that is
understandable to them (McCubbin & Patterson, 1981). This
includes parental statements concerning what they learned

about the strengths in the family through the experience, or
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how they defined what has happened to them. This factor
also includes how the preceptions are different from initial
perceptions. This factor is illustrated by question V, VI,

and X in the questionnaire (see Appendix C).

Adaptation; Factor xX: The outcome of the family's efforts
to achieve new levels of balance in family functioning

(McCubbin & Patterson, 1981).

Coping: This includes, "The behavior responses of family
members and the collective family unit to eliminate
stressors, and manage the hardships of the situation,
resolve the intrafamily conflicts and tensions, as well as
acquire and develop social, psychological and material
resources needed to facilitate family adaptation" (McCubbin

& Patterson, 1981, p. 14).

Bonadaptation: This reflects the family's effort to
maintain the family integrity, sense of autonomy, and
promote individual and family development (McCubbin and
Patterson, 1981). Families who become active in
organizations that serve other victims of this disease are
examples of bonadaptation. Bonadaptation must be achieved
at two levels (ie. the individual-family and the family-

community) by all families.
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Maladaptation: This occurs when only one of the following
exists: 1) deterioration in family integrity; or 2) a
curtailment or deterioration in personal development of a
member or the family unit's development; or 3) a loss or
decline in family independence and autonomy (McCubbin &
Patterson, 1981). Maladaptation is also "... characterized
by a continued imbalance at either level (member-to-family
or family-to-community) of family functioning ..." (McCubbin
& Patterson, 1981, p. 11). Families in which one spouse has
psychologically withdrawn from the family as a result of
their inability to cope with the condition would be an

example of this.

Purpose of Stud

This study described the experience of parents and
therefore part of the process by which they adapt to their
children having acute lymphoblastic leukemia. Through the
application of a semi-structured interview, this study
explored five areas believed to be essential to the process
of adaptation in families: (1) what changes in family
activities and structure are a result of the condition; t2)
what coping mechanisms and resources were utilized by
parents; (3) how have parents perceptions of the experience
changed from the onset of the condition to the present; (4)
how do demographic factors, such as age of the child, age of
the parents and the length of time since diagnosis relate to

parental coping, perceptions and changes in family
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activities and structure, and (5) what trends and themes in
the lives of these families are related to adaptation and in
what areas do they occur?

These five areas of inquiry were directly related to
the Double ABCX Model (McCubbin & Patterson, 1981). The
first area, changes in family activity and structure,
elicited information about factor A and factor aA, the
nature of the stress and the pile up of stressors. Factor B
and factor bB, the family's resources, was obtained through
the questions that inquire about the coping mechanisms used
by the family and the support experienced from within and
outside the family. Responses about the parents' past and
present perceptions of the illness describes the parents
perception of the meaning of the illness, factor C and
factor cC. These questions will attempt to describe the
process of adaptation of families who have children with
acute lymphoblastic leukemia.

This investigation is based on two assumptions
concerning the nature of the human spirit. The first of
which is that families do many things to help themselves
cope and the second is that people generally adapt to
difficult situations. By describing and attempting to
understand how parents do successfully adapt, nurses can
develop interventions that can assist others. Drotar,
Crawford and Bush (1984) stated the following which supports

the need for this type of research, "The families of the
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chronically ill have much to teach us about human resilience

in the face of severe and chronic stress" (p.125).
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Chapter II
Methods
Design

This non-experimental investigation analyzed
retrospective descriptive data. This research replicated,
in part, the study conducted by Venters (1980) which
illustrated how parents adapt to their children with cystic
fibrosis. This design was replicated since Venters'
interviews revealed many important results concerning the
nature of the adaptation process that requires verification
in other populations of families with children who have
chronic conditions.

The descriptive retrospective approach utilized in this
investigation provided detailed information about the
process of adaptation. Retrospective data collection was
the most suitable strategy for this kind of data because
people often view their previous experiences differently
with the benefit of time for reflection. When people are
involved in a crisis situation, they often do not have
perspective on the all the circumstances. This idea is
vital since this investigation was focused on what parents
have learned through their experience. This study was also
concerned with the changes these parents have experienced.
Because the participants described their experience in their
own words, the data collected has a greater possibility of

containing valid perceptions and revealing process rather



28
than one perception at one point in time. However, memory
distortion in ex post facto studies can be a threat to
internal validity (Polit & Hungler, 1983). People may for
instance only remember the best or worst parts of their
experience while forgetting less stressful experiences.
Another threat to internal validity lies in the fact that
the sample of parents with children with leukemia comprise a
convenient sample. Since the parents also volunteered to
participate there is some inherent self-selection bias
present.

There were also threats to the external validity which
reduces the generalizability of the findings (Polit &
Hungler). Volunteer parents will be aware that their
remarks are under scrutiny, and they may phrase their
answers to create an impression that they have adapted
better than they actually did. The investigator tried to
minimize this by two methods. First the parents were
assured that there are no right or wrong answers. The
process they experienced was the sole interest of the
investigator. In addition, the interviews were conducted in
family homes. It is hoped that this environment would
provide a comfortable setting and help parents maintain the
a sense of control over the interview process.

Rational for design
This investigation is an example of one of two

categories of research established by Knafl and Deatrick
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(1987): Namely, "Subjective active process approach" (p.
302) . The authors stated, "Research consistent with this
orientation focuses on understanding process rather than
measuring outcomes" (p. 302). This category of study
emphasizes discovery and understanding. It also defines,
according to the authors, the family's subjective definition
of the illness experience. These kinds of studies are
concerned with how the families are managing the illness
situation. They lay the ground work for future research
strategies that combines an objective measurement of
adaptation with this approach. This approach also lays the
ground work for understanding adaptation to life events that
are beyond human control.

According to Knafl and Deatrick (1987) the approach
used in studies evaluating the experience of chronic illness
in families is an objective passive outcome approach.
Studies in these categories "... tend to ignore or discount
family subjective definition of the situation and
conceptualize the family as responding passively to member's
chronic illness or disability" (p. 300). According to the
authors these studies see the family as passive victims.
Their intent is to find evidence of coping mechanisms or
underlying pathology. These studies looked at what the
illness does rather than how families manage the illness.
The emphasis is on precise measurement to associate outcomes

with intervention. They wish to identify groups at risk for



30
negative outcomes and to identify needs and services. In
the future, investigations should combine both approaches
to obtain realistic richness in the data and to promote
generalizability of the results.

Subjects

The study sample consisted of 22 parents of 12 children
who had acute lymphoblastic leukemia. The data was gathered
by interviews that were conducted at the home of the parents
using an interview guide (see Appendix C). Two pilot
interviews were completed and modifications in the interview
guide were made as shown in Appendix C. Information
obtained during these pilot interviews were not included in
the results. All interviews were fully audio recorded.
Detailed transcriptions of the interview dafa were made to
facilitate the analysis.

Volunteers for the study were originally solicited
through Oregon Candlelighters Childhood Cancer Foundation's
newsletter (a support group for parents whose children have
cancer). However, only one family volunteered as a result
of this advertisement. Therefore other resources were
utilized. Names of families were given to the investigator
by other parents, a pediatric oncology clinic at a
university medical center, and through a private
pediatrician's office in the area. Those families were then
contacted by the investigator, informed about the study and

asked to participate. In some specific cases the pediatric
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oncologist preferred to call his patients to ask their
permission for the investigator to call. Two families who
initially were interested in participating later declined.
Criteria for inclusion are as follows:

(1) parents of children who have been off protocol for
treatment of acute lymphoblastic leukemia for at least six
months;
(2) parents of children who have no other problems in
addition to leukemia, such as neurological deficits prior to
the illness;
(3) the children must be between the ages of 6 through 12
years.
This information was sdpplied by the parents and recorded on
the Family Information Form (see Appendix B<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>