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ABSTRACT

CHILDHOOD CHRONIC ILLNESS AND FAMILY HARDINESS:
INTEGRATING A NEW DIAGNOSIS

Elizabeth Ann Harkins

The new diagnosis of chronic illness in a child family member has potential

developmental implications for all members of the family unit. A better

understanding of the aspects that act as buffers for family functioning when there is

a new childhood chronic illness diagnosis may promote more effective support and

appropriate interventions and, ultimately, better health outcomes.

Using the life-span developmental perspective, the purpose of this study was

to examine the affect of a new chronic illness diagnosis of a school age child family

member on family functioning. How family members interpret unexpected

experiences and how they solve problems they face are believed to play important

roles in how they integrate a chronic illness diagnosis into their daily lives.

Therefore, family functioning was examined as affected by two variables, appraisal

of change as "challenge" and problem-solving patterns of families.

A convenience sample of 30 families (117 family members) of school age

children diagnosed with a chronic health condition not more than 12 months prior

to entering the study was obtained. Triangulation of data collection methods was

employed to describe and possibly explain the relationship of the specified variables.

The concept of challenge was measured using the Family Hardiness Index.

Other measures included the Family Routines Inventory, the Means-Ends Problem

Solving Measure, semi-structured interviews, and individual questionnaires.
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Analysis of the data revealed that these families pragmatically restructure their

family routines and patterns. By doing so, they create a reconfigured family pattern

that is similar to the earlier, pre-diagnosis period, but which now includes the

"structure" associated with care and/or management of the chronic illness. While

family members acknowledged variations in patterns over time, these variations did

not appear to quantitatively alter patterns of family functioning. However, the

qualitative changes resulted in varying magnitudes of restructuring to accommodate

the care and managements of the new diagnosis. The intent to retain familiar

patterns was clearly focused on promoting the interactive progress of individual and

family developmental trajectories.

\-%
-

7 / .
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Marilyn Savedra, DNSc, RN Elizabeth Ann Harkins, MSN, RN
Chair PhD Candidate
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CHAPTER ONE

THE STUDY PROBLEM

According to Ogden Nash, "The family is a unit composed not only of

children, but of men, women, the occasional animal, and the common cold." The

"common cold" usually causes temporary disruption within the family. The event of

childhood chronic illness in a family is a biographical disruption for the family unit

as well as for the affected child. The sustained changes that accompany this

disruption impel adaptation and reestablishment of a sense of stability and routine

in order to promote/foster progress toward individual and family developmental

trajectories.

Using the life-span developmental perspective, the purpose of this study was

to examine the affect of a new chronic illness diagnosis of a school age child family

member on family functioning. How family members interpret unexpected

experiences and how they solve problems that face them are believed to play

important roles in how they integrate a chronic illness diagnosis into their daily lives.

Therefore, family functioning was examined as it is affected by the two variables,

appraisal of change as "challenge" and problem-solving patterns of families. In family

patterns which characteristically change with the needs of developing family

members, elucidation of these characteristics may provide significant direction for

support and intervention by clinicians engaged in care of these families.



Problem Description

Developmental trajectories are concerned not so much with simple passage

of time, but with growth and changes which occur with the progression of time.

There are cultural and social patterns and expectations that are customarily

associated with the change and growth which are applicable for individuals. Despite

the changing characteristics of family composition (particularly Western families),

there are also patterns and expectations of family developmental processes.

Whether considered from individual or family unit perspective, the

developmental trajectory is progressive and interactive, and emanates "from a matrix

of biological, psychological, social, historical, and evolutionary influences and from

their timing across the lives of individuals" (Featherman, 1983, p. 2). Family units

as well as individuals typically progress along a developmental trajectory with

variations that may be expected and considered "normal" when compared to other

individuals or families within anticipated parameters. These normative patterns,

however, may be disrupted if a family member develops/acquires a health condition

which alters usual activities, behaviors, vigilance and equilibrium. This is particularly

apparent in families where the family member is a child.

It is the paradox of "normal' developmental pursuits" and regular, frequent

reminders of the "abnormality" of a long-term health condition and its associated

demands that are the challenge with which these children and families struggle. The

interweaving of the chronic health condition into daily living is punctuated by highly

charged, stressful, and difficult points/periods. One of these stressful points is the
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time of diagnosis, frequently marked not only by alteration of routines to

accommodate management of physical symptoms, but also by readjustment of

attitudes, beliefs, and responsibilities by family members. Cohen (1988) observed,

"... the action world of events, behaviors, relationships, and routines is quite suddenly

shattered" (p. 132), with effects that vary in their degree of disruption. In their

description of critical times for families with a chronically ill child, Clements,

Copeland and Loftus (1990) reported that the time of diagnosis was considered one

of the most difficult periods for 70% of the parents in families of children with a

chronic health condition. Additionally, the time around diagnosis is a difficult time

for other family members, particularly well-siblings (Bluebond-Langner, 1991).

It is generally acknowledged that these families make adjustments and

accommodations for this unexpected event. For some families, these adjustments are

incorporated with a minimum of apparent disruption in daily living; whereas, in other

families, adjustments may be so disruptive that both individual and family-unit

developmental needs and processes are negatively affected, sometimes resulting in

a dysfunctional family unit. The degree to which a family satisfactorily makes these

adjustments has implications for individual and collective developmental trajectories.

While management of physical symptoms of childhood chronic illness and the effects

on marital relationship and siblings have been explored, little attention has been paid

to the relationship of individual and family life-span development as it is influenced

by and influences the "nonnormative event" of the new diagnosis of chronic illness

in a school age child within the family context.
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While the body of interacting components that contribute to how families

function is large, examination of two of these integral variables may provide

significant avenues for support and intervention by clinicians engaged in care of these

families. One of these variables is individual family members' comprehension,

interpretation, and response to new experiences. The individual response is believed

to contribute to and affect all other family members' experience. In addition, the

relation between this interpretation and response is also defined the way problems

are addressed and resolved. Accordingly, improved understanding for each of these

factors, their interaction, and their joint influence in families encountering childhood

chronic illness is necessary.

Significance

The nonnormative occurrence of childhood chronic illness has been a subject

of both interest and concern particularly over the last two decades. There is

currently no national data bank supplying statistics or precise figures of how many

children are affected by health conditions which require long-term monitoring, care,

or ongoing treatment; however estimates have been advanced that suggest this is a

population that is increasing in numbers and severity of condition. Efforts to

quantify the occurrence of childhood chronic illness have yielded a range of

estimates, from a low of five percent to a high of nearly one third of all children,

depending on how "chronic illness is defined" and the methods by which the
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information is collected (Stein, 1989; Newacheck, personal communication). In 1975,

Pless and Pinkerton posited that five to ten percent of the population under 16 years

of age were affected by chronic illness or disability. Newacheck reported in 1984 that

the proportion of children who experienced at least some limitation in activity as a

result of disability or chronic health conditions had doubled over the two decades

between 1960 and 1981. In 1985, Perrin estimated that children with chronic

conditions comprised 10-15 percent of the childhood population. These percentages

represent nearly 10 million children, approximately one million who are living with

a severe chronic health condition and another nine million having moderate or mild

chronic conditions. In 1986, Newacheck, Budetti, & Halfon reported that, according

to data from the National Health Interview Survey, there were more than two million

children under 17 years of age whose activities were limited to some degree by

chronic health conditions. Stein (1989) takes issue with those who suggest that the

number of children with chronic health conditions has reached a plateau, believing

that "continued development of life sustaining technologies, improvements in early

detection and treatment of premorbid conditions, and the change in the gene pool"

(p. xxv) will further increase the number of affected children and their families.

Regardless of how reported, the large and increasing number of these children

demands attention from multiple perspectives.

The figures discussed refer to incidence relative to the affected children

without acknowledging the family context in which they live. The concept of
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dynamic, reciprocal relationship implied in "family" is not acknowledged or addressed.

Hagestad (1986) states that "we not only build expectations regarding our own life

course progress, we also have them for the lives of others. Children count on

strength - almost invulnerability - in their parents; parents count on their children

'staying on the time-track.' ...Thus in considering the life context of a given

[situation], we cannot limit our focus to the person experiencing it, but need to

consider webs of interconnected lives" (p. 473). As the number of children with

chronic conditions increases, so do the number of affected family members, whether

that family is the nuclear birth family, a reconstituted nuclear family, extended family,

or another family configuration. This "web of interconnected lives" must be a

primary concern in research focused on this growing population.

Further, health care providers have a responsibility to facilitate integration of

a new chronic illness diagnosis with specifically targeted interventions that support

and encourage effective strategies of family functioning. As a corollary, that

responsibility includes informed interventions that offer reasonable alternatives for

more efficacious strategies for family functioning. Addressing this responsibility

requires better understanding of the internal influences that combine to form or alter

patterns of family functioning when that family includes a child with chronic illness.

This is an ongoing process that must consider and be responsive to changing

developmental requirements of families and their members. But at no time is it

likely to be more important than in the period following the diagnostic event.



Purpose of Study

As stated, the purpose of this study was to examine the impact of a new

chronic illness diagnosis of a child family member on family functioning. Empirical

evidence and pragmatic reasoning assumes that families which include a child with

a chronic health condition make adjustments in their living patterns to accommodate

the needs and care associated with the diagnosis. Clinical observations also reveal

that some families "manage" this accommodation with greater ease than others. The

time surrounding the diagnostic period is pivotal since families' early responses

provide indicators of long-term response patterns. Antecedent attitudes, behaviors,

and patterns provide the foundation on which the new diagnosis is received and

responses from which new patterns emerge as accommodations are made for

incorporating this event.

From the life-span developmental perspective, the primary aim of this study

was to examine and describe the critical period of time following diagnosis of a

chronic health problem of a school age child family member. The proxy variable,

family functioning, was specified as the measure of change, adjustment, and

accommodation of the new diagnosis. Additionally, family's perception of change as

it relates to the new diagnosis of a child family member, confidence in their ability

to plan, and family problem-solving patterns were assessed in an effort to determine

to what extent they may function as indicators of effective accommodation of the new

diagnosis.



Study Questions

The following study questions emanate from the purpose of this study and,

thus, encompass its intended aims. The broad questions which inspired the study

were "What is the effect of the new diagnosis of a chronic health condition in a

school age child family member on family functioning?" and "How does a family

assimilate the adjustments demanded by the new diagnosis of one of its school age

child family members?" Specifically, the questions addressed included:

(1) Within the family context, how do intraindividual and

interindividual adaptations vary over the first year following the

diagnosis of a chronic health condition in a school age child family

member?

(2) How are patterns of daily living (i.e., family functioning) influenced

by the family members' perception of challenge relative to the

diagnosed chronic illness of a school age child family member?

(3) Is there a relation between a family's pattern of problem-solving

and their family functioning (i.e., patterns of daily living) following the

chronic illness diagnosis of a school age child family member?

(4) How do these characteristics and patterns change over the first

three to twelve months after diagnosis)?

(5) What is the relation between age, socioeconomic status,

educational level of parent(s), diagnosis, perceived severity of illness,



problem-solving patterns and integration of the diagnosis into family

functioning/routine of daily living?

Definitions

The following definitions are provided to clarify the terms used throughout

this study:

Family: A group of two or more individuals (including single-parent families) sharing

common emotional bonds, meeting critical human needs of affection, socioeconomic

support, and socialization within the boundary of the immediate and extended family

unit and between the family and the wider social systems in which the family exists.

School age child: a child between the ages of eight and thirteen years.

Chronic illness: a long-term health condition (continuous, progressive, or episodic)

which may be life-threatening, affects current or potential future abilities to act

on/participate in normative age-graded activities or behaviors in the context in which

the individual is embedded. The health condition is one which interferes (or has

potential to interfere) with normative age-graded behaviors and activities; and, in

addition, may require significant care or supervision (beyond the common role of

child or parent). In this study, the terms "chronic illness" and "chronic health

condition" are used interchangeably without the attendant implication of the sick role,

handicap, and disability generally associated with the term "illness."

Family hardiness: Generally defined: internal strengths and durability of the family

unit characterized by a sense of control over the outcomes of life events and
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hardships, a view of change as beneficial and growth producing, and an active rather

than passive orientation in adjusting to and managing stressful situations. In the

current study, "family hardiness" was limited to perception of "challenge" and

adjustment to and managing stressful situations.

Challenge is subsequently defined as the anticipation of change as opportunity

for further development.

Family functioning: the multidimensional dynamic matrix of a family's everyday life

embodying activities that promote solidarity and regularity. Specifically, these

include (but are not limited to) participation in family routines (e.g., meals, chores,

activities such as family discussions, problem-solving, television, outside activities,

etc.) that contribute to the development and maintenance of family relationships

while simultaneously contributing to the intraindividual developmental processes of

its members.

Summary and Assumptions

Empirical literature and clinical observations indicate a growing need for

better understanding of family processes related to integrating childhood chronic

illness diagnosis into patterns of daily living. The following four basic assumptions

formed the foundation for this study: (1) individuals and their families progress along

developmental trajectories which have similar aspects or qualities at similar

ages/stages; (2) a larger proportion of children are currently living with chronic or

long-term health conditions, suggesting a growing need for improved, targeted care;
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(3) the chronic illness diagnosis of a child family member is a significant disruption

in a family's characteristic daily routines (with associated implication for

developmental effects, both positive and negative); (4) there are effects,

considerations, and demands throughout the course of illness generic to all chronic

health conditions.

Chapter Two will present a review of the literature pertaining to the variables

of focus in this study. The theoretical approach which guided the study is discussed

and the hypotheses are stated.
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CHAPTER TWO

LITERATURE REVIEW AND CONCEPTUAL FRAMEWORK

"Chronic illness does not strike individuals; it strikes the
whole living unit of the family. The presence of a
chronic illness creates such enormous financial and

emotional demands that every family member is affected
- the parents and the brothers and sisters as well."

-Massie, 1985

Families of school age children are usually concerned with the situational and

developmental matters of day-to-day living and do not expect to be told that one of

the children in their family has a health condition that will require monitoring,

treatment and/or care over a period of months, years, or perhaps the child's lifetime.

When a family is confronted with this unexpected occurrence, the routine day-to-day

activities are disrupted, characteristic interactions are shifted, and the ability to think

about and plan for the future gets obscured. The questions addressed in this study

focused on how families defined or perceived the new diagnosis, their pattern of

problem-solving, and the relationship between these elements and the family's daily

routines. These considerations have significant developmental implications for

individual family members and for the family unit.

This chapter contains two primary sections. The first section is a review of

the literature relevant to the major concepts of the study including the family's

definition of the chronic illness diagnosis, family problem-solving, and family

functioning. The second section presents the life-span developmental perspective as
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the conceptual matrix for this study, providing the framework for consideration of the

specified variables.

Review of Literature

The following review will discuss the literature pertaining to definitional

processes and implications related to encountering complex problems, the life-span

theoretical perspective, and the variables specified for this study. These variables

include the component of challenge as contained in concept of hardiness, problem

solving in families, and family functioning.

Functions of Family

The family unit (including its "intergenerational connectedness") is the primary

context of human development. And, as Carter and McGoldrick (1988) suggest,

family development is more than the concurrent individual developmental processes

of children and adults who happen to be related by birth, history, or random

association. Individual and family unit development are reciprocal processes that

assume gradual, generally unidirectional progress toward the goal of individual

adulthood with personal and family achievements. These processes provide support,

promote accomplishment/fulfillment of individual and family aims, and provide

reinforcement, acknowledgement and self-esteem in those achievements.
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It is not expected that the developmental process is without deviations,

dilemmas, and obstacles, the generally normative events (crises) which are

experienced by many, if not most individuals and families. However, the event of

long-term childhood health conditions represents an impediment which makes that

typical process uncertain or perhaps irreversibly altered. The family's response is

influenced by its earlier patterns of managing change and/or unusual situations and

this response will also influence the multiple dimensions of long-term patterns for

family relationships, family maintenance, and developmental processes. How families

"define" this non-normative event and their patterns of problem-solving are examined

as mediating linkages which may help explain families' processes of integrating the

diagnosis into family functioning/daily living across time.

Family's Interpretation of the Chronic Illness Diagnosis

Many combinations of factors, not all immediately identifiable, influence a

family's patterns of daily living. In the gestalt, individual family members each bring

to the family unit a contribution to the family pattern. One of the multiple factors

that influences family functioning is the perspective from which events (particularly

unanticipated) are perceived or "defined." In this study, "definition" refers to the

event of a child family member with a new chronic health condition and family

members' perspective of this unexpected occurrence.
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Stuifbergen (1987) states, "management of health problems can be both

challenging and frustrating to the individual. When the health problem is a chronic

illness which requires long-term management, the situation becomes more difficult

for both the patient and the family" (p. 44). If health care intervention and support

is to be most appropriate and effective, it is important to understand something

about how the presence of the chronic health condition is perceived. Understanding

this issue can clarify its contribution to changes in family functioning following the

new diagnosis of childhood chronic illness.

In families where there is a child with a chronic health problem, there is an

interaction between the disease, the individual, the family and the larger social

environment. Rolland (1987) states that "in order to think ... about the interface of

an illness and an individual or family, one must characterize the illness itself" (p.34).

This is the interaction between "characterization" (or definition) and individual- and

family-belief systems, decision-making, interpersonal relationships, and daily living.

Brock (1989) further described the characterization and its relationship to

decision-making (problem-solving). He suggested that there are three broad

capacities related to decision-making: (1) capacities for communication and

understanding of information; (2) capacities for reasoning and deliberation; and (3)

capacities to have and apply a set of values or conception of the good. This

approach implies a more rational approach to formulating definitions or perceptions.

Their contribution to decision-making is acknowledged. But decision-making patterns
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are also influenced by age, stage of development, and environmental influences (e.g.,

stress) and previously formed patterns. At the interface of chronic illness and the

individual and family is an interactive process including the individual and family

definition and their relationship to the capacities of the individuals and family unit

to act or respond. These responses may be helpful or detrimental, particularly

relative to individual and family characterization or perception of the illness.

Burr, Leigh, Day, & Constantine (1979) have suggested that "definition" is

influenced by (if not the result of) value and the consequences that result from the

perception of a situation or event. In other words, "definition" is phenomenologic.

While it may be argued that "one's lived experience" influences the definition of an

event or situation, this is also an incomplete representation of "definition" for an

individual, much less for a family. "Definition" within families experiencing the

diagnosis of a child with a chronic health problem is not singularly situational. The

process of defining a situation or event is altered by new facts or information that

become apparent or are sought over time.

Reiss (1981) described the family's construction of reality which necessarily

includes the notion of establishing or modifying "definition." He has theorized that

the family works together as an integrated group as an information processing unit.

As such, it (the family) has what Doherty (1986) refers to as "self-organizing, ...

spontaneously transforming dimensions" (p.261) that compose both the product and

process of change.
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The environment and interpersonal relations are significant contributors to the

evolving process of definition formation. Family members selectively obtains a subset

of information from the environment, individuals categorize and interpret signals, and

transmit these signals within the family. This process is both active and passive.

Construction of information may occur through "hypothesis development" or test

situations. This hypothesis testing may be seen in the interaction of level of cognitive

development and health/illness. For example, the child who learns he/she has a

health condition that will continue for a long time may "hypothesize" that it was the

result of "being bad." The test of that "hypothesis" is seen in the child's attempts to

"be good" (e.g., behaviors directed towards obtaining parental approval) in an effort

to change the condition. The child may find these efforts not only not rewarded,

he/she may in fact may feel worse if medications or treatments have significant

negative side effects. Accordingly, defining a "reality" must be viewed as an

interaction among multiple situational factors and as a developing and developmental

process.

In Hill's Family Stress Model (1949), definition of the event is identified as

one of the filters which influences the response. According to Hill, definition is the

family's subjective appraisal of an event and its seriousness and potential for

hardships. These "definitions" may range from being abstract and general to concrete

and content-specific. This is a recursive process in that there is reciprocal exchange

between individual family member(s) and the family unit and their mutual influence
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on "definition" of event. Using Hill's ABCX model as a foundation, McCubbin and

Patterson (1982) advanced the Double ABCX Stress Model in which the family's

definition is also regarded from a post-crisis standpoint. This theoretical model

postulates that changes in the definition are based on the family's perception of the

events that have taken place.

Past experiences are only one factor affecting perception of events. Whether

the situation emanates from these prior events, the prospect of change, or is an

unexpected event which taxes the ability to balance demands with resources, there

are several factors that influence perception and definition of an event. These

include philosophical and situational aspects, such as cultural and personality

characteristics, patterns of interactions and relationships (marital and family, social,

professional, etc.) (Farber, 1959; Kazak & Wilcox, 1984; Koocher & O'Malley, 1981),

the predictability, ambiguity, or uncertainty of the situation (Moen & Howery, 1988;

Cohen, 1989), economic realities, values, developmental stage and experience

(history). Definition is determined through cognitive appraisal and reappraisal of

physical and/or emotional demands and one's physical, mental, or emotional ability

to respond. Habit and implicit (as well as explicit) agreement are inherent facets of

routine events experienced by families. These routines also contribute to one's

perceptions and definitions.
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le Studies: Family's Interpretation of

hildh hronic Illn

Studies that specifically address the definition or perception ascribed to

childhood chronic illness by family members were not found. However, a relatively

small body of literature inferring this process demonstrates conflicting findings on the

role "definition of event" plays in family interactions. These studies revealed

conceptual and methodological differences and were generally based on small,

diagnostically discreet populations.

Anderson (1981) and Desmond (1980) graphically described how families have

attempted to "construct" the definitions of their child's chronic health condition.

Both studies, using a participant observation method, described the inconsistencies

of the verbalized "definition" or explanation and that which was behaviorally

demonstrated.

In Anderson's (1981) study, parents reaffirmed their belief that they attempted

to "normalize" living (within the family and in the child's social interactions);

however, their actions belied this belief as parents regularly restricted their child's

activities to protect him/her from infection or from social "embarrassment" because

of diet restrictions. "Although we may semantically define the person as normal, the

restrictions placed on the person's life by the sickness limits the extent to which the

person can be 'normal' in the every day sense" (p. 432).
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Similarly, Desmond (1980) found that the two families she observed over a

ten-week period demonstrated perceptions that differed markedly from those they

claimed. Both families perceived themselves to be close and happy in their

relationships. Claims of closeness were demonstrated by physical closeness, but other

behaviors (corroborated in the measures enlisted by the researcher) indicated

emotional isolation. Thus, her study suggests the potential for a lack of congruence

between a conscious, verbalized "definition" of an event and, concurrently, appraisal

processes that cannot be expressed because the individual/family may not be able to

cognitively or behaviorally acknowledge or consistently confirm them.

In her program of research focused on families which include a child with a

chronic health condition, McCubbin and colleagues have attempted to describe and

explain the stress experienced and the emotional and behavioral responses of these

families. Several studies specify family appraisal as a component of assessment of

response to stress. In a 1989 study, she defines family appraisal as "the definition or

meaning the family attaches to their situation and [which] encompasses two levels:

the appraisal of the specific stressors and strains impacting upon the family and the

appraisal of these demands relative to the family's capability to manage them"

(McCubbin, 1989, p. 102). Comparing single- and two-parent families of children

with cerebral palsy, McCubbin used two instruments which included a family

appraisal component (Family Inventory of Resources for Management, FIRM, and

Coping Health Inventory for Parents, CHIP). The parent(s)' appraisal was defined
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as "optimism" in the instrument used in this study. Families definition or appraisal

of their situation was reflected in single-parent families' lower optimism about the

family's financial future, enhanced family togetherness, family unity, and the general

outlook on their total situation. Also of interest in this study is that an

interdisciplinary health care team provided the assessments of severity of the child's

condition. In addition to the parent(s)' appraisal of their family situation, the

parent(s)' perception of severity of condition may represent a significant aspect of

their "situational" appraisal.

In reporting a similar study of families which included a child with cerebral

palsy, McCubbin and Huang (1989) again used the CHIP instrument. The combined

variables of maintaining family integration, cooperation, and an optimistic definition

of the situation were again found to be significant. Commenting on the optimistic

definition of the situation, the authors suggest that "as the child's health improves,

it would be easier and helpful to be more positive and optimistic and also to engage

in more family activities promoting family unity" (p. 440).

Other studies conducted by McCubbin (1984, 1988, 1989,) and colleagues

(McCubbin & Huang, 1989) which focus on families of chronically ill children have

used these or similar instruments which include a measure of appraisal. The effects

or relationships of family appraisal to outcomes, however, are not clearly-delineated.

Knafl and Deatrick (1990) have advanced a conceptual model in which

"definition of situation" is a major component in "family management style." In their
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proposed model, each family member and his/her process and content of definition

is considered a critical part in determining the management behaviors necessary for

responding to childhood chronic health conditions. Using this model, the

management behaviors and definitions of the situation are interrelated so that

understanding of one is dependent on the other. Although not made explicit, this

model also alludes to individual and family development in that Knafl and Deatrick

state that "how they [the family members] interpret the outcome of their management

efforts influences the ongoing defining process" (p. 9). From the ecological

perspective employed, the influence of social and cultural values are recognized as

they relate to interpretation and definition of the meaning of this event to family

members as well as to the affected child.

Some researchers have included instruments that specify a definitional aspect

and scoring is partially based on this component (McCubbin, 1984, 1988, 1989;

McCubbin & Huang, 1989; Knafl & Deatrick, 1990). Other studies make reference

to how parents perceive this event, but do not include further attempts to either

measure or describe its implications. For example, stress and associated coping

strategies are frequently described in studies of chronic illness in which the

"definition" is inferred from the assessment of depression, conflict, marital discord,

compliance with medical regimen, "effectiveness" of coping (social attitudes and

behaviors (Kazak & Wilcox, 1984).
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Definition of this non-normative event is not only reflective of the family's

"definition," it also influences the research that is reported. Deatrick and Knafl

(1987) assert that how the presence of a child-family member with a chronic health

condition is studied and the results that are obtained may have as much to do with

the perspective of the investigator as with the "definition" given the experience by the

family. According to their analysis, the investigator's philosophical bias drove the

methodology, selection, and analysis of findings. For example, when the investigator

expected (hypothesized) was that the family response to childhood chronic disease

would be positive, frequently the finding were at least neutral, and usually had

positive outcomes. In contrast, when the relationship or impacts of childhood chronic

illness on the family were perceived to be negative, findings usually confirmed the

investigators expectation.

Cognitive and behavioral definitions are not necessarily synonymous.

"Normalization" is the strategy most often cited by parents in these families.

Deatrick & Knafl (1988) conducted a qualitative study to describe how parents of

children with osteogenesis imperfecta defined and managed family life with a

chronically ill child. Successful strategies for daily management promoted confidence

in what these parents defined as "normalized family life." When the established

behavioral strategies were tested beyond the changes required to accommodate the

"normal" standards, parents identified these as "threats," which at times made

normalization temporarily impossible to achieve or maintain.
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Summary. This body of literature, while generally acknowledging that

perspective or "definition of event" influences attitudes and behaviors, raises as many

questions as it answer. The issue of what is measured makes comparing these studies

and establishing a foundation of knowledge is complicated by issues of semantics.

There is no clear understanding of what is discussed when we consider families'

perceptions of their situation. What is being measured by "optimistic definition?"

Is it the demand/resources ratio that most directly translates into the definition of

situation (i.e., threat or challenge)? Is there a hierarchical process that occurs in the

process of defining and appraising (i.e., are these two terms synonymous or is one

necessary for the other to occur?); and, if so, is this a linear, curvilinear, or recursive

process? These are only a few of the issues that must be clarified.

Methodological issues are also of concern. The participant observation studies

of Desmond (1980) and Anderson (1981) demonstrated the disparity between

parents' conscious efforts to problem-solve issues of chronic illness by "normalizing"

their family interactions on one hand, and, on the other, their subtle contradictory

beliefs and behaviors. Most other studies were cross-sectional and diagnostically

discrete and fail to demonstrate clear relationships between family members'

definitional processes and other aspects of incorporating childhood chronic illness

into family functioning. Of relevance to this study, there is no understanding of the

reciprocal effects between previous perceptions of change and challenge and those
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that now influence individual and family functioning as they relate to the occurrence

of a chronic health condition in a child family member.

From a developmental perspective (and particularly the life-span perspective),

the present is influenced by the past and has implications for the future. In

addressing issues of families with children who have chronic health conditions,

Holaday (1984a) has stated that "the situational and developmental factors that

parents with a chronically ill child must manage have no natural boundaries.

Virtually anything can become problematic for the parents" (p. 420). This

observation suggests both the on-going, "developmental" nature of "defining" within

this complex domain and directs attention to another facet of this inquiry.

Family Problem-Solving

Families continually deal with issues which require problem-solving. How they

manage this process and the patterns developed have particular significance for how

families unexpected events such childhood chronic illness are integrated into daily

living.

Holaday's (1984a) observation that virtually anything can become problematic

for the parents extended the position regarding family problem-solving stated by

Klein and Hill (1964) to families with chronically ill children. Problem-solving in

families reflects the complexity readily observed in family study, particularly when

considered from a developmental perspective which is a reciprocal and interactive
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process. And it is particularly germane for consideration in an investigation of how

families integrate a new diagnosis of childhood chronic illness into the daily processes

of family functioning.

What is a "problem?" Is any situation open to a definition or interpretation

as a "problem?" How do family units interpret what constitutes a problem? and What

processes may be identified and described as problem-solving processes?

"Problem" may be defined as any question or matter involving doubt,

uncertainty or difficulty" (Random House, 1967). Klein and Hill (1964) further

described a problem as "any situation involving an unachieved but potentially

attainable goal in which the means for overcoming barriers to achieving the goal,

though not immediately apparent, are considered feasible" (p. 495). Such

impediments can be psychological, interpersonal, social, economic, environmental, or

physical; i.e., any condition that calls for change or elimination (Tallman, 1988). This

delineation rules out those situations which include habitual response patterns or

those which require little or no individual or family effort. On the contrary, a

problem may be so identified when habitual actions and/or responses are no longer

effective in dealing with a given condition or situation.

In addition, problem-solving implies behavior that is active and achievement

oriented for the purpose of addressing those situations that fall into the classification

of "problems." Some of these efforts may be more successful and others less; but

there is a consequence of these efforts that results. For some, the issue of problem
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solving implies the complete generation of a solution (Agre, 1983; Tallman, 1988).

For others, this does not suggest that the outcome is complete eradication of the

identified problem, but rather that an attempt has been made that can be evaluated

for its success or failure (Klein & Hill, 1964). Additionally, the definition of problem

and problem-solving (Klein & Hill, 1964; Tallman, 1988) is the scientific concept of

means-ends, mediated by the participant(s)' inherent abilities and environmental

opportunities.

From these general assumptions about problem-solving, group problem-solving

must also be considered. "Groups" may be characterized as two or more persons who

have similar or common purposes and goals in their association. This does not

assume total agreement among members on precisely what that goal(s) is, but

general agreement of a common goal is antecedent to how the goals are to be

achieved (problem-solving).

In contrast to individual problem-solving, group problem-solving frequently

requires interaction and sometimes negotiation. Not only are the cognitive and

perceptual processes that characterize individual problem-solving involved, but

problem-solving within a group also requires interaction of participants - the sharing

of perspectives, perceptions, and ideas - in such a way that mutual agreements can

result. The expectation of participants, then, is progress in achievement of the goal

which reflects both personal and common values and interests.
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Family problem-solving embraces similar properties. However, the nature of

the family as a group encompasses and contributes additional, somewhat different

characteristics. There is a kinship with ties which, in a very broad sense (given the

culturally- and socially-acknowledged variability of family construction), include

biological, emotional, legal, cultural aspects, and a shared sense of identity.

Individuals within a family occupy a particular position, role, or relation to the family

group which cannot easily or perhaps totally be replaced. In general, it may be

posited that these factors lend support to a shared goal of "the common good" for

each and for all. However, despite these highly-connected relationships between

members, it is not reasonable to assume that all members necessarily share the same

perception of goal(s), much less the same ideas or commitment for achieving that

goal.

It is particularly important to recognize that as individuals, and concomitantly,

as families develop, goal identification and problem-solving processes vary. Process

modifications are usually commensurate with the development of cognitive and

behavioral abilities, with subsequent adjustment of individual roles and participation

in problem-solving processes within the family.

Tallman (1988) asserts that problems and problem-solving are a pervasive part

of ordinary family life. Patterns and orientations for problem-solving in families

affect not only the adult family members, but are transmitted to all who share in the

family relationships, adults and children. For families experiencing the occurrence

7
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of childhood chronic illness, the absoluteness of the stipulation requiring that a

solution be obtainable for a problem to be so identified would imply that this event

is not a problem, vis a vis developing a solution. However, it does have profound

implications for a host of otherwise routine aspects in the family's daily living,

including issues affect developmental processes and trajectories.

ies: ily Problem-Solvin

The studies discussed here demonstrate the assumptions implicit in the

literature on families with chronically ill children that problem-solving is a "fact of

life." The evidences of this are the personal, family, social, mechanical, situational,

interactional dilemmas which must be addressed daily. For example, in Holaday and

Turner-Henson's (1991) study, school age children and their parents dealt with

problems at each level of the ecological system including informal play time and

organized activities/groups, child-care and/or "latch key" children ("diagnosed" child

and siblings), discipline, transportation, neighborhood safety, schools, discrimination,

social and political policies. Similarly, investigators who have focused on parents'

concerns and efforts for "normalizing" child and family life examine the results of a

problem-solving process (Anderson, 1981; Bossert, Holaday, Harkins, & Turner

Henson, 1990; Chesler & Barbarin, 1987; Deatrick, Knafl, & Walsh, 1988; Holaday,

1984(b); Knafl & Deatrick, 1986; Krulik, 1980). Tallman (1988) found a recursive

process in that "successful problem-solving (e.g., 'normalization') influences the
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actor's sense of self-efficacy. A strong sense of efficacy is manifest in the actor's

readiness to engage in problem-solving activities, and a high degree of persistence

in the face of discouraging results" (p. 121). Accordingly, when the family has been

successful (even to some degree) in the problem-solving processes associated with

promoting "normal developmental patterns" for all family members and the family

unit, they are more likely to be active and confident in confronting other internal and

external problems.

Studies which specify a stress and coping framework include indications of

some form of problem-solving as an outcome. This may refer to physical issues such

as limiting activities of a child with seizures, thereby regaining and/or maintaining

a sense of control for both parent and child (Austin & McDermott, 1988). In

studying stress in families with chronic health conditions, McCubbin (1988, 1989) has

used an instrument (Family Inventory of Resources for Management [FIRM) in

which one of the subscales includes problem-solving abilities of the family as a

component. Problem-solving in these families showed wide variation between their

ability to utilize interpersonal, physical, and economic resources and was affected by

child health indices (severity of illness and current health status), financial well-being

and family structure (single- vs. two-parent families). This wide variability was also

correlated with the ability of single-parent mothers to maintain family integration,

cooperation, and an optimistic definition of the situation.
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Other studies generally refer to specific issues (problems) associated with

parenting (Austin & McDermott, 1988; Cohen & Martinson, 1988; Desmond, 1980;

Farber, 1959; Holaday, 1984(b); McCubbin, 1984; Morrow, Carpenter, & Hoagland,

1984), effects on siblings (Breslau, Weitzman, & Messenger, 1981; Farber, 1959;

Ferrari, 1984; Gayton, Friedman, Tavormina, & Tucker, 1977; Tritt & Esses, 1988),

marital relationships (Barbarin, Hughes, & Chesler, 1985; Farber, 1959; Kazak &

Marvin, 1984; Velasco de Parra, 1983), socialization (Anderson, 1981; Schlomann,
-

1988), or economic impact (Philips, Bohannon, Gayton, & Friedman, 1985;

Schlomann, 1988). As previously discussed, studies in which stress and coping is the

guiding conceptual framework imply problem-solving as a routine process, with

measures of effectiveness of coping as the outcome. What is not addressed is the

relationship of the effectiveness or ineffectiveness of these strategies to the problem

solving strategies and patterns of the family. In other words, what kind(s) of

problem-solving strategy(ies) do families employ in managing the ongoing issues

associated with having a child with a chronic health condition? Do families which

include a child with a chronic health condition modify their problem-solving

strategies as developmental needs and characteristics of both individuals and family

unit change? If so, how? To what extent is the problem-solving success or lack of

success a cumulative process? How might these considerations contribute to

interpretations of coping effectiveness in these families? How might interventions

aimed at promoting the scientifically-sound means-ends approach to problem-solving
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provide a broader, more effective process for these families, thereby enhancing family

functioning? These are questions that beg further investigation if appropriate

interventions are developed and their efficacy evaluated. Explication of problem

solving processes and patterns is necessary for understanding integration of a new

chronic illness diagnosis. This includes clarifying issues which promote effective

problem-solving and delineating the relationship between patterns employed to deal

with "routine" family functioning and those required to respond to issues associated

care and management of a new chronic illness diagnosis.

Family Functioning

There are some striking differences between the contemporary family and that

described by Parsons and Bales (1955) (i.e., the traditional "male bread-winner" and

"female homemaker" roles) (Glick, 1989; Zedeck & Mosier, 1990). However, the two

basic aspects of "family functioning" they specified (i.e., instrumental and expressive)

continue to be relevant to discussions of how families interact and behave in relation

to each other. Instrumental aspects of family functioning refer to the routine

activities of daily living such as eating, sleeping, and physical care activities and

responsibilities. Expressive aspects of family functioning include interaction or

communication between spouses or between parent(s) and child(ren), family roles

and relationships, family problem-solving and decision-making, and attitudes and

beliefs. These designations do not imply absence of interaction between the aspects
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or that one always takes precedence over the other. Varying situations will call for

utilization of each to different degrees. Wright and Leahey (1984) observed that the

instrumental qualities of family functioning take on greater significance when a family

member is ill. For example, dietary management, blood sugar monitoring, and

insulin administration become a major focus of family functioning when a child is

diagnosed with insulin-dependent diabetes.

In much of the literature and research, the term, family functioning, is a

vague, multidimensional phrase that is casually used. What constitutes "family

functioning" is generally inferred without reference to what is actually intended. Any

of the behaviors or activities listed above may be intended as well as child-rearing,

family life-style, or anything that reflects activities within one's definition of family

are all frequently characterized as "family functioning." For example, Burr (1985)

states that there is a dynamic relationship between family functioning and the

functioning of family members and asks the question, "How is the psychosocial

adjustment of the chronically ill child affected by family functioning?" However,

there is no explanation or definition of what behaviors fall into this concept.

Reflecting this lack of focus, literature, in general, and research, in particular, leaves

the reader/consumer to speculate not only about what is meant but also about

comparability of findings.

The lack of specificity is seen in the work of family theorists such as Berardo

and Kantor and Lehr. In an early conceptual framework, Berardo (1966) offered a
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very broad description of the functions of the family, submitting that the family is a

social system which contributes to the maintenance and perpetuation of the society

in which it exists. Accordingly, all processes demonstrated by the family to achieve

these goals might be classified as family functioning. Kantor and Lehr (1975) do not

refer to family functioning, per se, but rather cite family "processes" as the "actions

and interactions of the various component parts both within and across its

environmental borders" (p. 10). More recently, Reiss (1981) has proposed that

"family interaction patterns, the influence of outside forces, [and] hidden aspects of

member's personalities are melded ... into an emerging and refined structure. This

structure serves both as a repository of the family experience and as a guide" (p. 223)

for routine, everyday behavior.

Stuifbergen (1990) summarized the complexity of this concept: "...family

functioning is not a unidimensional concept but rather a multidimensional construct

referring to the dynamics of everyday life within a family: the way the family operates

as a system across many dimensions, including relationships, personal growth and

development, and organization" (p. 37). Given the breadth of these facets of family

relationships and interactions, the questions of measurement and analysis of the

concept are complex. Roy (1990) capsulized the problems associated with measuring

family functioning: "Normal' family functioning is at best a difficult concept and at

worst a very elusive one" (p. 501). The implications of changes in family

organization, relationships, and energy necessary to address individual and family
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development are even more complex when a family member is diagnosed with a

chronic health condition.

Multiple assessment strategies have been developed for measuring and

evaluating various aspects of family functioning. Within these measures subscales

have been specified to define various components of the "family functioning concept".

The Family Environment Scale developed by Moos and Moos (1984) has ten

identified subscales which are believed to comprise the elements of family
-

functioning including cohesion, expressiveness, conflict, independence, achievement,

intellectual and cultural growth, recreation, moral/religious emphases, organization,

and control.

Other measures have identified similar components classified under the rubric

of family functioning. In creating the Circumplex Model of Marital and Family

Systems, Olson's Circumplex Model (1983) assesses family issues such as time, space,

and discipline within subscales of emotional bonding, family involvement, marital

relationships, parent-child coalitions, internal boundaries, and external boundaries.

Family characteristics defined by location in the cohesion and adaptability dimensions

describe family dynamics and relationships and family types are determined. Using

a similar perspective, McCain (1990) considered family functioning in families which

had experienced the preterm birth of their child. Defined as "perceived adequacy of

family relationships," she identified six bi-polar dimensions (individuation vs.

enmeshment, mutuality vs. isolation, flexibility vs. rigidity, stability vs. disorganization,
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clear communication vs. unclear or distorted communication, and role compatibility

vs. role conflict) as measures of family functioning.

Boyce, Jensen, James, and Peacock (1983) postulated an elemental human

need for stability on the premise that major life events can potentially undermine the

individual's sense of consistency, continuity, and stability. Further, they stated "a

sense of permanence might...be affected by experiences or conditions as varied as the

establishment of intimacy with family and friends, the perception of stability in one's

home or place of work, or the development of behavioral patterns and routines in

day-to-day life" (p. 194). Based on these assumptions, family functioning in the form

of routine observable, repetitive behaviors which involve two or more family

members and which occur with predictable regularity in the ongoing life of the family

were included in the Family Routines Inventory assessment tool.

Feetham (Roberts & Feetham, 1982) constructed a measure of family

functioning using an ecological framework. Based on a concept of process, including

activities such as procreation, socialization, protection, education, and economic

concerns, three levels of relationships are measured: (1) the family and other social

units (e.g., family and community, family and economic institutions, etc.); (2) the

family and its subsystems (e.g., functional responsibilities, division of labor); and (3)

the family and each individual (i.e., husband-wife, parent-child, sibling-sibling). In

addition to measuring perceptions of current "functioning," the instrument design

attempts to identify discrepancies between perceptions of current "functioning,"
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perceptions of "what is desired," and its importance to the individual. Feetham's

measure reflects her philosophical position that a model must address "how families

help each other, how they cope, and how they grow" (1984).

Selected Studies: Family Functioning

Studies of families that include a child with a chronic health condition

generally examine individual or perhaps dyadic characteristics or responses. Feetham
-

(1984) refers to these as "family-related properties" of family members. Examples

of these phenomena encompass child(ren) behavioral characteristics, parental

depression, self-concept, social support, etc. Additionally, family-related concepts

that are descriptors of the response or impact are often related by and to individual

or dyad family members [e.g., uncertainty (Cohen, 1988; Cohen & Martinson, 1988),

stressor designations and coping responses (Kazak & Marvin, 1984), marital

satisfaction, parent-child interactions (Ferrari, Matthews, & Barabas, 1983), and

siblings (Bluebond-Langner, 1991; Breslau, et al., 1981; Ferrari, 1984; Gayton, et al.,

1977; Tritt & Esses, 1988). While many of these aspects are elements of family

functioning, this broader concept is seldom specified as the focus of examination and

analysis. Additionally, findings often vary or may even be contradictory relative to

the specified variable(s).

Family functioning is often examined based on who bears what responsibilities.

Reporting in a recent study on caring for a chronically ill child in the home and how
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families construct their experiences, Anderson and Elfert (1989) suggested that the

term "family" glosses over the work women do in caretaking. One mother was

quoted, "...somehow it becomes the responsibility of the women members of the

family...even though it's affecting everybody around. And they share a little bit...but

I really have no life - ...it has been four, long hard years" (p.735). Holaday and

Turner-Henson's (1991) study also found that it is primarily the mother who assumes

the responsibility for the monitoring- and care-issues in families who experience the
-

diagnosis of chronic illness in a child family member. Despite these findings, families

report continuing attempts to promote "normal" developmental opportunities and

processes of all members of the family, including the child with the chronic illness

(Anderson, 1981; Bossert, et al., 1990; Desmond, 1980; Knafl and Deatrick, 1987).

The concept of uncertainty has also been shown to affect parents' confidence

in assessment, parenting, and management abilities. This influences not only the

individual perceptions and responses, but also in turn has direct and indirect

implications for family functioning (Cohen, 1988; Cohen and Martinson, 1988;

McKeever, 1981).

Knafl and Deatrick (1990) have further attempted to delineate the concept for

nursing in developing their model of "Family Management Style." Comprised of

three major components (definition of situation, management behaviors, and the

sociocultural context), this model has significant potential for understanding how

families respond to chronic illness within the family unit.
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Reporting a case study using this model, Gallo (1990) reported that clarifying

each family members' definition of a significant event (i.e., 11 year old with juvenile

diabetes) and individual management styles (i.e., how each family member deals with

this "event" from a family-relationship position as well as within their other social

groups and interactions) can provide insight into family-unit management

(functioning). Thus, the adage, the whole is greater than the sum of its parts, is

made apparent: the relationship and interaction of each family member's pattern of

"managing" contributes to the demonstrated "family unit management style."

McCubbin (1984, 1988, 1989) has made significant contributions to

understanding of the impact of childhood chronic illness on families. In a study of

100 families which examined parental coping of children with cystic fibrosis (1984),

McCubbin reported no difference between mothers and fathers coping strategies

which primarily emphasized maintaining family integration. This study also found

that mothers' coping strategies to maintain social support, self esteem and

psychological stability was negatively related the child's age. Such findings have

important correlations to overall family functioning. Although not discussed or

directly applied, McCubbin does acknowledge developmental issues over the life

cycle are significant considerations.

In her 1989 study comparing single- and two-parent families of children with

cerebral palsy, McCubbin found that both family types experienced the same level

of stressors. These stressors are most often associated with normative life cycle
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events. Of interest, however, is the finding that single-parent families appeared to

be more adaptable or flexible with the ability to change their power structure,

negotiating styles, role relationships and relationship rules in response to normative

and situational stress. Again, such findings would seem to have a direct effect on

overall (structural and expressive) family functioning.

McCubbin and Huang (1989) attempted to identify family strengths in families

of handicapped children. Family stressors and demands, parental coping strategies,
-

and family types were examined in a sample 130 two-parent families in which there

was a child with cerebral palsy. Findings in this study revealed an inverse correlation

between severity of impairment and the need for improved communication,

cooperation in essential tasks and chores, problem-solving, and sharing of feelings

and concerns. While these characteristics and behaviors were not specified as "family

functioning," they are conceptual aspects of this domain.

Childhood Chronic Illness: The Non-categorical Approach.

While diagnostic groupings have been useful in looking at characteristics of

individual diagnoses and their effects on families, there are many aspects of

childhood chronic illness and family functioning which are common across diagnoses.

Many investigators (Pless & Perrin, 1985; Corbin & Strauss, 1988; Stein & Jessop,

1989; Stein, 1989) have emphasized the importance of a non-categorical approach
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which considers these common effects on families. Accordingly, this study has

included multiple diagnostic groups.

Summary

The findings in this literature on family functioning reflect a similar "picture"

to that described by Anderson (1981) and Desmond (1980). It would appear that,

"on the surface," the goal of families is to maintain an "ideal" level or pattern of
-

functioning that they would consider characteristic of family functioning. However,

when the component parts are individually considered, the cost is significant in the

striving for the "hoped for." Seligman and Darling (1989) caution that

"overburdening of one family function can affect the successful performance of the

others" (p. 10). While this admonition is noteworthy, it is also essential to determine

which families are likely vulnerable and which are those whose functioning styles are

flexible and adaptable, indicating capability to assimilate the new diagnosis of a

childhood chronic illness into daily family living - practically, affectively, and

interpersonally.

The majority of studies reviewed were family-related (as opposed to "family

research"), cross-sectional, and diagnosis-specific. Additionally, a major concern in

this literature involves the measures used to examine the variables of interest:

instruments that are imprecise and have limited evidence of validity and reliability,

lack of developmentally-appropriate instruments for use with children in families, and
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single family member perception or response used as "family-characterization." It is

acknowledged that these concerns are ubiquitous to the field of "family research" and

-

not limited to this particular focus. However, this literature, with few exceptions,

exhibits (and perpetuates) these factors.

Further, the studies reviewed are limited to a single point in the life-span of

the family. The dynamic interaction of families and development of both the

individual family members and the family unit are acknowledged. Thus an approach

which considers normal family transitions as well as non-normative events is needed.

Theoretical Perspective

Interest in families as the child's primary social context and the impact of

childhood chronic health conditions on the family system continues to be a

specialized focus of inquiry for psychologists, sociologists, and health care

professionals. This interest has variously been focused on how this event affects the

family unit and, in contrast, how the family impact affects the child. Indeed, the

importance of the family is evidenced by the vast body of literature that exists and

variety of approaches developed to address issues related to childhood chronic illness

and the family. This broad body of literature also attests to the complexity of these

issues, including the internal and external "environments" of families.

The contribution and value of each of the issues and the approaches employed

notwithstanding, change (i.e., development) is a primary fact for the family unit as
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well as the interweaving lives of the individuals who constitute the family. This

change is reflected in both the individual and family patterns of functioning across

time. Because of the long-term relationship between childhood chronic illness and

family functioning, the life-span developmental perspective is employed as the

conceptual framework for this study.

ife-Span Development Per iv

The life-span approach to development is a dynamic perspective, incorporating

both qualitative and quantitative components of change over time (Schaie, 1986;

Baltes, Reese, & Nesselroade, 1988). In other words, this approach is concerned

with not only the amount of change observed over time, but also with the nature or

characteristics of that change. From this broad perspective, the life-span approach

attempts to explain the developmental trajectory by describing the present (current

period of life) through understanding past "periods," and thereby, anticipate behaviors

and responses of future "periods" or life stages.

Further, this is a model which incorporates methods and theoretical

assumptions. Schaie's (1965) general model was developed as an method for

description and explanation of developmental change that attempted to address the

flaws inherent in traditional longitudinal and cross-sectional designs. Following

extensive critique of the original model, Schaie's (1986) reformulation of the model

provided a means for considering quantitative and qualitative developmental change
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while controlling for the confounding influences which plagued the previously

employed methods.

Il moti ife-Span P iv

Within the life-span perspective, human development is considered a

continuous process of systematic changes which occur from birth until death.

Subsumed in this perspective is the belief that this process is an interaction of

physiological, psychological, environmental, historical and evolutional aspects. From

its pluralistic world view, the aim is description of intraindividual changes and

explanation of interindividual differences in such changes across the life-span.

The two key assumptions of the life-span approach are embeddedness and

dynamic interaction. Embeddedness implies that each person (regardless of age)

must be understood from the multiple aspects noted above. These do not exist in

isolation but rather in dynamic interaction of covarying influences. Changes occur

not simply as response to development, but also influence (produce) that

developmental process (Lerner, 1986).

This co-variation of two or more "causes" can be described as an antecedent

consequent (stimulus-response, S-R) sequence which moderates and is moderated by

the context (organismic or biocultural variables, O) in which the individual functions

(Baltes, Reese, & Nesselroade, 1988). Hultsch and Plemons (1979) propose that any

one of these (S, R, or O) may function as the antecedent at some point in time;
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however, the observed behavior is the consequence. These variables may be

observed concurrently with the behavior of concern or they may have occurred

historically (distally) related to that behavior. They also suggest that the point

(timing) of the occurrence of an event that affects the developmental trajectory may

be at least as important than that of its actual occurrence.

The original objective of the life-span developmental perspective was

description, and hopefully explanation, of individual development; however, the

principles can also be applied to "family development." Considering the interactive

relationship of developing family members in a developing family unit, Featherman

(1983) described this as "a constellation of individuals' life courses in mutually

contingent relationship in the context of evolving historical circumstances." Further,

in addressing issues of family development from this perspective, Hill and Mattesich

(1979) stated "behavior is as much 'social' as 'individual,' and it has its roots in the

family context." They define family development as "the process of progressive

structural differentiation and transformation over the family's history, to the active

acquisition and selective discarding of roles by incumbents of family positions as they

seek to meet the changing functional requisites for survival and as they adapt to

recurring life stresses as a family system" (p. 174). In support of this position, they

further state, "more pluralistic and less constrained solutions than are offered by

either the mechanistic [reductionistic] or organismic [emergent] views are necessary

when considering family development (i.e., multiple but orderly paths of
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development, variable growth patterns, reversible processes rather than nonrecursive

process, and empirical descriptions when theory cannot explain are necessary). ...

Family change over time involves simultaneously changing numbers of participants,

changing needs to be met, and changing competencies of participants. Orchestrated

somehow are changing role scripts and family structures, mediated by developmental

processes so complex that pluralism of theories and of strategies of research for

describing family development phenomenon are sure required!" (p. 188).

Such a methodological model was proposed by Baltes, Reese, and Lipsitt

(1980) and is illustrated in Figure 1 below. The developmental influences include

(1) normative age-graded (ontogenetic) influences, defined as biological and

environmental characteristics that have a strong relationship to chronological age; (2)

normative history-graded (evolutionary) influences, defined as biological and

environmental determinants associated with birth cohort; and (3) non-normative

influences, referring to biological and environmental events that do not occur in

either normative age- or history-graded manner for most individuals and therefore

with no interindividual homogeneity in occurrence or patterning.

When the major variables (biological, environmental, and behavioral) of this

study are substituted in the model, their relationships to each other and their

influence on individual and family development can be seen. The biological variables

of concern include age and stage of development of family members with "school
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BASIC INFLUENCES
DETERMINANTS ON DEVELOPMENT

Normative ->

Age-Graded

Normative

History-Graded

Non-Normative ) ->

m). TIME ->

From Bahes, Reese, & Lipsitt, 1980

Figure 1. Life Span Methodologic Model

age" specified as "age of child with new chronic illness diagnosis". The "school age"

designation also has general implications for the "location" of the family unit within

the developmental trajectory.

In the early formulation of the life-span model, "normative history-graded

influences" was used in reference to birth cohorts (Schaie, 1965). However, this

conceptualization was reformulated and expanded to include a broader interpretation

of the role context recognizing there were other factors that influenced this
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parameter other than year of birth. It may also refer to persons experiencing an

event or condition at the same point in time. Accordingly, in this study, time since

diagnosis is the history-graded variable (although not normative).

Non-normative influences in this study refers to the event of a new chronic

illness diagnosis of a school age child family member. Learning that a child family

member has a health condition that will require monitoring, care, or treatment and

whether continuous or episodic, it is an atypical occurrence. The current study will
-

examine the interaction of normative age-graded and the non-normative event of a

new diagnosis. Because confounding occurs when all three parameters of age,

cohort, and time of measurement remain fluid in a study analysis (Baltes, Reese, &

Nesselroade, 1979, 1988), in this study age of the newly diagnosed child is considered

the confound and, accordingly, be set at 0.

When the variables of the study are inserted into the model (See Figure 2),

their interactions can be seen. Family functioning (patterns of daily living within the

family context) is influenced by and influences individual and family "definition" of

the non-normative event (chronic illness) and problem-solving patterns, reflecting the

co-variation of variables assumed in this theoretical perspective.

Families of Chronically-Ill Children Across the Life-Span

While the volume of studies which attempt to explain the effects of childhood

chronic illness on the child and his/her family has grown significantly in recent years,
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BASIC INFLUENCES
DETERMINANTS ON DEVELOPMENT

Adapted from Bakes, Reese, & Lipsitt, 1980

Figure 2. Interaction of the Basic Determinants and Influences on Development.

relatively little has focused on development and less is found that has a

developmental conceptual framework. The research, in large measure, has been

unidimensional and cross-sectional. That is, it has been disease/condition-focused,

has addressed effects on one individual or section of the family using proxy variables

(e.g., aggression, depression, stress, marital functioning, uncertainty, self-concept,

psychological stability, social interactions, personality characteristics, or demographic

characteristics) as outcome measures, and has considered these issues essentially at
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one point in time. In addition, conclusions are frequently inconclusive, inconsistent,

and even contradictory.

As attempts are made to identify, describe, explain and clarify the factors

which influence the family's response to chronic health conditions, the internal

dynamics of the family (intra-family environment) which are influenced by and also

contribute to the social environment beyond the family boundaries must be explored.

However, the scope of such an endeavor, especially from a developmental

perspective, makes achievement of this goal overwhelmingly complex. Rankin and

Weekes (1989) suggest that understanding the internal environment of the family is

"essentially a 'black box' with depths that are difficult to reach" (p. 4). The life-span

developmental framework can provide an approach by which the dynamic and

integrated aspects of family functioning can be better explicated. This is particularly

of value to nursing and health care professionals when investigating issues related to

families which are attempting to assimilate the unexpected (non-normative) event of

learning that one of their children has a chronic health condition.

When considering these families, one of the salient issues regards "timing" of

the diagnosis in relation to the developmental stage of individuals within the family

as well as location of the family unit along the developmental trajectory. In their

review, Rankin and Weekes (1989) found that young children with chronic health

conditions are usually found in young families (adults < 45 years) and that middle

aged (45-65 years) families were more likely to include adolescent or adult
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chronically-ill family members. With the changing characteristics of the "timing" of

parenthood, parents of school age children may be found in the middle-age family

grouping. Does the fact that this occurrence may be considered "off-time" make

these families respond differently in terms of individual development and family

functioning, or are they more at risk for those identified problems or other

problems? Is there a difference in young- and middle-aged families (1) definition of

the diagnosis of childhood chronic illness in the family; and (2) patterns of problem-
-

solving? Or does more experience with life-events and problem-solving have a

positive effect relative to integrating this non-normative event into daily living and

family functioning?

Variables from a Life-SDan Per iv

The model in Figure 3 illustrates the complex influence of a new chronic

illness diagnosis on established patterns of daily living in families. This diagnosis

event stimulates each family members perception of stability and change, and the

integration of these individual responses results in a transient process (family change)

toward a new family equilibrium. The kinetics of this ongoing process and the new

equilibrium itself are both determined by overall family functioning, individual and

joint patterns of problem-solving, and the demands and requirements of chronic

illness care and regimens. These characteristics and patterns evolve over time,

contributing and responding to developing needs and processes of family members.
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Relationship of Study Variables

Antecedent Process Consequents
Variables

(New) º:
Biological * © i. NA

health condition Definition

Perception

| NA
Problem-Solving

Pattern

Environmental Family Context /*

Family Functioning

Figure 3.

Hypotheses

Based on the assumption that families experience a period of readjustment in

routine family behaviors and activities during the first year as they reevaluate, define

and engage in the associated problem-solving, the following hypotheses are

delineated for this study:

1. Families who indicate higher levels of problem-solving (MEPS) will indicate

moderate levels of family-functioning (FRI) during the first year after

diagnosis.
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2. Extreme upper and lower scores on family functioning will have consistently lower

levels of problem-solving patterns.

3. In families where the childhood chronic illness diagnosis is defined as "challenge"

(as opposed to "threat") higher levels of family functioning will be reported

over the first year after diagnosis.

4. Families who define the childhood chronic illness diagnosis of a family member

as "challenge" (FHI) will consistently demonstrate higher levels problem

Solving.

5. Families experiencing the diagnosis of childhood chronic illness of one of their

family members will indicate significant changes in their family functioning

over the first year after diagnosis.
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CHAPTER THREE

METHODOLOGY

This was an exploratory, descriptive study guided by the life-span

developmental framework. The effects of the family's "definition" (challenge vs.

threat) and their problem-solving patterns were investigated to delineate the extent

to which they influence integration of the new diagnosis into the family's daily living.

In this chapter the research design, sample, setting, instruments, and data collection

procedures are described.

Research Design

The life-span perspective assumes that development is not random, short term,

or momentary. Additionally, "life-span views focus on dynamic behavior-environment

systems that combine ontogenetic (individual-developmental) and evolutionary

(biocultural history-developmental) perspectives" (Baltes, Reese, & Nesselroade,

1988, p. 98). Consistent with this approach is the imperative that the ideal research

design be able to capture intraindividual (intrafamily) change as a component of

attempts to explain interindividual (interfamily) differences. A cross-sectional, time

sequenced design most nearly meets this standard for assessing adjustment of families

to the new diagnosis of childhood chronic illness.

The period after diagnosis has been shown to be one of the critical times

experienced by families of children with chronic health conditions (Clements,

Copeland, & Loftus, 1990). This is a transitional process in which change in family

attention, attitudes and behaviors are expected to occur in concert with changes in
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the child's health status. Using the life-span developmental framework, a time

sequential strategy for assessing the integrative processes was desired (Schaie, 1986;

Hultsch & Plemons, 1979). The cross-sectional, time-sequenced design, focusing on

intraindividual and intrafamily adjustment to the diagnosis of a chronically-ill

schoolage child family member was utilized. Data points were initially designated

to assess intrafamily change at 6-week intervals during the first three months after

diagnosis was made. This time period was delineated to assess specified levels of .

"development" of the process of integrating the new diagnosis into a family's daily

living (family functioning). The purpose was to evaluate not only net changes, but

to incrementally assess how this process evolves in different family groups, attempting

to develop a classification strategy for describing this family process.

Sample

lecti iteria and Sample Characteristi

Sample selection and retention for study of chronically ill children, and

particularly in longitudinal study, is not only complex but is complicated by concerns

regarding selection issues such as identification/availability, characteristics and effects

of those who refuse and/or withdraw from study (including environmental/historical

events which intensify stress, exceeding a family's level of tolerance), and attrition

resulting from natural causes (i.e., death). This section addresses sample selection

criteria (original and modified), and sample size and characteristics.
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Initial projections indicated that 30-50 families would be inducted into the

study. Thirty families would provide adequate information to determine trends from

data collected while statistically significant findings might be claimed from 50 or

more families. With the intent of achieving statistically significant levels, the original

goal was to obtain a sample of not less than 50 families who met the inclusion

criteria for the study. After four months of continual review, the goal was adjusted

to accommodate the trend-analysis level of study. Other adjustments to the original

sample criteria also became necessary as will be noted.

To optimally control for confounding variables, a demographically

homogeneous sample was sought. Original criteria for inclusion in the convenience

sample included: (1) families of children who had been diagnosed with any chronic

condition (according to previously specified definition) within one month prior to

induction; (2) age of "target child" not less than nine or more than 12 years; (3)

Caucasian; (4) middle-socioeconomic status; (5) "target" child must have no

documented developmental delay (not > one grade level behind normal for

chronological age); (6) no other children in family with a chronic health condition,

and (7) English-speaking. An exception to the developmental delay criteria was

made if the grade-delay was due to school missed because of absences related to the

child's illness. These criteria were specified to include chronically ill children who

were at a cognitive developmental level to be able to read and respond to the written

questionnaires. Additionally, controlling for cultural and economic influences which

might have further influenced the responses was considered desirable for this study.
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The original proposal was designed to also achieve the following goals related

to sample composition: (1) to include children whose level of cognitive development

was adequate to read and understand the written questionnaires, thereby being able

to actively participate in all aspects of the data collection process (piloting of

instruments with approximately 50 children prior to final age criteria specification

indicated that most eight years olds required significantly more time and assistance

with completion of questionnaires, considered undesirable from both time and .

potential response validity standpoints); (2) to identify and induct families for whom

the initial "shock of the diagnosis" had been somewhat mollified and the process of

integrating the new diagnosis was beginning but any adjusted patterns had not likely

been well-established; (3) to minimize confounding influences such as the effects of

significant cultural differences or extremes of socioeconomic status; and (4) to

investigate the current phenomenon as a new experience rather than one influenced

by similar/same previous experience. To this end, four months of subject

identification and recruitment ensued, with a net induction of four families.

As a result, several aspects of the inclusion criteria were modified. The age

range of "target children" was broadened to include eight-year-olds if they were

within three months of the next birthday. Cognitive abilities of the child were

assessed by the Clinical Nurse Specialist (CNS) in screening potential participants.

None that were identified within this lowered age level were excluded based on CNS

Subjective evaluation. The upper age level was also extended to include newly

diagnosed children 13 years of age (this included two children whose birthdays
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occurred during the data-collection period, just prior to diagnosis and/or whose

families were inducted into the study within one to two months after their fourteenth

birthdays).

Other modifications of inclusion criteria were indicated to obtain an adequate

sample size. These modifications related to (1) broadening the socioeconomic (SES)

criteria to include all levels of socioeconomic status; and (2) extending time since

diagnosis from "not more than one month" to "not more than one year." Adjustment .

of the "time since diagnosis" criteria may be theoretically supported when considered

using the "set" concept (as an effort to establish equilibrium and stability, "set" is

considered a predisposition to act in certain ways thereby demonstrating a

consistency of response to certain types of stimuli) from Johnson's Behavioral

Systems Theory.

These modifications not only permitted increased possibility of family

identification and participation, but they also expanded the possibility for alternative

explanations for findings. For example, children who were older than 12 years are

more likely to have assumed adolescent activities, attitudes, and behaviors that vary

from the younger school age child. Similarly, broadening the socioeconomic and time

since diagnosis allowed introduction of characteristics or patterns that can obscure

a clear interpretation and explanation of participants' responses.

With these modifications, subject accrual proceeded. Over an eight months,

35 families were inducted into the study. Thirty families completed all data collected

points.
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Description of Setting

Access

Potential family-subjects were sought from out-patient clinics in two major San

Francisco Bay Area medical centers, physicians in private practice in the same

geographical area, and parent/family support groups in the community. Access to

medical center sites and support of private-practice physicians were obtained by the

investigator. Access to families in support groups was facilitated by nursing .

coordinators for the groups and only one of the support groups actually yielded

families who participated.

Access to the first hospital (identified as Site 1) was initiated by

simultaneously contacting the nursing research coordinator and all attending level

physicians practicing in clinics that would include potentially appropriate (per

inclusion/exclusion criteria) families. The proposal was also submitted to the

medical center's Committee on Human Research at this time. Attending physicians

were sent a copy of the abstract and a letter to be returned indicating their support

for families in their service in this study. After the chief of each service indicated

his/her support, letters of support were obtained from more than 75% of the

physicians contacted. Attempts by telephone or in person were made to contact

those who did not respond to the letter. Access to some groups of patients within

specific services was obtained by blanket approval of the study following presentation

of the study at scheduled service meetings. Study presentation was made to clinical

nursing staff for both education and interest-stimulation. Staff nurses were
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encouraged at that time and at regular intervals to identify potential families for

inclusion in the study. Patient eligibility for the study was determined through review

of clinic schedules and charts two to three times a week, both independently and in

conjunction with clinic coordinators. Nursing units and service offices were also

contacted at the same times each week.

Support from some attending physicians was not extended. Explanations

included: (1) the implication that the children were "chronically ill" was contrary to .

the philosophy of the service (the physician maintained that children in their service

were not "chronically ill" but had a physical condition that, rather than being an

"illness," may require the child and his/her family be aware of "certain potential

effects"); (2) the service did not have patients/families who met the inclusion criteria;

and (3) physicians were concerned that families were very vulnerable at this time

and that their participation in this type of study might have a negative influence on

the establishment of a therapeutic relationship with the medical and nursing staff as

well as the clinical facility itself.

Access to the second hospital (identified as Site 2) was sought in a more

sequential fashion. Following approval of the study by the Committee on Human

Research, a nursing administrative liaison was identified and contacted. Her support

was solicited for identification of appropriate clinics, names of attending physicians

whose services were believed to include patients and families appropriate to the study

design, and nursing coordinators (CNS) to be contacted in the clinical areas.

Attending physicians were contacted in the same manner as those at Site 1. Only
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one physician refused access to the families in her service, stating that "our patients

are already 'over-studied'." Some physicians extended their support while requesting

that they be notified at the time families were contacted for participation.

Designated nursing coordinators of the clinical areas reviewed clinic patients

on a weekly basis to identify families, reserving the right to screen families for those

who were considered appropriate. For example, a family whose 10-year old was

diagnosed with AIDS met the criteria for inclusion; however, the CNS refused to .

allow the family to be contacted, feeling "the family is in such a mess they probably

wouldn't be very helpful." This type of statement was not atypical when a CNS

deemed a family "inappropriate" for contact regarding study participation. This

effectively filtered the population, biasing the sample toward more psychologically

healthy families.

The original proposal specified only these two sites. However, the investigator

determined that two facilities would not yield an adequate number of subject families

and alternative sources were sought. Physicians in the community who might be the

initial contact for these children and their families in the diagnostic phase were

contacted by letter (including the study abstract and letter of support) and follow-up

telephone contact. This method of communication was minimally successful due to

screening of physician calls by receptionists, nurses, or other office personnel and/or

failure of physicians to return calls. Approximately 20 percent of the total sample

was obtained through extensive review of service files and records of these

allergy/pulmonary and hematology community-based private physicians.
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The two primary sites, both major university medical centers, were very similar

in terms of the types of clinics available, and therefore, the types of patients seen in

the pediatric specialty clinics. The identified clinics in Site 1 included primary care,

hematology/oncology, allergy/pulmonary, endocrinology, orthopaedics, cardiac,

immunology/rheumatology, gastroenterology, and renal and neurology. The clinics

identified at Site 2 included renal, immunology, endocrinology, and immunology. .

Four months after subject recruitment began, families from the oncology service at

this site were also contacted for inclusion in the study.

Private physicians whose patient population were reviewed were two general

pediatricians and an allergy-pulmonary specialist whose primary focus was pediatric

allergy management. These physicians referred patients to the Hospital Site 1 if

hospitalization was necessary.

The support group from which subjects were recruited was for families of

children with diabetes. The coordinator of the group is a faculty member in the

Department of Family Health Care Nursing, University of California, San Francisco.

She was extraordinarily helpful to the investigator, providing opportunity to attend

a meeting and discuss the study with those families who had children newly

diagnosed with diabetes. Subsequently, she provided information for other families

when possible.

The diversity of sites utilized for family subject recruitment posed a threat to

internal validity of "selection" since differences in the sites may have accounted for
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the differences in the findings. As discussed, sites one and two were large,

metropolitan tertiary care facilities caring for both a broad range of diagnoses and

degrees of severity. All families that included a child with cancer came from these

two sites. Site three was a community-based allergy-pulmonary specialist. Site four

was a community-based support group for families of children with diabetes. Noting

these important differences in source of family-participants, analysis was carried out

to examine for effects of selection.

Data Collection Methods

Techniques. Data collection included both quantitative and qualitative methods, with

the intention that data from one approach were supported and informed by the other

(Campbell & Fiske, 1959). Data were collected by the investigator in the home of

each participating family at all three data collection points, induction, and at two

approximately six-week intervals thereafter. These in-home data points were

intended to assess actual and perceived change over time, minimize potentially

confounding environmental variables (e.g., hospital or clinic settings), and were

deemed important for rapport-building and to promote confidence and comfort for

families' sharing their experiences of this emotion-charged event.

Three orders of data collection were specified to control for potential

response effects that could result from the order of data collection. These included

varying the order of questionnaires as well as the points at which the problem-solving
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exercise and interviews occurred. The data collection process for each data point is

specified in the Data Collection Matrix (See Appendix A).

Instruments

A "child's version" of the two quantitative measures (Family Hardiness Index

and Family Routines Inventory) was developed by the investigator to address the

issue of validity of children's responses. Each statement in the standardized form,

developed for use with adults, was restated in language that was appropriate for the .

cognitive developmental level of the targeted age group. A panel of developmental

experts reviewed the children's form for content validity and comparability to the

original/standard adult form. Additionally, a sample of 25 healthy schoolage children

completed both the adult form and the revised children's form, identifying words,

phrases, and/or statements not understood or confusing. They were asked to

compare the items for clarity and preference of statement of intended concept. The

children's forms which have been used in this study are the result of this process.

The following instruments were used in the data collection process, including

quantitative and qualitative measures and an observation guide. The interview

guides and individual questionnaires are contained in Appendix D.

Family Hardiness Index. The Family Hardiness Index (FHI) is a 20-item,

Likert-type questionnaire. Specifically referring to the internal strengths and

durability of the family, family hardiness is considered a buffer to stress and the

characteristics which guide a family's response to demands, pressures, or tension

(McCubbin, McCubbin, & Thompson, 1986). The FHI is a scale developed to assess
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the application of the concept of "hardiness" to families. A factor-analysis conducted

by the instrument's authors demonstrated four subscales which delineate this concept:

co-oriented commitment, confidence, challenge, and control. The subscale which has

salience to the current study is the Challenge subscale which assesses the family's

definition of and active pursuance of risk-taking. In this context, it is an assessment

of how the family defines and responds to the "challenge" of the new experience,

integrating a new diagnosis of chronic illness of a child family member into daily.

living. For the purpose of analysis, a high score on the Challenge subscale indicates

a more optimistic or affirmative attitude toward change or new experiences as

opportunity for development.

As a relatively new scale, this measure does not have broad, published reports

of its use in research. It was used initially in an investigation of traditions and

celebrations in 304 non-clinical families (McCubbin, Thompson, Pirner & McCubbin,

1988) and is one of the measures currently included in a five-year study that is in its

first year (personal communication, 1991). Although of limited application to date,

the FHI has a published reliability of alpha=.82.

Family Routines Inventory. The Family Routines Inventory (FRI) is also a

relatively new scale that contains both "frequency" and "value/importance" aspects

of daily living. The FRI was developed by Boyce, Jensen, James, and Peacock

(Boyce, et al., 1983; Jensen, James, Boyce & Harnett, 1983). In a Likert-type scale,

subjects are asked to respond to 28 related aspects of individual and family routines.

Validity and reliability testing were conducted using a bi-racial (Black and White)
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convenience sample of mothers recruited from PTA's, churches, and social clubs in

an urban area in southeastern part of the United States. Thirty-day test-retest

reliabilities ranged from 0.74 to 0.79.

The FRI provides insights into the coherence, predictability, and organization

of family life which in turn lend stability and meaning to family structure. Boyce, et

al. (1983) suggest that routines and patterns function as a buffer to stress and illness.

Accordingly, for analysis of family patterns of daily living (routines), a high score in .

the frequency estimated for each item indicates either higher levels of solidarity, a

higher degree of regularity, or both.

Convergent and discriminant validity were demonstrated using Moos' (1974)

Family Environment Scale (FES). The FRI correlated positively with four of the ten

subscales of the FES, including cohesion, organization, control, and conflict. Thus,

the FRI was shown to be useful for gaining information regarding the patterns and

values of family routines and patterns which mitigate against the effects of stress and

associated illness.

The reliabilities for internal consistency for both the FHI and FRI were

adequate at each data collection point (FHI: a = .72 (Time 1), .70 (Time 2) and .79

(Time 3); FRI: a = .79(Time 1), .83 (Time 2), and .80 (Time 3)).

Means-Ends Problem-Solving. The Means-Ends Problem Solving (MEPS) is

an index for assessing problem-solving processes using interpersonal situations that

are similar to those which might reasonably be experienced by individuals, including

adults (Platt & Spivack, 1974), adolescents (Platt, Spivack, Altman, N., & Altman, D.
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& Peizer, 1974) and school age children (Shure & Spivack, 1972). Structured so that

the beginning and ending of stories are presented, subjects are asked to complete the

middle portion, solving the dilemma posed by the provided sections. This index

measures the ability to identify alternatives, select one and apply it in the solution

of the situation. Internal reliability of the measure was adequate, ranging from

alpha=.80 -.82, when adolescent females were studied. Significant findings have

included discrimination in problem-solving abilities between adjusted and .

maladjusted children, impulsive and normal adolescents and psychiatrically disturbed

adults (Platt, et al., 1974).

Reiss (1981) suggested that families map their problem-solving strategies by

the strategies and approaches brought by the individual family members. Problem

solving then occurs when family members coordinate individual abilities and

willingness to formulate solutions similar to each other's. This implies more than

simple agreement. It implies a basic sharing process in formulating a solution. The

MEPS was used in this study as an index for the family's ability to solve problems

in situations similar to those that might be experienced by typical families. As a

group, the family was presented with the beginning and ending of a scenario and

asked to talk together to identify alternative solutions, select a solution, and complete

the story, resolving the dilemma posed by the incomplete story.

Individual Family Member Questionnaire. A questionnaire composed of ten

items was developed by the investigator. This was a measure to provide each

participating family member the opportunity to confidentially indicate his/her
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perceptions of routine and interpersonal changes as well as those things that have

remained the same in the family, to indicate his/her perceptions of the severity of

the illness/condition, and to provide any other feedback or comments about the

experiences related to integration of the "new diagnosis" into family functioning and

daily living.

Semi-Structured Interviews. Two semi-structured interviews were conducted.

The first brief two-question interview, sought to determine length of time family.

members have "struggled" with the suspicion and/or knowledge that the child was ill

and what other significant stressful events might have occurred in the family's life

that may have exerted confounding stressful influences to the family's response to the

new diagnosis being studied.

The second interview format with eight items was designed for the purpose

of identifying the common, shared perceptions of the most challenging/difficult

experience, the most satisfying experience, as well as the changes and similarities that

have occurred within the family unit. It was anticipated that open-ended questions

and family exchange would stimulate additional thoughts and feelings that individual

family members would be willing to contribute.

Procedures

Human
- Ta■ l

The proposal was reviewed and approved by the respective Internal Review

Boards (IRB) of sites one and two and by the Nursing Research Committee at site
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one. These IRB approvals also provided the umbrella for the community physicians

and the parent/family support group from which family-subjects were sought and

inducted. While all family members living in the home were invited to participate,

the minimum "family" was defined as the newly diagnosed child and one parent.

Access to the children who participated was through one or both parents.

Initial contact with families was made by mail. For (hospital) Site 1 and

community-based private practice physicians, when families were identified through .

clinic schedules and medical records' reviews, a letter of study introduction (including

purpose and process) was mailed to the family. Also included was a self-addressed

postcard by which the family could indicate whether or not they were willing to

participate. The letter indicated that if they had not returned the Study Response

Card within one to two weeks, the investigator would call to answer any questions,

determine their participation preference, and set a meeting time if they agreed to

participate.

All family members including children able to read and understand (generally eight

years old and older) were encouraged to participate.

For (hospital) Site 2, the letters of introduction to the study were sent to

families under a cover letter from the Department of Pediatrics. This was done to

comply with the site policy regarding patient/family confidentiality. The forms were

the same and the follow-up of the Study Response Card proceeded in the same

manner as for Site 1.
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The participating parent(s) gave consent for both his/her participation and for

the participation of their child(ren). Subsequently, each child also gave his/her

assent to participate. The voluntarily-provided child's assent was considered equally

important for each participating child, no child experiencing coercion from either the

parent(s) or the investigator. Signed copies of consents and assents were left with

each family.

Confidentiality of participating families was assured through procedures

followed as required by the Committees on Human Research. Signed copies of

consents and assents were kept in a locked file separate from questionnaires and

other responses provided by families. All responses were identified by a code

number, known only to the investigator and every attempt was made to maintain the

anonymity and confidentiality of respondents. Additionally, there were no variances

in care these children and families received as a result of their participation in this

study.

All data collection was conducted by this investigator. While the order of data

collection components varied, all measures were administered using the same

method/approach, optimizing consistency.

Data collection point one was begun by explaining further the purpose and

process of the study and thorough review of the consent and assent forms. The

content of the consent and assent forms was analogous, with the language of the

assent being developmentally appropriate for stage of cognitive development for

Schoolage children. As previously indicated, parents consented for their own as well
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as for their children's participation. Each child was given the opportunity to either

agree or refuse to participate. Following the signing of the consents/assents,

demographic information was obtained for each family member. Following

completion of the demographic information recording, and depending on the

randomly assigned order, the interview, Means-Ends Problem-Solving Exercise, and

the two questionnaires (FHI and FRI) were completed. The interview and MEPS

were tape recorded for transcription and analysis. The time required for completing

all the components of this first data point was approximately one hour.

At approximately six-weeks following the first data collection point, families

were contacted by telephone and a date established for the second data collection

point, at which time, only the two standardized measures (FHI and FRI) were

administered. Again, depending on the protocol for the assigned "organization of

data collection", the order for these two instruments varied. Families rarely required

more than one-half hour for completing both instruments.

At 12-weeks after induction, families were contacted again to set a date and

time for the third data collection point. According to the order prescribed by the

assigned protocol, data collection included the individual questionnaire, MEPS, the

semi-structured family interview, and the two standardized questionnaires (FHI and

FRI). Again, the MEPS and the family interview were tape recorded for

transcription and analysis. At the completion of the formal data collection, children

were offered a gift of appreciation from a "grab-bag" of small items.
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Analysis of Study

As Gilliss (1983) pointed out, the concept of "the family as the unit of

analysis" is fraught with difficulties including lack of clarity or agreement of who,

where, and how information about the family is obtained, imprecision of instruments

and what is actually "measured," problematic analysis and inconsistent reporting. For

example, mothers have most often been the source of information about families in

family research in general as well as in studies which have had families of chronically

ill children as their focus (Litman, 1989; Uphold & Strickland, 1989). This personal

construction of family experience, attitudes, and behaviors injects a bias that has

significant potential for findings that are distorted at best and invalid at the worst.

However, findings from these studies have been generalized to larger populations.

Rationale for mothers as the sole source of information have included unavailability

of fathers and other family members, expediency and efficiency of data collection in

using one family member as family information-provider, lack of instrumentation that

is developmentally appropriate for all family members, and reliability concerns

related to children's ability to provide appropriate, accurate information.

To achieve the intended goal of "family as the unit of analysis" in this study,

several strategies were employed. The level of construct and the level of assessment

addressed were primary considerations. Family issues and processes were the focus
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of this study; and, in order to promote family-unit examination appropriate for the

developmental levels of all members, triangulation of methods was necessary.

Both quantitative measures (the Family Hardiness Index [FHI) and Family

Routines Inventory [FRI]) were relevant to the family level (i.e., the level of

construct was family focused, describing the whole family). The level of assessment

was both individual and family. Individual assessment occurred as each family

member completed the FHI and FRI at all three data collection points and

responded to the individual questionnaire at Time 3. Family level assessment was

accomplished as all participating family members contributed to the problem-solving

exercise and semi-structured interviews at the first and third points.

Analytic strategies and interpretation were focused on all levels of

measurement including individual, dyadic, and family. Total family scores on the

quantitative measure were created by taking the mean of individual scores. Several

concerns are associated with this method of analysis. Individual roles and assumed

or attributed power (or lack of power) associated with family roles, family member

coalition influences, any potential negotiated perspectives or positions, as well as

extreme responses are masked by this "summing" process.

Cognizant of the limitations of using mean scores of individual data to create

an aggregate score, individual, dyadic, other "groupings," and family scores were

examined and compared for increases, decreases, agreement/divergences, and

extreme scores. Statistical analyses of the quantitative measures were carried out and
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included correlational analyses, repeated-measures ANOVA/MANOVA, and

multiple regression.

Methods of Analysis

During the nine-month period of data collection, raw data from the

quantitative measures were coded and entered into files developed in the CRUNCH

statistical computer program. After initial entry, data were cleaned by detailed

review of subjects' responses and computer-entered responses.

Preliminary analysis was carried out using descriptive statistics (frequencies,

cross-tabulations) and correlations among variables. The Wilcoxon Sign-Rank

statistical technique was used to identify significant differences between times of

measurement and between participating family members. Repeated measures

ANOVA was used for evaluating differences both within and between groups.

Finally, multiple Regression Analysis was performed to determine the amount of

variance each variable and time of measurement contributed explained and to

ascertain which, if any, of the variables might predict level of family functioning.

Content analysis using open coding transcribed qualitative data (including

interview data, individual questionnaires at the third data point, and Family MEPS

at the first and third interviews) was carried out. Recurring themes were identified.

In addition, potential discrepancies between qualitative and quantitative data were

identified and examined.
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CHAPTER FOUR

RESULTS

Chapter Four presents demographic characteristics, results of the statistical

analyses of the quantitative measures (Family Hardiness Index, Family Routines

Inventory, and Means-Ends Problem Solving [MEPS), and the content analyses of

the semistructured interviews and individual questionnaires. The examination of the

primary variables (family perception or definition of challenge as it pertained to the

new diagnosis, family problem-solving patterns, and family functioning) are discussed,

including within- and between-family comparisons. Reliability and instrument

performance for each instrument as it was applied to the variable of interest are

presented. Subgroups of the sample were examined for differences that might be

explained by these categorizations. Wilcoxon paired t-tests and repeated measures

ANOVA were used to identify differences by demographic characteristics, family

relationship, site, perceived severity of illness, time since diagnosis, and organization

of interview process. Further, a regression analysis was performed on demographic

characteristics and variables of interest to determine the amount of variance each

explained.

Subjects and Settings

A convenience sample of newly diagnosed chronically ill school age children

and their families was obtained over an eight-month period from four settings,

previously described in Chapter Three. Thirty families including 109 participating
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family members are included in the results reported. An additional nine family

members entered the study but failed to complete 80% or more of the quantitative

portions of the study. They were, therefore, excluded from the quantitative analysis.

However, most participated in interviews, problem-solving exercises (MEPS), and

completed individual questionnaires at Time 3. Their responses are included in the

content analysis portion of the reported results.

While deviating from the strict assumptions of a non-categorical approach, for

analytic purposes, diagnoses were organized into five general groups from the four

settings (See Table 4.1). Subject differences between the two hospital sites were

primarily controlled by medical services who either supported or refused patients'

participation from their respective services. Specifically, families from Site 1 included

one or more children from each diagnostic group; Site 2 included children in

Table 4. 1

Diagnostic Groups X Site

Oncology | Hema- Endocrine | Gastro- Allergy | Rheuma- Total
tology intestinal tology



77

hematology/oncology (7), immunology/rheumatology (1), and gastroenterology (1).

The families of four children with allergic conditions were from community medical

practices and families of two children with diabetes were obtained from a

community-based support group for families of diabetic children.

Demographic Characteristics

r isti r ildren

The sample included families whose diagnosed child ranged in age from eight

to 14 years (see Table 4.2). Age distribution included 5 (17%) 8-year olds, 5 (17%)

9-year olds, 5 (17%) 10-year olds, 5 (17%) 11-year olds, 3 (10%) 12-year olds, 5

(17%) 13-year olds, and 2 (6%) 14-year olds. Based on general developmental

Table 4.2

3(16)

9 3(16) 2(18) scº) |
10 4(21) 1(9) 507) ||
11 4(20) 1(9) s(17) ||
12 2(10.5) 1(9) 3(10)

13 2(10.5) 3(28) 5(17)

14 1(5) 1(9) 2(6)

19(100) 11(100) 30(100) |
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characteristics, for analysis purposes, children were placed in four groups: eight year

olds, 9- and 10-year olds, 11 and 12 year olds, and 13 and 14 year olds. Gender

characteristics were 11 (37%) females and 19 (63%) males.

Diagnoses

Individual diagnoses comprised a wide variety of conditions, including arthritis

(3 [10%]), asthma (3 [10%]), bee-sting allergies (2 (7%), Crohn's disease

(1 [3%), diabetes (5 [17%), Ewing's sarcoma (2 [7%]), hemolytic anemia (1 [3%),

chronic idiopathic thrombocytopenia (ITP) (2 (7%), "inflammatory bowel disease"

(1 [3%), leukemia (2 (7%), lymphomas (3 [10%]), osteogenic sarcoma (2 (7%), and

ulcerative colitis (3 (10%).

Table 4.3

Diagnostic Group

Total

Oncology 4 3 9(30%)

Hematology 1 1 3(10%)

Endocrine 2 0 5(17%)

Gastrointestinal 1 0 5(17%)

Allergy 0 1 5(17%) |
Rheumatology 0 2 3(10%) |

TOTAL 15(50%) 8(27%) 7(23%) 30(100%) |
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Age distribution of newly diagnosed children was generally spread across

diagnostic groups (Table 4.3). It is notable that in the sample all but one of the

children with allergies were in the 8 to 10 year old group. Original inclusion criteria

specified an age range of 9-12 year olds. Minimum sample acquisition required that

the criteria be expanded to include eight year olds and 12-14 year olds. This

modification netted one additional family of a child with newly diagnosed allergies

at each end of the age range.

Fifty percent of families in the study were inducted within the first three

months after the child's diagnosis (See Table 4.4), as specified in the initial criteria.

Table 4.4

in i

N (% Gender)

Time Since

Diagnosis Males Females Total

<1-3 Months 10(50) 5(46) 15(50)

4–6 Months 2(10) 1(9) 3(10)

7–9 Months 5(25) 2(18) 7(23)

Of the remaining 50%, two families (7%) were inducted four to six months after

diagnosis, eight families (26%) were inducted seven to nine months after diagnosis,

and five families (17%) were inducted 10-12 months after diagnosis.
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Parent/Adult Characteristics. There was a wide variability of age among 52

participating adult family members (including biological- and step-parents and

extended-family members such as grandparents and aunts), ranging from 29 to 59

years old. Families where parent(s)" or other participating adults' ages were up to

and including 39 years were identified as "younger" families. Families with parents

or other adults 40 years old or older were identified as "older" families. The

designation of "younger" and "older" refers strictly to this criteria and not to the

longevity of the family as a unit. "Younger" families included 28 (54%) family units

ranging in age from 29 to 39 years with a mean age of 34 years. Twenty four (46%)

family units comprised the "older" family group. Adults ranged from 40-60 years with

a mean age of 45 years. These families grouped by age of parents were compared

for "relative differences between [the] younger and older families in their response

to illness" at different points of the life span (Rankin & Weekes, 1989, p. 6).

Educational levels of parents were also examined. Two-parent families varied

from those where both parents had less than a high school education to those in

which both parents had graduate education (Table 4.5), while the parent in single

parent families generally had some college education (Table 4.6).

mily Characteristics

Given the broad definition of "family" and the minimum criteria stipulated for

"family participation," the composition of participating families had some notable

variations. Of the 30 families, 21 (70%) included all family members living in the

º
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Table 4.5

Two-Parent Families' Education Characteristics

T

Father + < High High School Some College Graduate

Mother 4 School Graduate College Graduate Education

<High School 1

High School 2 2
Graduate

Some College 2 3 1 3 |
College 1 1 3 1
Graduate

Graduate 4
Education

Table 4.6.

Single-Parent Families' Education Characteristics

< High High School Some College Graduate
School Graduate College Graduate Education

1 4 1

home (including younger siblings able to read who indicated interest in participation).

These families ranged in size from three to five members. In one family, all family

members began the study despite the parents living in separate quarters at the time.

By the third data point, it was not possible to arrange a time when the mother would

join the father and son for the third session.
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For eight (26%) families, the mother was the only parent-participant. These

participating family-groups varied from only mother and "target child" to mother and

five children. In four (13%) families, the mother was a single parent of the newly

diagnosed child and at least one sibling. In all families, all the siblings participated

except one (a 12-year-old, older sibling who withdrew during the first data collection

period). An additional four (13%) families were "intact families" but for different

reasons, the fathers chose not to participate (mothers offered explanations such as:

"he's just not a joiner/participator;" "He's just not able to talk about it - he's just too

messed up right now;" "He'd probably not be interested.")

Four (13%) families were living in the homes of their extended families. In

only two of these, however, did the extended family members participate. One of

these families included the grandparents and aunt of the newly-diagnosed child. For

this child, the dad was a "single-parent" who spent much non-work time at his

parents' home (where the child was living), but did not actually live in the home.

Another of these participating extended families included an aunt and cousins. Two

single-parent families were living in the parent(s)' home but family members other

than the immediate family of the "target child" chose not participate.

i nomi E

Stevens and Cho's (1985) occupational classifications and socioeconomic

indices were utilized for determining the socioeconomic levels of participating

families. Accordingly, groupings of this sample of families included six families in

the high SES group, 17 in the middle group, and 7 at the low-socioeconomic level.
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Attributes of Eligible Non-Participants

It is impossible to determine either the size or characteristics of all eligible

subject-families since significant screening occurred in three of the four sites. This

practice limited this investigator's awareness of all potential families. As a result, a

complete description of all eligible, but non-participating portion of families of newly

diagnosed chronically-ill children is not possible. Table 4.7 describes the known

eligible family participants, families who declined to participate, and families who

withdrew before or during data collection. However, no extensive comparison of

merit can be offered between participating vs. eligible non-participating families.

Thirty-one families who were identified as "eligible" and contacted declined

to participate while five other families agreed to participate but withdrew prior to the

first data collection point or after the first data point. One other family was "lost"

Table 4.7

Disposition of Known Eligible Families

Site Total Known Families Refused/ Total No.
Eligible Inducted Withdrew Participants

prior to the third data collection point and therefore deleted from the sample. From

the sites utilized in this study, only three of 11 identified families of children
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diagnosed with asthma participated and only nine of 21 families in which a child had

been diagnosed with a malignancy agreed to participate and remained in the study.

None of the families in which children had recent chronic orthopaedic diagnoses

(e.g., idiopathic scoliosis) agreed to participate. So, while the minimum number of

subject-families were recruited and completed the study, the sample cannot be said

to be proportionally representative of the population of newly-diagnosed chronically

ill children.

Measurement of Individual and Family Variables

As indicated in previous sections, the purpose of this study was to examine

and describe the effects of a new chronic illness diagnosis of a school age family

member on family daily living patterns. Individual responses to the concepts of

interest relating to family routines were obtained, particularly as they pertained to

living in the family context. Accordingly, in addition to the distinguishing

demographic factors presented above, the issue of reliability of responses, family

perception of challenge associated with the new diagnosis, family problem-solving

patterns, and family daily living (routine) patterns were examined. The findings

reported below include individual and family unit results from both quantitative and

qualitative sources.

Reliability of Response

Influence of "Current Events". Emotional, physical, or relational experiences

as well as cognitive developmental characteristics may influence individual or family

group responses to interview content and individual questionnaires alike. Recent or
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immediate family interaction, time-use demands or preferences, and world events are

potential powerful effects on perception, values, and emotions. For example, one 10

year-old child angrily hurried through his questionnaires and proceeded to work on

a school assignment. His mother explained that he was frustrated that he could not

watch a favorite television program because he had not completed his school work

and was being expected to complete study questionnaires, further impacting his

preferred time use. Another family was immersed in a dispute regarding a child's

responsibility for borrowed possessions when the investigator arrived for the final

data collection. The child considered "at fault" sat quietly through the first portion

of the interview as other family members responded to the questions and participated

in the discussion. He gradually began to make his own contributions and by the

conclusion of the interview was an active participant.

On a more global level, during the study period, the world was absorbed with

events occurring in the Persian Gulf region of the Middle East. Concurrent

environmental events are an important issue from both a longitudinal methods

perspective and the life-span development conceptual perspective. Accordingly, the

potential for significant affects on values and attitudes was considered and family

responses were examined for evidence of this phenomenon's influence. One father

(an active study participant) indicated that he would possibly be called to active

military service. Specific data from this family were examined and compared with

other family-group data. However, no identifiable differences were detectable for
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this or other families, whether completing the study before, during, or after these

major world events.

Missing Data. On visual inspection of the quantitative measures, very few

participants had missing data in the measures used. Given the infrequency of missing

data and its considered importance of accuracy of information provided, subjects who

completed less than 80% of any measure were eliminated from statistical analysis of

the quantitative components of the study. However, all qualitative information

provided by these subjects is included in the findings reported for that segment of the

study.

Intraindividual and Intrafamily Adaptation

The challenge subscale of the Family Hardiness Index (FHI) (McCubbin,

McCubbin, & Thompson, 1986) was used to assess how family members' characterize

their family's attitude about, response to, and support in changing circumstances.

As discussed in Chapter 3, the FHI includes three subscales (as identified through

factor analysis by McCubbin, McCubbin & Thompson [personal communication,

1991). The "challenge subscale" is composed of six items: FHI12. When our family

plans activities we try new and exciting things; FHI13. We listen to each other's

problems, hurts and fears; FHI14. We tend to do the same things over and over...it's

boring; FHI15. We seem to encourage each other to try new things and experiences;

FHI16. It is better to stay at home than go out and do things with others; and FHI17.

Being active and learning new things are encouraged (McCubbin, et al., 1986). The
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interaction of this subscale with the other subscales in the instrument to give a

measure of family hardiness is acknowledged. However, how one defines and

responds to new experiences is an important contributor as a personality trait. As

such, the "family trait" (including within individual family member and between

family members) was specifically examined to determine how much it might explain

empirical and/or statistical variabilities in family daily living (family routines).

Internal Reliabilities. This measure was administered at each of the three

data collection points, at the time of induction into the study (not more than one

year after diagnosis) and at approximately six-week intervals. Internal reliabilities

for the instrument (including all items) were calculated for each of the three time

periods (Table 4.8) with a total sample size ranging from 105 at Time 1 to 108 at

Time 3 (adults = 50 to 52; children = 50 to 53). Cronbach's alpha for each of the

data collection points ranged from 0.70 to 0.80. When examined by age groups

(adults or children) alpha coefficients ranged from 0.80 to 0.85 for adults and from

0.62 to 0.75 for children participants.

Table 4.8

nternal Reliabilities. Family Hardiness Index

Time 1 Time 2 Time 3

All Participants .72 .70 80 (N=109)

Adults .80 .80 .85

Children .65 .62 .75

L
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Internal consistencies were calculated for the challenge subscale for all ages

of participants (Table 4.9), alphas ranged from 0.58 to 0.69. Calculated by age

groups, alphas ranged from 0.65 to 0.79 for adult and from 0.54 to .62 for children

participants.

Table 4.9

Internal Reliabilities. Family Hardiness Index: Challen al

Time 1 Time 2 Time 3

All Participants .58 .59 .69

Adults .65 .66 .79

Children .54 .54 .62

Measurement of the Challenge Variable. To determine general patterns of

intra- and interindividual variability of family members, correlation analyses and

Wilcoxon Sign-Rank differences were carried out on the challenge subscale data. As

shown in Table 4.10, significant correlations were found between Time 1, Time 2,

Table 4.10

Correlations: Challenge Subscale

Individual Family Member X Time

Mother Dad T-Child Sib (Older) || Sib(Young)
T2 T3 T2 T3 T2 T3 T2 T3 T2 T3

Time .808 .833 .855 757 .384 .538 .135 .829 .658 .560

1 p=.00 p-00 | p =.00 p-00 | p =.04 p-002 | p = 66 p-001 | p =.03 p-07

Time .767 .741 .376 .134 .659

2 p=.00 p=.00 p=.04 p=.66 p=.02
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and Time 3 for Mother, Father, and Target-child in the Challenge subscale. For

Mothers, high correlations of .80 (p=.000) at Time 1 and Time 2 and .833 (p=.000)

at Time 1 and Time 3 were determined. A similar correlation (.76, p=.000) was

found between Time 2 and Time 3. Fathers' responses demonstrated comparable

relationships. Correlation between Time 1 and Time 2 was .85 (p = .000). The

correlations between Times 1 and 2 and Times 2 and 3 were nearly identical at .76

and .74 (p = .000). Moderate correlations were found between all data points for

the target-child. While the correlation between Time 1 and Time 3 was .53 (p =

.002), modest correlations of .38 (p = .04) and .37 (p = .04) were found for Times

1 with 2 and 2 with 3, respectively.

Siblings' responses lacked the consistency of moderate to high correlations

between data collection times demonstrated by either parent or the target child. The

younger sibling's scores were moderately highly correlated for Times 1,2 (.66, p =

.03) and 2,3 (.66, p = .02). However, the correlation (.56) for Time 1 and Time 3

was not significant at the p-.05 level. Significant correlations of older siblings'

responses only occurred at Time 1 and Time 3 (.83, p = .001). At Times 1,2 and

2,3 similar low correlations were shown (.14, p = .66 and .13, p = .66, respectively).

In addition to correlational analysis, intraindividual variability in family

members' challenge subscale scores was examined using Repeated Measures

ANOVA (Table 4.11). When considered over time, the only statistically significant

individual challenge scores that were identified were older siblings' (Time 2 > Time

3, Scheffe = 0.02) and younger siblings' (Time 1 < Time 2, Scheffe = 0.001 and
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Time 2 < Time 3, Scheffe = 0.04). Further probe into these two scores revealed that

at Time 3, older siblings' scores tended to be lower than at Time 1 and, as noted,

younger siblings' scores were significantly higher than at Time 1. Interestingly, Time

2 scores for mothers', fathers' and target-children all decreased while both older and

younger siblings' scores increased.

Table 4.11

Measures ANOVA: Challen le Scores for Family Member

Source Mean S.D. df F P Schef■ e

Mother
Overall 13.414 2.851 58 0.122 0.88

Time 1 13.379 2.527
Time 2 13.345 2.967

Time 3 13.517 3.124

Father
Overall 13,035 2,228 38 0.938 0.40

Time 1 13.316 2,562

Time 2 12.895 2,052

Time 3 12.895 2.132

Chronically-Ill Child
Overall 13.344 2.869 60 0.594 0.55
Time 1 13.667 3.019
Time 2 13.300 2,052

Time 3 13.067 2.766

r

Overall 13.410 2.980 26 4,355 0.05*
Time 1 13.308 2.658

Time 2 14.692 2,394

Time 3 12.231 3.468 (2>3)S=002

Sibling (Younger)
Overall 14.818 2,083 22 9.095 0.001.***

Time 1 13.909 1,868 (1<3)S=0.001
Time 2 14,636 2,063

Time 3 15.909 1.973 (2<3)S=004
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Examination of responses between family members indicated few significant

interindividual correlations (Table 4.12). Positive correlations were found between

mother and target-child at Time 1 (.56, p = .002), target-child and older sibling at

Time 2 (.62, p = .02), and target-child and younger sibling at Time 3 (.61, p = .05).

In addition, significant negative correlations were found between fathers and older

Table 4.12

Time --

Relation 4

Mother/Dad

Mother/Target-Child .5602 .0462 .1466

p = 002 p = 81 p = .45

Mother/Sibling .3193 -.2467 .2759
(Older) p = 29 p = 42 = .36

Mother/Sibling .0863 .1457 -.0881
(Younger) p = 80 p = .67 p = 80

Dad/Target-Child .1968 -.0173 3793|
-

p = 42 p = .94 p = .11

| Dad/Sibling (Older) -.8284 -.9290 -.6774p = 02 p = 002 p = 09

Dad/Sibling .2140 -.2098 .6394
(Younger) p = 64 p = .65 p = 12

Target-Child/ Sibling | .3674 .6180 .0345
(Older) p = .22 p = 02 p = 91

Target-Child/ Sibling | .3461 .3269 .6078
(Younger) p = 30 p = 33 p = 05

Sibling (Older)/ -8404 .4113 -.8781
Sibling (Younger)

.
p = 07 p = 49 p = 05
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siblings at Time 1 (-83, p = .02) and Time 2 (-93, p = .002) and between older

siblings and younger siblings at Time 3 (-.88, p = .05).

The Wilcoxon Sign-Rank test was used to further examine these variations and

differences between family members. As seen in Table 4.13, mothers' and fathers'

scores at Time 2 were significantly different (p = 04), with mothers having higher

Table 4.13

ignificant Differences in Challen l res: All Relationshi

(Wilcoxon Signed-Rank Differences)

Mother Father T-Child Sibling (O) Sibling (Y)

Mother T2(W=204) T3 (W--238)
(p=.04) (p=.01)

Father T3(W=-204)
(p=.04)

T- Child T2(W=-2.16) T2(W=-267)
(p=.03) (p=.007)

T3(W=-285)
(p=.004)

Sibling (O) T1/T3(W=1.92)
(p=.05)

T2/T3(W=204) |

(p=.04)

Sibling (Y) T1/T2(W=-257)
(p=.009)

T2/T3(W=-2.11)

- (p=.03)

M/F T2 M-D W = 2.04
M/SY T3 M&SY W = -2.38
F/SY T3 F&SY W = -2.04
T/SO T2 T-SO W = -2.16
T/SY T2 T-SY W = -2.67
T/SY T3 T-SY W = -2.85
SO T1-T2 W = 1.92
SO T2×T3 W = 2.04

SY T1-T8 W = -2.57

SY T2:…T3 W = -2.11
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scores than fathers. Scores were significantly different between target children and

older siblings at Time 2, older siblings having lower scores than target children

(W = -2.16, p = .03). Younger siblings frequently had higher scores than other

family members. At Time 3, mothers' scores were lower that younger siblings' (W

= -2.38, p = .01); at Time 3, fathers' scores were lower than younger siblings' (W

= -2.04, p = .04); the target children's scores were also lower than younger siblings'

at both Time 2 (W = -2.67, p = 007) and Time 3 (W = -2.85, p = .004).

Significant intraindividual differences were also noted in sibling groups. Older

siblings' scores progressively decreased from Time 1 to Time 2 (W = 1.92, p = 05)

and from Time 2 to Time 3 (W = 2.04, p = .04). In contrast, younger Siblings'

scores progressively increased from Time 1 to Time 2 (W = -2.57, p = .009) and

from Time 2 to Time 3 (W = -2.11, p = 03).

Data were reviewed for potential significant variances and interactions in the

challenge subscale scores when considering different variable groups including age

of chronically ill child, parent age group, length of time since diagnosis, and

diagnostic groups (Table 4.14). The single significantly different challenge scores

within these groups were those of younger siblings.

While only one statistically significant finding emerged in these groups of

results, interesting patterns of challenge scores within relationships were noted. In

families grouped by the age of the target child, both mothers and fathers of target

children who were between eight and ten years old tended to have higher challenge

scores than parents of 13-14 year olds. Older siblings tended to have progressively
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decreasing scores across the ages of their chronically ill sibling. No younger siblings

of 8-year old target children participated in the study. However, in contrast to parent

findings, younger siblings of 13-14 year old target children had overall higher

challenge scores.

Table 4.14

hallen l res X Variabl

Variable Groups df F P

Age Group: Target Child
Mothers 28 0.615 0.61
Fathers 18 1.491 0.25

Target Children 29 1.380 0.27
Older Siblings 12 0.430 0.73
Younger Siblings 10 0.317 0.73

Age Group: Parents
Mothers 28 1.387 0.24
Fathers 18 1.704 0.20

Target Children 29 2.239 0.14
Older Siblings 12 0.762 0.40
Younger Siblings 10 4.048 0.07

Length of Time Since Diagnosis
Mothers 28 0.093 0.76
Fathers 18 0.081 0.78

Target Children 29 0.006 0.93
Older Siblings 12 0.184 0.67
Younger Siblings 10 6,575 0.03 *

Diagnostic Groups
Mothers 28 2,330 0.07
Fathers 18 0.604 0.69

Target Children 29 1.170 0.35
Older Siblings 12 0.940 0.55
Younger Siblings 10 0.307 0.88
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Challenge scores were consistent across relationships when grouped by

parents' age groups. In all classifications, whether for children or adults, challenge

scores were higher where parents were 40 years old or older.

When grouped by length of time since diagnosis, challenge scores were

similarly consistent with one significant exception. For all relationships except

younger siblings, challenge scores were generally higher when the target child had

been diagnosed more than six months. However, younger siblings reported

significantly higher (p = .03) challenge scores if the target child had been diagnosed

less than six months.

Although no statistically significant differences in challenge scores were

identified by any family relationship group across diagnostic groups, again there were

notable patterns which emerged within diagnostic groups. For mothers of children

with cancer, challenge scores were higher than for those mothers of children with

hematologic, gastrointestinal, or allergic conditions but were lower than mothers of

children with diabetes or arthritic conditions. Mothers of children with allergies

reported lower scores than all groups but mothers of children with hematology

conditions. Similarly, fathers of children with allergies had the lowest scores across

the diagnoses. The highest challenge scores for fathers were reported in fathers with

children with diabetes. In contrast, target children with allergies reported higher

challenge scores than children in other diagnostic groups while children with

hematologic disorders reported the lowest scores across diagnoses. In the siblings

groups, higher scores by older siblings in the allergy diagnostic group were found.
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Older and younger siblings challenge scores were discrepant when their chronically-ill

sibling had diabetes. Older siblings had the lowest score in this diagnostic group

while younger siblings' challenge scores were generally highest in this group.

Examination of the relationship between family structure (i.e., single-parents

vs. two-parents) and perception of challenge revealed consistency over time in

mothers' (df = 58, F = 0.373, p = .69) and children's (df+ 60, F = 0.914, p=0.23)

appraisal scores. However, mothers in two-parent families were found to have a

statistically significant higher challenge score than mothers who were single parents

(df = 28, F = 4.447, p = 0.04). In contrast, children's challenge scores did not

indicate a significant difference (df = 29, F = 1.482, p = 0.23) when compared by

family structure.

When the family unit scores on the challenge subscale were examined, a

significant difference was found between families at Time 1 (df = 28, F = 8.228, p

< .001), at Time 2 (df = 26, F = 35.744, p = .000), and at Time 3 (df = 27, F =

18.367, p = .000). However, on the whole, mean family unit challenge scores did not

differ significantly over time (df = 29, F = 0.614, p = .54), suggesting that the

pattern of variability within families is not consistent across families.

These findings indicate an initial general similarity of individual family

members' definition or appraisal of the challenge that together comprises the family

conceptual profile. From an intraindividual position, this perception appeared to be

consistent across time for mothers, fathers, and the target-child. However, there was

not a similar consistency in these scores of siblings of the newly diagnosed child.

s
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Siblings' scores provided contrasting correlations between the different time data

periods within and between older and younger siblings groups. When differences

were noted, the most dramatic contrast occurred at Time 2. This difference was

quite evident when the items performance over time was considered (Figure 4).

Figure 4.

Challenge Subscale: Item Performance
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Family Problem-Solving Patterns

The Means-Ends Problem Solving Measure (MEPS) (Platt & Spivack, 1975;

Spivack, Shure, & Platt, 1985) was used to assess family problem-solving patterns as

another important component in the family's response to a non-normative event and
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in daily routines of living. This exercise was part of the first and third data collection

procedures. Families were given a situation (the beginning of a "story") and the

conclusion of the story and were asked to talk collectively to create the middle part

of the story to "get the family in the story to the final outcome". Families received

different story situations at Time 1 and at Time 3.

Previously used to examine an individual's ability to conceptualize means for

resolving interpersonal dilemmas, application of the measure in a family setting was

different from that of previously reported research. The measures' internal

reliabilities from published research were alpha = 80 to .82 and validity of findings

had been reported when used with children as young as nine years old (Spivack et

al., 1985). It was, therefore, considered a feasible measure to observe and evaluate

family problem-solving. In the present study, reliabilities were low when calculated

for each data collection time as well as when calculated for overall application of the

measure. Cronbach's alpha at Time 1 was .392 and at Time 3 was .394. When

calculated over all exercises at Time 1 and 3, the internal reliability coefficient was

.49.

As set forth in the procedure for scoring, means were defined as a purposive

action, discreet steps or details of a plan that enabled the character(s) in the story

to move toward the goal. Obstacles (defined as potential or actual interference with

goal attainment) were also identified. When a temporal period was represented in

the context of reaching the goal, time was considered as an integral aspect of the

problem-solving process. These three components were identified in each story
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developed by the participating family members to determine a composite score. An

interrater reliability coefficient of .91 was obtained for 30% of the "stories"

contributed by families in the exercise.

Families generally worked together to create a story matrix before beginning

the process of "solving the problem." In only two families was there no score given

due to vague or lack of resolution of the dilemma. Fifty-three percent of the families

identified between two to eight possible alternatives for resolution of the problem by

the hypothetical family. However, they were instructed that their solution should be

a consensus; and, accordingly, they selected what they perceived to be the more

feasible alternatives, ranging from one to four means. One to four obstacles were

identified in 66% of stories. One family identified seven different obstacles in one

story while specifying three means. Only 12% of families included time as an aspect

of resolving their story-problem.

Variability within or between families was negligible. Ten percent of the

stories contained six or more combined means, obstacles, and time scores with three

percent having a total of ten. Consistently, those families that elaborated more than

three elements in their story at Time 1 also did so at Time 3. No significant

differences were found in numbers of elements between age groups of parents, age

groups of children, or between diagnostic groupings (Table 4.15).

That a majority of families reached consensus was not unexpected since

following instructions for basic storytelling was within the cognitive developmental
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Table 4.15

R M reS ANOVA: MEPS by A r f Chil

Age Group of Parents, and Diagnostic Group

Mean and Standard Deviation

Time 1 Time 3

Mean S.D. Mean S.D.
3.867 1.737 3,567 2.161

Source- df MSS F P

Between SS

Age Group (Child) 29 3.427 0.678 NS
Age Group (Parents) 29 0.629 0.125 NS
Diagnostic Group 29 3.367 0.647 NS

Within SS 30

(1) MEPS 1 2,294 0.792 NS
MEPS x Age Group (C) 3 1.928 0.580 NS

(2) MEPS 1 1.219 0.424 NS
MEPS x Age Group (P) 1 0.685 0.239 NS

(3) MEPS 1 3.978 1.437 NS
MEPS x Diagnostic Group 5 2.941 1,062 NS

capacities of even some five and six year old siblings who enjoyed participating in this

part of the interview. In addition, specific instructions that included coming to

agreement on story content for resolving the problem were often acknowledged

throughout the exercise. Parents often asked parenthetically, "What would we do in

this situation...if we were the 'Jones"?" At times stories developed around the

presence of a chronically ill child; however, it was not uncommon for the story to be

highly fictionalized and pure fantasy.

Adults in the stories "played" typical parenting roles, arbitrator, peace-maker,

and comforter. Family power structure was often indicated. Occasionally a father
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concluded the story by saying, "And because I'm the Dad, I get my way." Because

initial instructions usually included a comment to the effect that this was "the family's

story" and they were asked to tell the story as if the investigator was not present, it

was difficult or impossible to determine to what extent that kind of comment

reflected the actual family power structure or hierarchy. One reservation about

validity of these stories and their evidence of actual problem-solving patterns is that

children frequently offered to intervene on behalf of their parents, or with strangers,

or to act in unusual ways. The mother telling one story included the brother and

sister walking through the aisles of a store singing a song with everyone in the store

watching and listening. Another family assumed great wealth of the story characters,

solving the problem by taking everyone in the neighborhood to Hawaii or on a

cruise.

The genre of stories created by family groups was relatively consistent between

Time 1 and Time 3 and there were only two families at one data point who failed

to reach resolution of the dilemma. Despite high compliance with the task,

reliabilities were low and variance between families was minimal.

Family Routines

Activities of daily living have characteristic patterns within families. These

patterns may vary depending on age and stage of development of the individual

family members, family structure, external demands, or other internal or external

influences. As reviewed in Chapter Two, regardless of the flexibility of family

interactions or shared responsibilities, the event of chronic illness diagnosis in a child
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family member has at least a moderate temporary disrupting effect. The Family

Routines Inventory (FRI) (Boyce, et al., 1983) was used to assess how families make

adjustments in their routine family life in the early period after learning that their

child has a chronic health condition.

The Family Routines Inventory was administered at all three data collection

points, on induction and at two additional times at approximately six-week intervals.

There are two parts for each of the 28 items in the questionnaire, the frequency and

its perceived value or importance. The "importance" segment has not been shown

to provide significant additional information in studies reported by authors of the

measure (Boyce, et al., 1983; personal communication, 1991). Consequently, only the

frequency component was analyzed for the purposes of this study.

Internal Reliabilities. Published internal reliabilities ranged from 0.74 to 0.79.

Alpha coefficients were calculated at each data collection point, across all age

groups, and for adult and children separately (Table 4.16). Cronbach's alpha ranged

from .74 to .81 for adult study participants, .78 to .82 to children, and from .79 to .82

when calculated across all participants, regardless of age.

Table 4.16

Internal Reliabilities: Family Routines Invent

Time 1 Time 2 Time 3 |
Adults .74 .81 .79 T
Children .78 .82 .79 |
All Participants .79 .82 .79 |
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Measurement of Family Routines. Similarities and differences in patterns for

individuals and the family unit were initially examined using correlation analyses

(Table 4.17) and Wilcoxon Sign-Rank differences (Table 4.18). Data indicated

significant correlations across time for all relationships except younger siblings.

Mothers' routine scores had a high correlation at Time 1 and Time 2 of .79, Time

1 and Time 3 of .76, and Time 2 and Time 3 of .88 (p = .00). Fathers' routine

scores, although not as highly correlated as mothers', were still significant (Time 1

and Time 2, .68 (p = .001); Time 1 and Time 3, .57 (p = .02) and Time 2 and Time

3, .70 (p = .001). A noticeable fluctuation in correlations between target children's

routine scores was revealed. The correlation of Time 1 and Time 2 was .80 (p =

00) and the correlation of Time 2 with Time 3 was 84 (p = .00) while the

correlation between Time 1 and Time 3 was a more moderate .65 (p = .00). Older

siblings's routine scores also revealed moderately high correlations at all data

collection times [Time 1 and Time 2, .79 (p = .001), Time 1 and Time 3, 97 (p =

.003), and Time 1 and Time 3, .85 (p = .00)). Younger siblings' routine scores were

Table 4.17

Correlations: Routines
Relation X Time

Mother Dad T-Child | Sib (Older) || Sib(Young) |
T2 T3 T2 T3 T2 T3 T2 T3 T2 T3

Time 1 | .7942 .7666 .6862 .5271 .8079 .6561 .7939 .7512 .3730 .3294

p=.00 p=.00 p=.001 p=.02 | p=.00 p=.00 |p=.001 p-003 | p = 32 p=38

Time 2 .8877 .7004 .8454 .8592 .5586

p=.00 p=.001 p=.00 p=.00 p=.11 |
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the only family members' scores to have non-significant correlations between all data

collection points. Correlations between Time 1 and Time 2 was .37 (p = .32),

between Time 1 and Time 3 was .32 (p = .38), and between Time 2 and Time 3 was

.55 (p = .11).

Wilcoxon Signed-Rank Differences was utilized to further examine differences

between family members' routines scores. Routine scores for mothers' and target

children were significantly different at all three data points with mothers' scores

being higher than target children's (Time 1, W = 3.29, p = .001; Time 2, W = 2.43,

p = .01; and Time 3, W = 2.94, p = .003). Younger siblings' scores were lower than

Table 4.18

ificant Diff
-

i
-

i

(Wilcoxon Signed-Rank Differences)

Mother Father Target Child Sibling (O) Sibling (Y)

Mother T1(W=3.29) T1(W=2.13)
(p=.001) (p=.03)

T2(W=2.43
(p=.01)

T3(W=294)
(p=.003)

Father T2(W=1.99)
(p=.04)

Target Child T2(W=-209)
(p=.03)

| Sibling (O)

| Sibling (Y)

M/T-Child: Time 1 M > T W = 3.29
Time 2 M > T W = 2.43
Time 3 M > T W = 2.94

M/SY Time 1 M >SY W = 2.13
T-Child/SO Time 1 T 3 SO W = -2.09
F/SY Time 2 D > SY W = 1.99
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mothers' at Time 1 (W = 2.13, p = .03) and were lower than fathers' at Time 2 (W

= 1.99, p = .04). At Time 1, target children's scores were less than older siblings'

(W = -2.09, p = .03) but were not significantly different at Times 2 and 3.

When routine scores for all family members were examined by Repeated

Measures ANOVA, no significant differences were found over time for any family

Table 4.19

M res ANOVA - Routin res for Family Member

Source Mean S.D. df F P

Mother
Overall 50.904 9,813 58 1,022 0.36
Time 1 51.755 9,362
Time 2 50.173 10.421

Time 3 50.784 9,911

Father
Overall 48.944 7.241 36 0.024 0.97
Time 1 49.109 9.383

Time 2 48.959 6,239

Time 3 48.764 6,037

Chronically-Ill Child
Overall 43.784 12,034 58 1.506 0.23

Time 1 42.538 12.126
Time 2 45.174 12,649

Time 3 43.638 11,581

Sibling (Older)
Overall 46.749 11.027 26 0.716 0.49

Time 1 46.811 11.722

Time 2 47.911 10.486

Time 3 45.525 11.603

1 Younger

Overall 37,014 7.597 18 0.251 0.78
Time 1 37.723 7.298
Time 2 35.860 6.771

Time 3 37.460 9.285
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member (Table 4.19). Despite the lack of overall statistically significant differences,

post-hoc analyses revealed some divergent patterns. For mothers, fathers, and

younger siblings, routine scores were lower at Time 2, whereas chronically-ill children

and older siblings generally reported increased routine scores at Time 2. Fathers'

scores at Time 3 continued to decrease while all other family members' scores

returned to levels similar to Time 1. The pattern and relationship of these variations

are demonstrated in Figure 5.

Figure 5.
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member (Table 4.19). Despite the lack of overall statistically significant differences,

post-hoc analyses revealed some divergent patterns. For mothers, fathers, and

younger siblings, routine scores were lower at Time 2, whereas chronically-ill children

and older siblings generally reported increased routine scores at Time 2. Fathers'

scores at Time 3 continued to decrease while all other family members' scores

returned to levels similar to Time 1. The pattern and relationship of these variations

are demonstrated in Figure 5.

Figure 5.

Individual & Family Routines
58
2. Legend

52- *— m Mom

* -----
- -*.

sm mi Dºd

43- striana”
—º-

•ws:
- - - - nummu Target

48 - ...”......... ""--,-,- usest Siblings (Older)

44- .…" “......ue - Siblings (Younger
42

40- usuaul Total

33

36 - T
34

32

30 I

Time 1 Time 2 Time 3



107

Table 4.20.

r VA: hers' 1I] r

by Site

Means and Standard Deviations

Timel—Time? Time 3
Mean S.D Mean S.D. Mean S.D.—

Routines 51.755 9.362 50.173 10.421 50.784 9.911

Source df MSS F P Scheffe

Between SS 28

Site 3 1028.31 6.196 .002 1>2 (S=.009)
2<3 (S=.03)

Error 25 165.95

Within SS 58
Routine 2 0.16 0.009 NS

Site x Routine 6 14.36 0.776 NS

Error 50 18.50

Analysis of variance was used to investigate possible differences in routine

scores between sites of primary source of health care. Statistically significance

differences were found in routine scores for only two of the five family relations

depending on site. One of these differences was in mothers' routine scores (Table

4.20). Mothers from Site 2 indicated lower routine scores (Scheffe = 0.009) than

mothers at Site 1 and lower scores than those at Site 3 (Scheffe = 0.03). Similar to

mothers, older siblings at Site 2 had significantly lower scores that those at Site 3

(Scheffe = 0.004) (Table 4.21). Older siblings also reported lower scores at Site 2

that those at Site 1. Differences between routine scores for fathers (Table 4.22),

target children (Table 4.23), and younger siblings (Table 24) were not significant.
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Table 4.21.

M r VA: ibling'

by Site

Means and Standard Deviations

Time 1 Time 2 Time 3
Mean S.D Mean S.D. Mean S.D.—

Routines 46.379 12.135 47,686 10.919 45.460 12.117

Source df MSS F P Scheffe

Between SS 11

Site 2 1389.16 10.80 .004 1<3 (S=0.02)
2<3 (S=0.004)

Error 9 128.53

Within SS 24

Routine 2 14.72 0.544 NS
Site x Routine 4 30.94 1.143 NS

Error 18 27.06

Table 4.22.

M r VA: hers' in r

by Site

Means and Standard Deviations

Time 1 Time 2 Time 3
Mean S.D Mean S.D. Mean S.D.—

Routines 49.109 9,383 48.959 6.239 48,764 6.037

Source df MSS F P Scheffe

Between SS 17

Site 3 33.68 0.246 NS
Error 14 136.96

Within SS 36

Routine 2 5.27 0.221 NS
Site x Routine 6 15.20 0.637 NS
Error 28 23.86
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Table 4.20.

Repeated Measures ANOVA: Mothers' Routine Scores
by Site

Means and Standard Deviations

Time 1 Time 2 Time 3

Mean SD Mean S.D. Mean S.D.
Routines 51.755 9,362 50.173 10.421 50.784 9.911

Source df MSS F P Scheffe

Between SS 28

Site 3 1028.31 6.196 .002 1>2 (S=.009)
2<3 (S=.03)

Error 25 165.95

Within SS 58
Routine 2 0.16 0.009 NS

Site x Routine 6 14.36 0.776 NS

Error 50 18.50

Analysis of variance was used to investigate possible differences in routine

scores between sites of primary source of health care. Statistically significance

differences were found in routine scores for only two of the five family relations

depending on site. One of these differences was in mothers' routine scores (Table

4.20). Mothers from Site 2 indicated lower routine scores (Scheffe = 0.009) than

mothers at Site 1 and lower scores than those at Site 3 (Scheffe = 0.03). Similar to

mothers, older siblings at Site 2 had significantly lower scores that those at Site 3

(Scheffe = 0.004) (Table 4.21). Older siblings also reported lower scores at Site 2

that those at Site 1. Differences between routine scores for fathers (Table 4.22),

target children (Table 4.23), and younger siblings (Table 24) were not significant.
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Table 4.21.

M r -
r Sibling' 1

by Site

Means and Standard Deviations

Time 1 Time 2. Time 3
Mean S.D Mean S.D. Mean—S.D.—

Routines 46.379 12.135 47,686 10.919 45.460 12.117

Source df MSS F P Scheffe

Between SS 11

Site 2 1389.16 10.80 .004 1<3 (S=0.02)
2<3 (S=0.004)

Error 9 128.53

Within SS 24

Routine 2 14.72 0.544 NS

Site x Routine 4 30.94 1.143 NS
Error 18 27.06

Table 4.22.

M r VA: hers' in r

by Site

Means and Standard Deviations

Time 1 Time 2. Time 3
Mean S.D Mean S.D. Mean S.D.—

Routines 49.109 9.383 48.959 6.239 48,764 6.037

Source df MSS F P Scheffe

Between SS 17

Site 3 33.68 0.246 NS

Error 14 136.96

Within Ss 36

Routine 2 5.27 0.221 NS
Site x Routine 6 15.20 0.637 NS
Error 28 23.86
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Table 4.23.

ANOVA: Chronically-Ill Children' i r

by Site

Means and Standard Deviations

Time 1 Time 2 Time 3
Mean SD Mean S.D. Mean S.D.—

Routines 42.538 12.126 45.174 12,649 43.638 11.581

Source df MSS F P Scheffe

Between SS 28

Site 3 879.18 2.809 .06
Error 25 313.00

Within SS 58
Routine 2 21.39 0.626 NS
Site x Routine 6 30.25 0.885 NS
Error 50 34.17

Table 4.24

Repeated Measures ANOVA: Younger Sibling's Routine Scores
by Site

Means and Standard Deviations

Time 1 Time 2 Time 3

Mean S.D Mean S.D. Mean S.D.
Routines 37.723 7.298 35,860 6,771 37.460 9.285

Source df MSS F P Scheffe

Between SS 8

Site 2 122.48 1.124 .38

Error 6 108.95

Within SS 18

Routine 2 46.71 1.353 NS

Site x Routine 4 42.33 1.226 NS
Error 12 34.52
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Family routines were explored for effects of other factors such as

socioeconomic status, parent(s)' educational level, time since diagnosis, and severity

of illness. Further, they were inspected for possible interactions.

Individual family members' routine scores were not found to be significantly

different [mothers' (p = 0.85), fathers' (p = 0.10), target children's (p = 0.46), older

siblings' (p = 0.84), and younger siblings' (p = 0.26)] when compared across

socioeconomic levels. Neither were family routine scores found to be significant (p

= 0.56). Across socioeconomic levels, all family members except fathers indicated

highest routine scores at Time 3 and lower scores at Time 1. In contrast, routine

scores were highest at Time 2 and lowest at Time 3 for fathers across all

Socioeconomic groups.

When compared across parent(s)' educational levels, routine scores for

mothers were significantly different (df = 28, F = 2.769, p = .05). Although the

overall analysis was significant for mothers' scores, post-hoc analysis using the Scheffe

method failed to indicate significant differences between the levels of education.

And, on visual examination, no distinctive pattern was found for the statistical

significance attributed to the overall differences relative to educational levels. Scores

reported by younger siblings approached significance (df = 8, F = 4.457, p = .07).

However, caution is advised in attributing significant meaning to these, given the

small number of this group of subjects. Routine scores for other family members

(fathers, younger and older siblings) did not reach significance, regardless of

educational level of parents. When family unit routines scores across time compared
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by parents' education, no significant difference was found (df - 28, F = 1.252, p =

.39) and there was no general pattern detectable.

When compared by length of time since diagnosis, neither individual family

member routine scores nor family unit routine scores (df = 28, F = 0.003, p = 0.95)

over time indicated significant differences. For family unit scores, the moderate

routine scores calculated for time since diagnosis are essentially the same as is

evident from these figures. Patterns for individual family member scores revealed

Table 4.25

R M res ANOVA: Mothers' Routin r

by Child's Age and Time Since Diagnosis

Means and Standard Deviations

Time 1 Time 2 Time 3

Mean S.D Mean S.D. Mean S.D.
Routines 51.755 9.36 50.173 10.42 50.784 9.91

Source df MSS F P Scheffe

Between SS 28

Time since diagnosis 1 199.95 0.927 NS
Age group-Target child 3 714.43 3.313 .03 S=.03 (1-4)
Age group x Time since dx 3 45.80 0.212 NS
Error 21 215,62

Within Ss 58

Routine 2 4.87 0.257 NS

Time x Routine 2 5.99 0.316 NS

Age group x Routine 6 10.69 0.563 NS
Time x Age x Routine 6 21.20 1.117 NS
Error 42 18.98
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that scores tended to be higher for fathers and mothers when their child had been

diagnosed more than six months prior to study participation. However, target

children reported slightly higher family routine scores within six months after

diagnosis.

Family routine scores and length of time since diagnosis were further

evaluated for individual family members, considering age of the chronically ill child

(Table 4.25). For mothers, no significant differences were found in her routine

scores (F = 0.257. p = 0.77) over time. However differences in routine scores were

significant, depending on the age of the diagnosed child (F = 3.313, p = 0.03). The

Table 4.26

r VA: rS' i
ri i i

-
i

Means and Standard Deviations

Time 1 Time 2 Time 3

Mean S.D Mean S.D. Mean S.D.—
Routines 49.109 9.38 48.959 6.239 48.764 6,037

Source df MSS F P

Between SS 17

Time since diagnosis 1 50.21 0.764 NS
Age group-Target child 3 75.26 1.144 NS
Age group x Time since dx 3 189.13 2.876 NS
Error 10 65.76

Within SS 36
Routine 2 2.01 0.118 NS
Time x Routine 2 28.55 1,669 NS

Age group x Routine 6 27.68 1,619 NS
Time x Age x Routine 6 16.87 0.986 NS
Error 20 17.10
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older the child at the time of diagnosis the lower mothers' routine scores were.

Using the Scheffe post-hoc test, routine scores were significantly higher for mothers

of eight year old newly diagnosed children than for 13-14 year olds. Routine scores

were not significantly different when compared for length of time since diagnosis (i.e.,

whether more or less than six month after diagnosis at the time of entering the study)

(F = 0.927, p = 0.34).

While family routine scores of fathers tended to decrease, no significant

differences were found over time (df = 36, F = 0.118, p = .88) (Table 4.26). Neither

were there significant differences when length of time since diagnosis (F = 0.764, p

= 0.40) nor age of the target child at diagnosis (F = 1.44, p = 0.37) were examined.

Fathers' family routine scores did indicate that fathers of the youngest age group

were greater than those of fathers of children in all other age groups. Scores for

fathers of children between 9 and 12 were less than those of father of 13-14 year

olds.

Routine scores for target children varied over time with routine scores at

Time 2 being greater than at Time 1 or Time 3 (Table 4.27). However, these scores

over time did not reach significance (df = 28, F = 1.998, p = 0.14). Similarly,

neither were the differences significant, controlling for time since diagnosis (F =

1.351, p = 0.28). While not statistically significant, the pattern of routine scores may

reveal subtle developmental differences. Routine scores for the target child tended

to decrease as the age of the child increased except for children in the 13-14 year-old

age group who tended to have higher routine scores than the 11-12 year-old group.
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hild'

Table 4.27

Repeated Measures ANOVA: Chronically-Ill Children's Routine Scores
Il 1 1I] I]

Means and Standard Deviations

1

Time 1 Time 2 Time 3
M D D M .D

Routines 42.538 12.12 45.174 12.64 43.638 11.581

Source df MSS F P

Between SS 28

Time since diagnosis 1 9.69 0.028 NS
Age group-(CIC) 3 460.68 1.351 NS
Age group x Time since dx 3 463.76 1.360 NS
Error 21 341.07

Within Ss 58
Routine 2 70.97 1,998 NS
Time x Routine 2 13.64 0.384 NS

Age group x Routine 6 53.06 1.494 NS
Time x Age x Routine 6 6.01 0.169 NS
Error 42 35.52

Similarly, older siblings' routine scores (Table 4.28) over time were not

statistically significant (df = 12, F = 0.698, p = 0.42). However the patterns of

change revealed that routine scores at Time 1 were less than those at Time 2, but

both Time 1 and Time 2 were greater than Time 3, suggesting that older siblings'

family interactions (and perhaps responsibilities) increase during period following

diagnosis and that over time these interactions return to a pattern similar to that

before the diagnosis. Evidence of such a pattern was provided by an older sibling

who commented, "Now that she we know more about her arthritis and we have the

medicines that work, I am moving more away from my family again." Another older
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Table 4.28

R ted M res ANOVA: Older Siblings' Routin r

by Time Since Diagnosis

Means and Standard Deviations

Time 1 Time 2—Time 3
Mean—S.D–Mean—S.D.—Mean—S.P.-

Routines 46.811 11.722 47.911 10,486 45.525 11.603

Source df MSS F P

Between SS 12

Time since diagnosis 1 236.47 0.698 NS
Error 11 238.71

Within SS 26

Routine 2 6.62 0.264 NS
Time x Routine 2 34.50 1.374 NS

Error 22 25.11

sibling spoke about not doing so much housework anymore so she could concentrate

on the school work that she had not done. These findings were characteristic of

older siblings regardless of age of the target child at the time of diagnosis.

In general, younger siblings' routine scores (Table 4.29) were lower than those

of other family members. While change in routine scores over time was not

statistically significant (df = 8, F = 2.369, p = 0.16), again, it is of interest to pursue

the pattern of these scores. In contrast to the older siblings' scores, the younger

siblings' scores at Time 1 and Time 3 were greater than at Time 2.

Diagnosis of the target child and perceived severity of illness exhibited notable

variances in some family members' routines scores as well as family unit routine
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scores. Analysis of routine scores across diagnostic groups (Table 4.30) revealed no

significant differences across diagnoses for mothers (df = 28, F = 2.007, p = 0.11)

or fathers (df = 17, F = 0.799, p = .57). Mothers of children with diabetes had the

highest routine scores over all diagnoses while those with children with cancer

reported lower scores than all other groups except those with hematologic conditions.

Table 4.29

r VA: nger Siblings' i r

i in i i

Means and Standard Deviations

Time 1 Time 2 Time 3
-Mean—SD—Mean—S.D.—Mean—S.D.

Routines 37.723 7.298 35.860 6.771 37.460 9.285

Source df MSS F P

Between SS 8

Time since diagnosis 1 227.22 2.369 NS
Error 7 95.92

Within Ss 18

Routine 2 7.24 0.181 NS
Time x Routine 2 11.39 0.284 NS

Error 14 40.06

Scores of fathers of children with diabetes had routine scores lower only to those

fathers of children with arthritis. The other family member group having routine

scores that were not statistically significant was younger siblings (df = 8, F = 2.736,

p = .17). Similar to the scores indicated by mothers, younger siblings of children

with cancer had the lowest scores over diagnoses.
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Routine scores were significantly different across diagnoses for target children

(df = 28, F = 3.196, p = .02), older siblings (df = 12, F = 4.401, p = .03), and

family units (df = 28, F = 3.327, p = .02). On post-hoc analysis, scores of target

Table 4.30

Repeated Measures ANOVA: Family Routines X Diagnostic Groups

Source df F P Scheffe

Mothers
Between SS 28 2.007 0.11

Fathers
Between SS 17 0.799 0.57

Target Children
Between SS 28 3.196 0.02* S = .04

Older Siblings
Between SS 12 4.401 0.03*

Younger Siblings
Between SS 8 2.736 0.17

Total Family Routine Scor
Between SS 28 3.327 0.02*

children with cancer were significantly lower than those children with allergies (S =

.04). Post-hoc analyses for scores for both older siblings and family unit routine

scores did not identify significant inter-group differences.

The impact on family routine scores depending on severity of illness was also

significant in the responses of family members and the family unit (Table 4.31).

Mothers (df = 28, F = 3.72, p = .03) in families who described the new diagnosis
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Table 4.31

M res ANOVA: Family Routi X Severi Illn

Source df F P Scheffe

Mothers
Between SS 28 3.722 0.03*

Fathers
Between SS 17 1.329 0.29

Within Ss (SR interaction) 4 3.327 0.02* (2>3)

Target Children
Between SS 28 4.266 0.02* (2>3) S=.02

Older Siblings
Between SS 12 3.804 0.05°

Younger Siblings
Between SS 8 2,319 0.17

T Family Routin r

Between SS 28 4.674 0.01** (2>3) S=.01

as "moderately serious" reported the highest family routine scores. When the severity

of illness was described as "very serious," mothers' family routine scores were the

lowest.

No statistically significant differences were shown for either fathers' routines

scores or the family's perceived severity of illness scores. However, the interaction

between these two variables in fathers' scores was statistically significant (df = 36,

F = 3.327, p = .02). As with mothers' routine scores, fathers' scores were lowest

when severity of illness was described as "very serious."

For target children, significant differences in family routine scores were also

found related to perceived severity of illness (df = 28, F = 44.26, p = .02). Using
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the Scheffe post-hoc test, those families reporting "very serious" severity of illness had

significantly lower routine scores (S = .02) than those reporting "relatively mild" or

"moderately serious."

Older siblings' family routine scores were also significant (df = 12, F = 3.804,

p = .05) when controlling for severity of illness. These scores also were lowest when

severity of illness was rated "very serious." Younger siblings' scores were not

significantly different, however, when considered across levels of severity (df = 8, F

= 2.31, p = .17).

Finally, the family unit score for family routines depending on perception of

severity of illness (df = 28, F = 4.67, p = .01) was significantly different. Post-hoc

analysis revealed that family routines at Time 2 were greater than at Time 3 but did

not tease apart levels of severity of illness.

Summary. Family members' quantitative family functioning scores

demonstrated interindividual variations, depending on relationship within the family.

Younger siblings appear to perceive less "connectedness" or regularity in family

routines. Intraindividual variations over time were minimal and overall family

routine patterns measured by the FHI appear relatively stable.

lation of Challen res and Family Routin r

The relation between challenge scores and family routine scores was examined

for each family relationship as well as total family scores. When plotted to indicate

the change over time of both scores for each member, their comparative patterns

were inconsistent between relationships.
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Mothers' scores (Figure 6) for both challenge and family routines had modest

decreases at Time 2. However, between Time 2 and Time 3 a slight increase

emerged. The pattern (or symmetry) of these two scores was the most similar of all

family members.

Although not dramatically different in symmetry, fathers' challenge scores

(Figure 7) varied slightly more than mothers'. While routine scores for fathers

demonstrated a gradual and progressively decrease from Time 1 to Time 3, their

challenge scores decreased from Time 1 to Time 2 and remained constant between

Time 2 and Time 3.

Target children's scores revealed a different pattern when comparing

challenge and routine scores (Figure 8). Routine scores increased at Time 2 but

at Time 3 reported family routine scores comparable to Time 1. In contrast to their

routine scores but similar to fathers' challenge scores, target children's challenge

scores progressively decreased from Time 1 to Time 3.

Older siblings' scores (Figure 9) on both the challenge subscale and family

routines increased at Time 2. The increase was more marked in the challenge score.

At Time 3, both scores were lower than at Time 1 with a significant difference (p =

0.05) in the challenge score at Time 3.

In contrast, younger siblings' routine scores decreased noticeably at Time 2,

returning at Time 3 to approximately the same level as was reported at Time 1.

However, younger siblings' challenge score, with a continuous increase over all three

data points, was significantly different at Time 3 (Figure 10).
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When the patterns of total family challenge and routine scores were examined,

they demonstrated a similar configuration (Figure 11). Both scores increased slightly

at Time 2, with scores at Time 1 and 3 being at approximately the same level.
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Figure 10.

ion i

One aim of this study was to explain family routines adjustments that are

made to accommodate the diagnosis of chronic illness in a child family member.

This adjustment was hypothesized to be influenced by two variables of interest, family

members' perception or appraisal of challenge and family problem-solving patterns.

To further operationalize the relation of these variables to the outcome variable of

family routines, multiple regression analysis was carried out.
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A backward stepwise method of analysis was used in which all variables were

entered into the equation. Variables were omitted sequentially as the extent to

which their contribution to the equation was determined by each variable's

contribution to change in R*.

Each family member's "profile" was explored over Time 1, Time 2, and Time

3. With all variables in the model at Time 3, those with minimum contribution to

R” were removed sequentially.

Time 1 analysis for mothers revealed no single significant variable contribution

to her family routine scores. However, at Time 2, routine scores at Time 1 (p = .00)

and severity of illness (p = .03) explained nearly 70% of variance. When mothers

were analyzed at Time 3, Routines at Time 2 (p = .00), Challenge score at Time 3
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(p = .03), and severity of illness (p = .01) were the only significant components in

the model. Of these variables, routine scores at Time 2 explained for 96% of

variance for mothers' routine scores at Time 3. Despite statistical significance,

mothers' challenge scores at Time 3 and severity of illness contributed the remaining

minimal 4%.

For fathers at Time 1, the only significant variable contributing to fathers'

routine scores was Time 1 routine scores for target children (p = .02). At Time 2,

the only routine scores that were significant were those of fathers at Time 1 p = .00).

However, at Time 2, severity of illness was found to be significant (p = .01),

accounting for 4% of the variance.

Regression analysis of target children's scores at Time 1 indicated that

children's challenge scores accounted for 56% (p = .007) of the total variance in the

model. However at Time 2, the only variable accounting for significant variance was

the child's routine scores at Time 1 (p = .00). Time 3 analysis was similar. Routine

scores for parents, severity of illness, diagnostic group, or perception of challenge

were grossly non-significant in explaining the variance in target children's Time 3

scores and only the Time 2 target children's routine scores was significant (p = .000).

Regression analysis for siblings scores was not carried out. While technically

possible, the validity of findings would have been necessarily suspect because of the

small numbers in sibling groups.

This analysis suggests support for the findings discussed earlier. Severity of

illness is a significant component in determining what families do and the extent to
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which they do it as a family unit. Except for its significance in accounting for

mothers' routine scores, the relation of perception of challenge to family daily living

patterns continues to be unclear.

Semi-structured interviews (See Appendix D) with each family unit including

all family members participating in the study comprised one component of the

qualitative data. This interview included questions designed to elicit both general

and specific information relevant to similarities and differences in perceptions,

relationships, and routines within the family context. Each family member present,

including some younger siblings not completing questionnaires, made at least some

contribution to each of the questions asked or to related topics that were brought

into discussion.

In addition to the family interviews, individual questionnaires (See Appendix

D) were completed by each participating family member. These provided an

opportunity for more personal, confidential response to questions similar to those

asked in the interview. These frequently yielded concerns or issues that family

members' were apparently not comfortable making in interview format. For

example, one father who did not express these concerns during the interview wrote:

I worry about my wife. She's always worrying about my daughter. ... I feel
like maybe this has put a little strain on our marriage. ... Not being able to
go out and have a good time and be happy and relaxed.
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Several themes emerged from content analysis of the qualitative data. Not all

themes from the data are presented, the salient and most extensively elaborated

themes to clarifying families' patterns of daily living following the chronic illness

diagnosis of a child family member are brought forward. These themes include the

perceived "burden of responsibility," educational expectations, family and time use,

family unit integrity, and uncertainty.

On initial, cursory review of interview data, this sample of families believed

that "nothing had changed" in their families. However, content analysis of interview

and individual questionnaire data revealed that there are important changes and

adjustments that families made.

º
Il■ º C. r ibility"

Parenting roles, promotion and pursuance of "normal" developmental activities

(school, work, play), and management of health and medical needs of the newly

diagnosed child were frequently mentioned as concerns affecting family daily living

patterns. The time consumed by medical care (whether at home or in hospital) was

often discussed. One mother described it:

We are all burdened with more responsibility for things we are not
accustomed to doing. ... They are things out of the ordinary. They are
not things that you can just say, 'Oh, I'll give water-skiing a shot. If I
don't like it, I won't do it again.' It's not just something you cavalierly
try. The burden of responsibility is heavy - often heavier than the
shoulders.
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Even when the "introductory" phase had passed, the vigilance of parents and other

family members was evident. The father of a child whose Crohn's disease was now

"under control" commented, "Out of sight is not out of mind!"

Parents also expressed differing views of parenting responsibilities. Many

expressed guilt about not being able to "give more to each person in the family."

One mother said, "I'm sure everyone would like to have more of me, but I just don't

have anymore to give." Others asserted their responsibilities as role-models

(regardless of their own anxiety). The mother of a child diagnosed with asthma said,

"At first I was upset about it, but I realized that when I calmed down and took a

positive attitude, I noticed that he became calmer and with a short period of time [it]

got better." And still another mother whose child was diagnosed with diabetes

expressed her frustration with the interrupted developmental patterns which she

thought were achieved:

I've gotten back into his life. ...Before I could trust him with anything.
But now it is like going back to step one - you have to get back into
his life and you have to help him learn things and that's been - that's
something I didn't expect to do at this age. I don't especially want to
do it - I mean I don't mind doing anything - but I don't want to get
back into his life and be a nag. I feel like a nag.

Children as well as adults tended to "dimensionalize" their experience with

having a chronically ill child family member. One diagnosed child said, "A lot of

people have to be a lot more careful than I am." Six months following the diagnosis,

another child offered, "It was much harder in the first six months. But since I have

gone back to school [on a more regular schedule], it's 'back to normal'...back to my
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regular cool self." The father of a child with diabetes said, "It could have been worse

- if he had gotten it at a younger age. ...That would have been more devastating."

And the mother of a child with ulcerative colitis added, "Seeing other children with

the same or similar conditions made us realize how awful it could be ... and we are

grateful L. isn't that bad."

i rnin i

Permeating both directed and spontaneous responses of many families were

issues related to time and energy consumed in "education" of disease and

management and "learning how to deal with adversity." Comments of this type likely

yielded a fairly accurate indication of how the new diagnosis was appraised. The

appraisal was not only focused on the diagnosis, however, but also on the family's

ability and competence (both internal and external perceptions) to learn and

incorporate all the facets of having a chronically ill child that were important to the

family and to others (extended family, friends, the health care team, government

agencies, and any other interfaces which family members encountered). One mother

put it this way:

I felt like it was a lot of work to try and get aware of what we need to know.
...When you're in the midst of a fairly dramatic life change and you also have
to try to educate yourself about how to do all that and make new and
different kinds of decisions...it seemed like an awful lot.

Another mother offered:

The education was the biggest challenge... The challenge to learn as
much as we could and more importantly to apply that. ...They go
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together - it is a marriage. You can read and know it, but then you
have to apply it and make it work for all of us in our family.

Parents were not the only family members involved or affected by the

education process. One older sibling added, "Now that we have learned all that stuff,

we sound like aliens to our friends. ... You know, when we talk about broviac lines,

pumps, hyperal, and all that stuff...."

The educational expectations were not limited to the immediate family.

Parents frequently had to decide who to tell and what to tell, as well as when and

how. Teachers, children's friends and their parents, friend's of the family, coaches

for teams in which the children participated, even the stranger in the market who

stared or made rude comments to or about the children were frequently named foci

of "teaching." For some of these, the children proudly announced that they "had to

tell their class about being sick," or "why I always wear a hat at school." One mother,

however, described the "cost:"

You get so tired of trying to balance everything - budget, family life,
the child's social times. Other children and their parents seem to be
as - or maybe more - paranoid about the potential dangers of exposing
J. to something. Like the mother who calls and says, 'I think my child
should not play with J. My child sneezed this morning.' Well, the
question is, is the other child getting a cold or something or did she
just need to sneeze???

Thus, the burden of responsibility related to education is a multifaceted issue. The

steep learning curve, the demands that knowledge be thorough and accurate, and the

necessity for being both "learner" and "teacher" extract a high price in terms of time

and energy. There are repercussions that extend far beyond the immediate family's

physical boundaries. However, there was a great sense of satisfaction that complex
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material was mastered, could be imparted when needed, and that responsible

decision-making based on this information was possible.

mil Tim

Whether focused on individual family members or the family unit, quantity

and quality of use of time was an important issue with these families and was often

elaborated in interview data. The ordinary events of daily living as well as family

group activities took on contrasting dimensions of spontaneity. Families of children

with cancer frequently offered observations like, "We do things when we can. We

go on brief outings to take advantage of J.'s periods of stable health." "We do things

we wouldn't have ordinarily done...doing everything at the drop of a hat because we

have to do things when he feels like it." In contrast, families of diabetic children

often remarked that all spontaneity had been removed from family activities, whether

routine or pleasure. Anticipation and preparedness for any eventuality were the

cornerstones of daily living in these families. One 12-year old with diabetes added,

"Everything has to stay on a schedule - sleep, eating, snacks, everything...everything

is structured!" Another mother commented, "We don't just pick up and go

somewhere anymore. You always have to think ahead."

Time use was reflected in discussions of task and chores responsibilities.

These issues affected and seemed consequential not only for parents, but children as

well. Tasks that, before the diagnosis, were "common" and "routine" now required

more time or were transferred to other family members. A younger sibling offered,

We don't just go to the market ...Now we have to go and get
something like sugar-free or no-sugar-added jam when [before] we
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could just go into any store ... Now we have to go to two or three
certain markets to get what we really need.

And a mother said, "L. (an older sibling) does most of the grocery shopping in

addition to taking care of Einstein (the family dog)."

Unexpected alterations in family time use and focus were also addressed by

many families. Regardless of the diagnosis of the child and the general perception

of spontaneity or rigidity of family agenda, the "unplanned for" was cited as both

challenging and difficult. One working mother said,

...Things get changed all of a sudden even if you don't expect it. Well,
especially me, myself is work - like the day I took him [to clinic for a
check-up] and they kept us there in the hospital. And everything (part
of her work assignments) I had here I had to return, you know,
unfinished, because it was, you know, they didn't know how long we
were going to be up in the hospital. ... It's like I'm always expecting
something to happen - something that will change my plans. I think
that's the hardest part.

Another mother submitted,

...Many times things are different [than what we planned]. Our son
has always played sports after school. So on days when he is supposed
to have a game after school, we have to calculate how much insulin he
needs to cover and when, where, and what he will need for a snack.
But a couple of times when we got to the ballpark, the game had been
canceled... So then we quickly had to think, "OK, now what?"
...Planning is so hard because with children there are so many things
that change!

Family time also reflected much that was still very typical and "normal" in

families. Children regularly reported that they still "fight" or argue with their siblings.

And parents acknowledged the continuing responsibility of monitoring (and

sometimes arbitrating) children's disagreements. When one older child said, "We

still have our sibling rivalries," all of the family unanimously agreed!
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Famil it Integri

Despite the time, energy, and financial expenditures required as part of

incorporating the new chronic illness diagnosis into the family daily living routines,

most families expressed pride in family members as individuals (particularly the

diagnosed child) and in their family as a unit. Family member contributions at

various points in the interview revealed much about how these families perceive

themselves, the stability, unity and pride in their continuity as a family unit: "Now we

pay more attention to each other and what is going on." "He has great courage. He's

always acted very bravely." "Because M. has handled this so well, our family routine

and time has remained mostly unchanged." "The affirmation of how strong we all are

... that together you can adjust to some things that maybe aren't so good has been

very positive" (Mom). "We weather this through and ... in that process [we] learned

to be closer. We learned to deal with things that had not challenged us previously.

...I think it went well and that gave me sense of confidence...It gave me the sense that

we can make good decisions as a family and that we can support and reinforce each

other."

The individual questionnaire provided an opportunity for family members to

respond to questions similar to those they had collectively answered in the interview.

This allowed elaboration or, in some cases, alternative points of view. In most cases,

responses were generally comparable to those shared in the interview. However,

some individual responses varied from "the family perspective." While not the more

common scenario portrayed by these families, one of the most graphic of these
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contrasting perspectives came from a mother who wrote in her questionnaire: "Our

family unit is shattered. ... I used to be my child's mother; I used to be my husband's

wife and friend. Now I am my child's warden and my husband's 'other adult'."

This mother's comment represents a more personally painful aspect of the

experience. Where families generally spoke of their strengths, self-esteem, and

confidence in the interviews, responses on the individual questionnaires also

indicated individual family member's insecurity, fears, and disappointments. When

asked "What has it been like in your family and how do you feel about what has

happened?", some siblings responded, "Sad...because I don't like it, ...," "Weird,

because my sister is different," or "Scared ... scared that he is going to die." An older

sibling wrote, "I feel tired more often. Everything changed and it happened so

quickly. Consciously, it doesn't get to me but sometimes it get to me in my dreams."

And a younger sibling wrote, "I feel left out!" Fathers shared a sense of concern for

mothers and the demands on both physical and emotional resources for her.

A sense of failure in their ability to protect their child from "all harm" was

evident in some parents' responses (both mothers and fathers). One father wrote,

"[I feel] sad and sorry for M.... You feel especially sad and responsible - especially

when it is an inherited disease." Mothers elaborated this concern more often and

clarity, as evidenced by the mother who wrote,

If I had any control, I would take it away from her and give it to me
because I could handle it.... As a parent you do not want your children
to - when they are so young - have to face some fairly grown-up
decisions and responsibilities and control.
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However, while parents acknowledged their inability to be the omnipotent protectors

of their children, they also regularly stated (verbally and in writing) an acceptance

of both the change in their child and the continuing responsibilities they perceive as

parents. This acceptance usually reflected confidence in their ability to manage over

time. One father stated it as "I went back and forth over a lot of that stuff and only

over time was I able to come to grips of how I was going to be able to deal and feel

with all that....It is unfortunate, but it is something that can be controlled."

Uncertainty

The mother of a child with Crohn's disease commented that planning for her

child to participate in typical activities like going to spend the night with friends was

hard because you have to make sure somehow he gets his medicines and yet you can

never be sure. This exemplified the inability of parents to confidently anticipate

either the immediate or long-term trajectory or outcome of the new diagnosis.

Parents and children alike expressed discomfort and anxiety associated with

not knowing "what is going to happen." Whether continuous or fluctuating episodes,

the activities, relationships, plans and expectations, and normal routines are colored

by the apprehension and questioning which permeates family functioning. A mother

Wrote:

I think the worst thing that's on my mind is that if they could not control it
or it continues to be a problem, then I hate to think of it getting worse. You
know, like cancerous or whatever.... It's under clinical remission where they
can control it with pills - medication. But after a year, they are going to stop
the medication and see if ... well, see if the disease is stopped. ... It if creates
more problems as time goes on, the I don't know how we will be able to
handle it.
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Discussions further revealed that parents and children share a more limited

confidence in their future. The basic assumption of confidence in the present as well

as the future was "shattered" when the diagnosis was made, as one mother related:

"[It suddenly became clear] that when you have a child, the child doesn't come with

guarantees." The future was frequently pointed to with a large "IF": "If" I can go

ºrback to school soon..." "If he can learn to manage his diabetes..."; "If we can get her

off the Prednisone..."; "If he can play with his friends..." These are the issues that

reflect the everyday living as well as the developmental concerns about which there

is little certainty. One father compared this to "shadow-boxing" and continued: "They

don't know what to expect because they don't know that much about this condition.

... If they don't know what to expect, how can we?" Another mother contributed,

"I think that's the hardest part is just not being able to plan anything and just expect

the unexpected all the time. It's like I'm always expecting something to happen -

something that will change my plans."

This lack of confidence and associated perceived inability to maintain

expectations and plan accordingly often set the stage for parental (particularly

mothers') vigilance and protective limitations, restricted outlooks, and minimal

expectations. These affect all family members and activities of daily living. As one

older sibling concluded, "Don't think about the future. You have to just live one day

at a time. That's it - tell 'em you have to just take it one day at a time."

Summary. This portion of the study provided evidence for important changes

that necessarily occur in families lives in the early phase of integrating a new
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diagnosis. It attests to the strength, viability, and courage of families while

demonstrating their concerns, vulnerabilities, and fears.

Hypotheses Summation

The data presented in Chapter Four do not support the hypotheses of this

study. The following discussion summarizes these findings related to each hypothesis.

As discussed in the analysis of the problem-solving results, the omission of

discussion related to family problem-solving processes and its relation to family

functioning and daily routines is the direct result of inadequacy of the method and

measure (MEPS) used to assess this component of the study model. As indicated,

any assumptions or conclusions drawn from the data obtained using the MEPS would

be presumptuous and of dubious validity. While general evidence of individual and

family problem-solving emerged in family interviews, support of the stated hypotheses

expected that evidence to be specifically demonstrated in the problem-solving

exercise (MEPS). Given this circumstance, hypotheses one, two, and four related to

family problem-solving patterns are rejected as the relationship between problem

solving patterns and levels of family functioning was not determined.

Results also failed to statistically support hypotheses three and five. Analysis

of the quantitative measure of family functioning and routine patterns revealed

minimal variance over time within families as well as between families. Therefore,

"levels of family functioning" could not be specified. In addition, because of the lack

of variability in routine scores, perception of change and definition of challenge could
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not be shown to have any explanatory or predictive effects. Again, while the

qualitative data obtained in family interviews and individual questionnaires provided

insights into these aspects to suggest that there is at least some relation between the

variables, it is too nonspecific to claim support for the hypotheses as stated.

Summary

This chapter has presented findings related to the demographic characteristics

of families, major variables, and the reliabilities and performance of the instruments

used to measure those variables. Statistical tests (correlations, Wilcoxon Sign-Rank

Differences, and Repeated Measures ANOVA) examined intraindividual and

interindividual differences within the family and differences between families over

time. Regression analysis was carried out to explore the variances accounted for the

quantifiable variables. And finally, the primary themes which emerged from the

content analysis of the interviews and individual questionnaires were presented.

Chapter Five discusses these findings. Limitations of the study will be

discussed and alternative explanations will be suggested for the unsupported

hypotheses.
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CHAPTER FIVE

DISCUSSION

Chapter Five presents a discussion of the findings reported in the previous

chapter. The study questions stated in Chapter One and hypotheses stated in

Chapter Two will provide the framework for the material which addresses the

variables of interest. Specifically, these include the challenge appraisal of the new

diagnosis of a school age child family member, family problem-solving patterns, and

the relation of these two elements to family functioning as demonstrated in patterns

of daily living. Following this discussion, significance and limitations of the findings,

implications for nursing, and proposed future research indicated by these findings will

be presented.

Variability of Family Adjustment Following

the Diagnosis of Chronic Illness in a Child Family Member

Families are at once a mixture of contrasts and similarities. The occurrence

of childhood chronic illness in a family is a catalytic event that creates shifts in

perceptions, assumptions, and patterns of family routines. Each family member

makes a unique contribution to the family process of incorporating a new chronic

illness diagnosis into family daily living. Congruence and divergence within and
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between family members were found in this study (as demonstrated in Tables 4.10

and 11 and 4.17 and 18). This is intuitively logical when individual as well as family

developmental characteristics are considered. And, consequently, family patterns

evolve when regarded from the perspective of "the whole" as more than the sum of

its parts.

The life-span developmental perspective, with its assumptions of interaction

between the physical and biological, cognitive, psychological, and social components

of individual and family development, has guided the conduct and analysis of this

study. The results of this inquiry explicate the complexity of integrating a new

childhood chronic illness diagnosis into family functioning and indicate the influence

of antecedent patterns and attitudes on current behaviors, specifically as they relate

to the occurrence of this non-normative event. The life-span approach further

assumes that these historical and concurrent characteristics shape (and help explain)

family functioning in later years.

rmal" vs. ' ine"

To at least some extent, most families in this study were similar to those

described by Anderson (1981) and Desmond (1980) with some inconsistency between

their claims of "sameness" on the one hand, and description of "accommodation" on

the other. Throughout the data collection process, most families repeatedly implied

or stated that they believed their family had not changed, as other researchers have

reported (Anderson, 1981; Bossert, Holaday, Harkins & Turner-Henson, 1989;
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Deatrick, Knafl & Walsh, 1988; Knafl & Deatrick, 1986). This is true of families'

perceptions of challenge in the event of new chronic illness of a child family member.

In open communication and discussion, the family's attitudes, relationships, and daily

living patterns were deemed to be "normal." Consistent with the findings in

Bluebond-Langner's (1991) study, the following exchange demonstrates siblings' as

well as parents' opinion that the diagnosis effected no change and "that his brother

is just like anybody else:"

Older sibling (14-year old brother): "Nothing's changed.... I don't think it has
changed anything. [We] just treat everything the same. ... You don't see the
illness or whatever. ..."

Mother: "...The only thing we do is just tell him to be sure he takes his pills."

Older sibling: "That's become a routine."

Father: "Outside of that - like I say, "before and after," there's no change."

The strength of this perception of "no change" was most clearly demonstrated

by the father who met the interviewer prior to the family interview at the third data

collection point and declared, "Nothing has changed! Our family has not changed

at all ... We do everything exactly the same!" While most families were not so

emphatic in their articulation of this perception, more than 90% of family reported

similar perceptions of "normalcy."

Despite these claims of "normalcy," further inquiry and discussion revealed

that valiant efforts were made to maintain a semblance of usual family patterns. In

one family, when an older sibling commented that she believed their family had "sort

of gotten back to normal," the mother quickly responded, "Normal?? I don't like that
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word, "normal." I don't think we will ever be back to 'normal!' I guess I would say

we have gotten back into somewhat of a 'routine'." Thus, consistent with Bluebond

Langner's (1991) findings, these families did attempt to maintain family routines

which extended to accommodate the diagnosed child's condition and management.

Through the triangulated approach used for this study, results indicated

further support to Cohen's (1988) findings that "rupture of the assumptive world"

occurred in these families, at least to some degree, regardless of the type or severity

of diagnosis. And the response to this event is neither necessarily uniform nor linear.

As one mother clearly described her family's experience:

There's different stages. I mean, there was the part when he was first
real sick and being in the hospital. And then, you know, the initial
coming home. And then sort of now just learning to live, or finding
out what it is like having someone who has Crohn's disease. So I
guess there were different feelings all along those stages.

Another mother likened the first six months after her child was diagnosed to

"walking in the fog - fog so thick you can't see your hand in front of your face."

Children and adults alike experience the dichotomies of this abrupt and yet

continuous event with its persistent undulating influences and requirements.

f
-

mbers' Appraisal hallen

As the literature reviewed in Chapter Two demonstrated, how family members

interpret unexpected experiences is believed to play an important role in how they

integrate a new chronic illness diagnosis into their daily lives (family functioning).

While the overall characteristic of families' appraisal of challenge in this study
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sample did not appear to differ noticeably, there was a conspicuous variation

between family members from Time 1 to Time 3 for these families. The trends

indicated in Table 4.11 are more obvious when viewed graphically (Figure 12).

Although the variability seen over time in mothers', fathers' and target children's

appraisal scores was not significantly different when examined statistically, the trends

or patterns that were revealed are of interest. Fathers' and target children's scores

tend to parallel each other with a gradual negative trend while mothers' scores

showed a slight increase at Time 2. Otherwise the scores remained essentially the
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same across time. One possible explanation for the relative stability in these scores

is a similarity in level of involvement of these three family members in confronting

the new diagnosis of the child. In contrast, challenge scores for both older and

younger siblings revealed prominent variations at Times 2 and 3. For the older

sibling, this significant change over time may reflect increased responsibility and

expectations as well as cognitive developmental levels commensurate with the nature

of the new and complex learning experiences with which he/she is confronted. These

explanations are also supported by data obtained in the family interview indicating

increased expectations and assumption of responsibility accorded to older siblings for

"things we are not accustomed to doing." The extraordinary amount of new

information as well as new skills associated with their sibling's illness were frequently

acknowledged, by parents as well as the children themselves.

Younger siblings' scores were divergent from other family members' patterns.

Higher across all three data points than any other family member relationship, the

pattern progressively increased over time. The degree of involvement, expectations,

and the level of cognitive development may offer explanations for the differences

seen in younger siblings' scores.

The extent to which these children might have been included in discussions,

teaching-learning interactions, and application of new knowledge and skills is likely

to have been significantly less than for other family members. However, regardless

of the amount of direct involvement and participation, children were regularly

exposed to the language and activities of care and treatment, and, at least vicariously,
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integrated some level of understanding. Knowledge which occurs through these

oblique learning modes is subject to distortion and inaccuracy. Therefore, subjective

responses to items which asked them to describe their family may have been based

on these distorted or erroneous interpretations and understandings.

Concern for the cognitive developmental appropriateness of the measures was

the motivating force for modifying the original instruments to language appropriate

for children in this age group. While level of cognition in terms of the situation and

accurate interpretation of items in the questionnaire must be considered, it should

be noted that children at all age levels regularly asked for clarification during

interviews, whether regarding terminology or discussions they found confusing. They

also sought explanation for questionnaire items they found vague or indecipherable.

It is important to note that the six items in the subscale of interest rarely required

explanation, elaboration or interpretation. Despite children's inquiries and the

appearance of preciseness of interpretation and understanding, consideration must

be given to possible inaccuracy of that supposition.

Two other possible explanations for these noted differences are offered.

Familiarity with the instruments either as a result of experience with it, discussions

in the family following data collection times, or both may affect responses.

Alternatively, even children are aware of what are socially preferred responses, and,

desiring to please will likely provide what they perceive as the most preferred

responses.
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f Ti in iagnosi f

Experience over time with a phenomenon generally yields attitudes and

strategies for management that are at least marginally changed from that present

when first confronted with the situation. Thus, it was not unexpected that, in general,

challenge scores for family members were higher when the target child had been

diagnosed more than six months. This explanation was supported by data from the

family interviews in which parents and children alike offered that the first several

months were the hardest. As reported in Chapter Four, one target child reported "It

was much harder in the first six months... ." And the father of another child offered,

"I think lately it's...uh, after the first several months it's pretty well calmed down."

Despite lack of statistically significant differences, variations that emerged in

families grouped by age are of interest. While the sample overall was found to have

higher challenge scores when the diagnosis had been known more than six months,

age of parents also revealed differences in challenge scores. With progressively

increasing age and life experiences, generally the basic strengths marshalled by

families for buffering the effects of difficult times were reflected in their appraisal

or perception of demanding experiences.

When writing about families and "timing," Hagestad (1986a, 1986b) described

the relation between individual, biographical time and family time. Societal and

cultural influences contribute to the delineation of expectations of and by individuals

and the family units to which they belong (whether by birth or by choice). Thus a

degree of predictability and confidence develops as life experiences evolve. It might



147

be postulated that parents who have had more biographical time in which to achieve

goals may also be more likely to anticipate changes as opportunities for growth.

Because of the interdependencies of shared biographical time and "contingent

careers" within families, shared expectations as well as individual expectations are

developed. "Parents build long-range expectations for their own lives based on

assumptions about ... life course progress" (Hagestad, 1986a, p. 684). Successful

achievement and accomplishment of steps in this process contribute to anticipation

of further progress, often implying change. There is a strong correlation between

parents perspectives and assumptions and children's developing perspectives.

Therefore, a logical conclusion is that families of older parents who have successfully

negotiated more demands will have a more positive view of change as opportunity

for growth. The findings indicating more affirmative attitude toward change in

families of older parents and management of the chronic illness six or more months

in this study would support such a conjecture.

Summary

Direct management or responsibility in a new chronic illness such as that

experienced by parents and the diagnosed child may explain the consistent patterns

of appraisal of the new diagnosis for these family members. For other family

members, differences in these patterns of perception may be explained by age, levels

of expectations of siblings, stage of cognitive development and life experiences.
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Notwithstanding these suggested explanations of the findings relative to how

participants described their family's perception of challenge, discretion is

recommended in attributing high levels of confidence in and unbridled generalization

to other populations. Consistent with the concerns raised by Wagnild and Young

(1991), the modest internal consistencies found in the challenge subscale in this study

leads to ambiguity of these findings. Additionally, despite the emergence of

interesting patterns, the few statistically significant intra- and interindividual or intra

and interfamily variations do not provide conclusive evidence of the direct correlation

with family functioning hypothesized.

Problem-Solving Patterns

As discussed in Chapter Four, family problem-solving patterns were assessed

using the means-ends problem-solving measure. Working together, families were

asked to develop a story designed to resolve a given interpersonal dilemma. Despite

interest and active participation by all family members, there was minimal variability

in the average number of elements evaluated as "problem-solving criteria." The most

apparent explanation for any variability between families in the problem-solving

exercise seemed to be the number of participating family members. When there

were four or more family members participating, there was often an effort to

integrate at least one contribution of each person into the story. However, even this

explanation was not consistent across the sample.
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As mentioned earlier, some families developed their story around the presence

of a chronically ill child. Since this was neither implied nor suggested in the situation

presented to the family by the investigator, and families were free to "create their

story," it is speculative to attribute significance to story content. However, the

measure may have been more effective in assessing family problem-solving patterns

if all situations presented to the family had been specifically health related.

Regardless of its theme, the genre of stories developed by a family group was

generally consistent from Time 1 to Time 3. It may be somewhat extraordinary that

there were only two of the families' 60 stories that failed to arrive at resolution of

the dilemma. These efforts did provide indication of the negotiation usually required

for group or family problem-solving (Tallman, 1988). For example, dietary

management and meal scheduling that required coordination, cooperation, and

occasionally negotiation were frequently discussed. If a child experienced anorexia

as a result of chemotherapy, family meals (including food choices and timing) were

often adjusted to accommodate whenever and whatever he/she could eat. The older

sibling of a child with diabetes indicated a series of problems that required attention

and cooperation from all family members:

When we went [on a trip) on the plane, we changed times (zones]. We
[had to] change the time we ate into [that] time. And, like when we
are on the plane and stuff, lots of times she would have to do her
blood test and we had to switch seats to do her shot and go into the
bathroom and all that stuff. ... When we got to [our destination] we
had to figure out whether to check into the hotel or get dinner first.
...So we decided to we had better just leave our luggage there, go get
dinner, and then check into our room.
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Even with this supporting data, claiming evidence of family problem solving

patterns based on the MEPS exercise would be presumptuous and the extrapolation

of problem-solving patterns unwarranted. The lack of any logical connection or

statistically significant findings between either Time 1 and Time 3 means-ends

problem-solving exercises and family challenge or family routine scores was the basis

for the decision to omit further analysis which included this variable.

Patterns of Family Functioning

Within families, each member has time demands which are both

interdependent and independent of other family members. Tasks of daily living for

maintaining individual and family functioning persist despite the occurrence of crisis

or other events. Nonetheless, the consistency of the patterns which evolve for both

family members and the family unit is sensitive to these events. Given this as a

generally common characteristic in families, the fluctuations found in this study are

not to be totally unexpected. The variations, however, take on an interesting pattern

when considered from family member and family unit perspectives.

ily Members' Intraindividual Variation

When considering the correlation matrix presented in Table 4.17, the

significant correlations between each of the data points for mothers, fathers, target

children and older siblings might suggest that minimal effect on family routines

occurred following the new chronic illness diagnosis of a child family member. It is
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of interest that each of these family members has at least some degree of fluctuation

which suggests that a modification in family routines occurred between Time 1 and

Time 2 which was, subsequently, continued between Time 2 and Time 3.

Mothers' scores were the most stable, varying less between data points than

all other family members. This may be explained by the role mothers frequently

perform as "coordinator" or "facilitator." The perception of that responsibility may

be that, while it is more complex and difficult to execute, it is essentially unchanged.

Additionally, mothers in this study reported they regularly monitored the child for

subtle as well as major changes in health status. Inherent in this constant vigilance

is the implication of consistency. This finding is congruent with those reported by

both Anderson and Elfert (1989) and Holaday and Turner-Henson (1991) that

describe the caregiving role of mothers in addition to their usual family-management

and coordinator role.

In contrast, fathers' and target children's scores had moderately high to high

correlations (r' =.69 and .81 respectively) between Time 1 and Time 2. These

correlations decreased to moderate levels (r' =.53 and .66) between Time 1 and

Time 3, but were highly correlated again between Times 2 and 3. This pattern

supports the notion that family routines were altered and the modification persisted.

The apparent differences in routines as reported by fathers was a progressively

decreasing score from the first data collection point to the third. Fathers, like

mothers, make adjustments to accommodate the changing requirements of the

diagnosis of chronic illness in one of their children. However, the sphere of those
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adjustments is more likely externally focused on the economic maintenance and

survival of the family unit. The increased demands on family finances as well as

demands on time for supplementing the care needs of other children may have the

effect of a gradual reduction in either awareness of or participation in otherwise

traditional family routines.

A contrasting pattern that emerged was that indicated by younger siblings that

demonstrated a notably lower routine score over time (see Figure 5). Correlations

between data points were low (r' =.33) to moderate (r' =.56) and not statistically

significant at any point. These variations and lack of significant correlations at the

various time points in younger siblings' view of family daily living patterns may be

explained by the child's interpretation of "what my family does" or what constitutes

"family." This may be explained by level of cognitive development as well as recent

or current environmental events.

Holaday and Turner-Henson (1991) state that "by six years of age, children

can be quite accurate in reporting facts, actions or experienced real life events."

However, perception of frequency of family events may be heavily influenced by

changes in patterns. Additionally, these children may be unable to equate individual

or family event or activity with a number of times per week or month. Friedman

(1986; 1990) has demonstrated that school age children are able to judge backward

and forward order of daily activities and evaluate the length of intervals between

daily activities. However, the younger siblings in this study may have not yet been
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able to consider frequency of family activities and averaging them over periods of a

week or a month.

iv indivi il r

Although there were similarities across time reported by family members,

there were also differences noted between family members as well (see Table 4.18).

The most notable of these were differences reported between mothers and target

children at all data points. Because of the emergence of this difference across time,

both contradictions and possible explanations will be discussed.

-
il iati

The finding of significant differences between mothers' and target children's

routine scores is a curious finding. To accept the result at face value might be logical

if diagnosis and severity of illness were such that newly diagnosed children were apart

from their families for long periods of time or during the period immediately prior

to being asked to specify the frequency of occurrence of specified individual or family

activities. Such was rarely the case in this sample. And, importantly, these values

are contrary to data from the content analysis of family interviews from which might

legitimately be concluded that mothers' time was frequently focused on attention to

the needs of the chronically ill child. Newly diagnosed children may feel an

emotional separation that obscures clear representation of family routines.

Explanations for these differences lie in two related possibilities: (a) changed

expectations for taking part in or the interaction between effects of disease, and (b)

ability to function in the designated activities of daily living. Alterations in
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expectations for the child's participation in typical family maintenance tasks may be

such that children's routine contributions in chores and household jobs are modified

or eliminated during the period following diagnosis. When expectations of or

participation in usual activities of daily living in the family context are changed, the

child may experience a sense of incompatibility or partial isolation.

Alternatively, as proposed earlier, cognitive and behavioral "definitions" are

not necessarily synonymous. This was illustrated by comments regularly shared by

all family members regarding difficult and challenging aspects of having a brother,

sister, or child who now had a certain disease. Responses often related to vomiting

associated with chemotherapy, frequent bathroom trips for children with ulcerative

colitis or Crohn's Disease, food intolerances or dietary restrictions, increased care

required in playtime to prevent bruising or bleeding, and environmental constraints

associated with various conditions. Although these may give some insight into the

physical effects of some of the diagnoses and associated restrictions, it would be a

more probable reasoning if the same differences were found in relation to family

members other than just mothers. Similar to findings in Deatrick and Knafl's (1988)

study, this may be interpreted as "threats" which make family routines difficult, if not

impossible to maintain.

rent-Sibli

Differences found in reported routine scores between parents and siblings may

be related to actual differences in the regularity of parent-child interactions if

demand has been significant for ill-child attention. Younger siblings as well as their
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parents frequently noted that well-siblings were "left out" or that parents "didn't pay

enough attention" to them (contrary to the differences in mother-target children's

routine scores previously described). One younger sibling said (speaking to her

mother), "You don't pay no attention to nobody 'cept him...," and her older sibling

interjected "... She pays more attention to him and he gets his way - you know -

sympathize with him 'cause he has cancer...." Further, younger siblings may be less

involved in daily home routines and, in general, receive less direct attention until

restructuring of family routines patterns occurs.

In addition, older siblings were required to both take more responsibility for

themselves and often took on more of the household chores, e.g., grocery shopping,

taking care of younger siblings, pet care, etc. Thus, it might be concluded that

"family routines" as such became nonexistent. However, neither family routine scores

nor results of the family interviews and questionnaires support such a contention.

Rather, each family member appears to make substantial effort to accommodate

family activities of daily living OR represents a strong desire to maintain these

otherwise routine activities and interactions. Both the desire and actual

accommodation may be operationalized as indicated by increased challenge and

routine scores at Time 2 for older siblings.

An alternative explanation for these differences may be related to the

pervasive effect of reduced confidence in expecting, planning, encouraging, or

pursuing activities and routines that have been taken for granted. This uncertainty
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becomes a wary vigilance for the daily status of the newly diagnosed child, altering

common routines and interactions with siblings, spouse, and other family.

P Routi

In family interviews, it was common for families to talk about "time

management," which parent "took care of" the ill child while the other parent went

to work, cared for siblings, or managing other parental responsibilities. One father

said, "... the time management when he [is] in the hospital...Going up and seeing him

every night, picking J. (younger sibling) up...bringing him home and fixing dinner for

him, going to work...it [is] just real hectic." Another mother said, "...most of the time

it is one parent going this way and one parent going that way and then trading turns

ºrand shuffling around... ." These findings from family interviews are in contrast to

the findings indicated in routine scores. The expressed perceptions may reflect an

accurate picture of "what is," whereas the structured questionnaires reflect "the

strived for." That is, the physical and emotional distancing that occurs as a result of

needs dictated by care and management of the new diagnosis is grudgingly

acknowledged and regularly countered with confidence and evidence of solidarity of

unit relationships and routines.

Family Ti

Use of family time was an important issue with these families. However,

changes that occurred within the families was not reported quantitatively by this

sample. This was likely related to the degree to which family routines were more

structured and the extent to which spontaneity of family activities became "a routine."
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On initial examination, there appeared to be important differences between

diagnostic groups. Families of children with cancer frequently offered observations

like, "We do things when we can. We go on brief outings to take advantage of J.'s

periods of stable health." "We do things we wouldn't have ordinarily done...doing

everything at the drop of a hat because we have to do things when he feels like it."

In contrast, families of diabetic children often remarked that all spontaneity had been

removed from family activities, whether routine or pleasure. Anticipation and

preparedness for any eventuality were the cornerstones of daily living in these

families. One 12-year old with diabetes added, "Everything has to stay on a schedule -

sleep, eating, snacks, everything...everything is structured!" Another mother

commented, "We don't just pick up and go somewhere anymore. You always have

to think ahead."

It is important to note that while this area represented a sensitive and

compelling aspect to families' discussions of the impact of a new diagnosis in their

families activities, the quantitative measures reporting family routines and activities

of daily living do not reflect significant variabilities over time. Perhaps this is

because encompassed in the choices and exercise of family unit activities, "routine

activities of daily living" of meeting physical and emotional needs of family members

are also included rather than as separate and distinct family characteristics.

Influence of Perceived Severity of Illness

While earlier discussion referred to issues of spontaneity of family activities,

the perception of severity of illness appeared to be an important component in
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determining what families do and the extent to which they do it. Severity of illness

was determined by family members' perception of its impact and potential effects

and not by medical or other standardized criteria. Supporting the noncategorical

conceptual approach (Breslau, et al., 1981; Jessop & Stein, 1985; Stein & Jessop;

1989; Stein. et al., 1987) specified for this study, these perceptions varied across

diagnoses. In overall family routine scores, the data confirmed an expected

relationship between the severity of the new diagnosis and family routines.

Family activities of daily living were generally unaffected when the diagnosis

was considered "relatively mild," indicating that family members likely pursued

individual patterns of developmentally appropriate activities. In families of working

parents, these usual routines may reflect fewer family unit regularities and greater

degrees of flexibility.

In contrast, when the perceived severity of diagnosis was described as "very

serious", the significant relationship found between this view and significantly lower

family routine scores is logically related to the impact of frequent and/or prolonged

hospitalization, time consumption associated with complexity and frequency of

treatments, side-effects of medications, and other related demands. Time-, energy-,

and financial-demands of "very serious" diagnoses logically mitigate against family

cohesiveness and regularity or continuity of "normal" routines particularly in the

period following diagnosis. These families frequently reported engaging in chosen

family activities whenever possible. However, in families of children of all diagnoses,

where the perceived severity of illness was less often "very serious," coveted family
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activities were pursued as avidly as those where more structure seemed imposed,

requiring an additional piece of "preparation." However, overall, families who

described the severity of illness as "very serious" appeared more compelled to act

on opportunities sooner than later.

Family Routine S C 1 by Si

As presented in Chapter Four, routine scores reported by mothers and older

siblings were lower at Site 2 than for Site 1, Site 3, or for Site 4. These differences

may be explained by one or both of two factors: Sites 1 and 2 are major teaching

hospitals located in large metropolitan areas, whereas Sites 3 and 4 are community

based practices or groups. More importantly, significant inconsistencies of findings

may be a result of large differences in the number of families participating from each

site. A high level of confidence in the statistical significance calculated is unwise

with only two families in the study from Site 4 and four families from Site 3.

However, some general legitimate comparisons may be offered for these differences.

Type and frequency of treatments is an obvious explanation of some of the variance.

Further, location and accessibility may be a primary explanation. Distances to and

from hospital or clinic and lack of availability of family-oriented facilities where part

or all of a family can temporarily stay while the child received treatment are often

cited as inhibitors to family routines. Any one or a combination of these factors

related to location where care is received can account for differences in family

routine.
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Summary

Notwithstanding acknowledgment of family adjustments, no claim can be made

for support of the hypothesis (hypothesis five) that significant changes in family

functioning occur over the first year after diagnosis. Routines were adjusted to

accommodate the realm of the new diagnosis but with the ultimate goal of preserving

the sense of "usualness" and continuity of family patterns.

Routine scores for mothers, fathers, and target children family members as

well as those for family units reflected a fairly consistent pattern with what may be

considered normal variations over time. However, both older and younger sibling

groups reported remarkably different patterns with older siblings scores at Time 2.

This escalation of scores at Time 2 likely reflects increased responsibility for home

and family involvement for this group. This level of responsibility is then

dramatically reduced as a more typical routine pattern is reestablished. In contrast,

the younger sibling's understanding of family and routine activities may take on a

broader scale of reference, especially if the child is alternately in the care of different

family members, whether nuclear or extended family.

Although there are marked similarities among all these families regardless of

type of diagnosis, notable variabilities between them were also revealed. This was

particularly observed in interview findings that indicated the contrast between need

for spontaneity in family activities and the more structured routine demanded by

others. These may reflect differences on one hand; however, they include the

continuous overtones of day-to-day vigilance associated with the uncertainty of the
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immediate as well as uncertainty of long-term outcomes. The fact that overall

routine scores for the total family unit were relatively stable is a testimony to family

members' ability to at least meet the needs of their respective members and, overall

support family integrity.

Relation Between Reported Challenge Scores and Family Routines Scores.

Examination of quantitative findings for intraindividual and intrafamily

challenge subscale scores and family routines scores revealed few consistent pattern

between either the two variables nor between family members (See Figures 6 to 11).

The qualitative findings serve to explain and clarify some of these variations.

Mothers

As previously mentioned, the findings of this study regarding mothers' routines

patterns support those reported by Holaday & Turner-Henson (1991) and Anderson

& Elfert (1989) that described mothers as coordinator, facilitator and primary

"caretaker." The associated increased complexity of managing a family which now

includes a newly diagnosed chronically ill child is likely represented by the slight

decrease in routines scores at Time 2. The complementary decrease in challenge

scores may be similarly explained. However, the relative unchanging expectations of

her coordination and management may be explained by the return to and modest

increase in both scores. One mother's perception illustrated the explanation:

I didn't think we could have ever lived through something like this but
now I know we can do anything we need to do - doesn't matter - bring
it on!!! ... I learned that I can do anything I need to do. I mean - like
I'm a better housekeeper... because [now] I'm more organized.
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Fathers

The patterns of fathers' scores were relatively consistent. Their scores

revealed a similarity in their progressively decreasing direction, challenge scores

decreased at Time 2 and no change was indicated between Time 2 and Time 3.

Again, as previously mentioned, fathers characteristically are more focused on the

external structural maintenance of the family. The increased financial demands may

further direct that focus to non-family issues, explaining this finding. Admittedly

uncomfortable discussing these issues, fathers were the family members who most

often inserted concerns about the financial impact. One father expressed:

The fact that this is going to be a financial struggle [is difficult]... as
well as everything else when you thought that that was going to ...
straight forward. And then to find out that [you] have to go over and
argue with the medical director of [the clinic] ... writing letters and
arguing back and forth with insurance companies. ... That is awfully
distressing. I just thought, 'Gee, I don't need this on top of all this'.

While it is speculative, it is possible that fathers of two-parent families who declined

to participate in the study had similar ambivalent concerns.

Additionally, a general assumption and expectation that "family functioning"

will continue unchanged was most often expressed by fathers. While tentatively

acknowledging what were often expressed as insignificant or inconsequential

adjustments in family interactions and routines, fathers were the most adamant that

"Nothing's changed!" One father expressed it: "We've always just gone on as a family

and we always will." These comments provide support for the notion that, while

mothers are the emotional and physical "caretakers" (Anderson & Elfert, 1989;
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Holaday & Turner-Henson, 1991), fathers perceive themselves "financial managers"

of these families. As such, fathers may interpret their responsibilities as continuing

to go to work to maintain economic integrity of the family unit. It is proposed that

both the direction and amount of both these scores were logical, given the more

common societal patterns in the represented culture.

Older Sibli

Of the children's scores grouped by relationship, there was also a similarity

in the patterns of change over time in older siblings' challenge and family routines

scores. A moderate increase in routine scores at Time 2 has a corresponding but

greater increase in challenge scores. Similarly at Time 3 both scores decrease to

levels which are lower than those at Time 1. The association between these two

comparable patterns may be explained by the increased cognitive, developmental,

and behavioral expectations. As previously described, these increased expectations

were regularly acknowledged by mothers, target-children, and the older siblings

themselves.

A complementary explanation may lie in the meaning these children attribute

to participation in household tasks. Older siblings who assume greater roles and

responsibilities in household tasks in the time following diagnosis of a chronic illness

in a brother or sister may perceive this as a major contribution they make to family

continuity and cohesiveness. This may be indicated by the increase in both scores

between Time 1 and Time 2. Concomitantly, as adaptation and reorganization occur,

older siblings are relieved of some of the additional responsibilities they assumed.
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Such an explanation may account for the decrease in scores from Time 2 to Time 3.

This interpretation would support the findings reported by McHale, Bartko, Crouter,

& Perry-Jenkins (1990) that children attribute different meanings to participation in

household tasks depending on the family context.

Target-child and Younger Siblings

The patterns of relationship between these two variables for target children

and their younger siblings demonstrated notable differences between the variables,

when compared to each other and when compared to other family members. Target

children's family routine scores were similar at Times 1 and 3 with an increase at

Time 2. In contrast their challenge subscale scores progressively decreased from

Time 1 to Time 3. This trend cannot be interpreted as support for the

psychopathology of chronically ill children described in earlier studies (Pless &

Roghmann, 1971; Tew & Lawrence, 1973). However, it may suggest the early effects

of uncertainty, vulnerability, and self-efficacy. A plausible explanation for the

increase in routines scores at Time 2 with the subsequent decrease at Time 3 is that

there is an initial family regimentation associated with accommodating the care

requirements and/or restrictions. Over time, this, in fact, becomes "routine."

Nonetheless, it would be presumptuous to assume a correlation between this

accommodation and the perception of challenge when defined as "anticipation of

change as opportunity for further development."

The pattern which emerged when younger siblings' scores on these two

variables were considered was grossly different over time for this group and from
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other family members' patterns. Given the discrepancy between overall challenge

scores as the highest of all family members and the lowest family routine scores of

all family members, it would be inappropriate to ascribe a definite correlation for

these quantitative findings. However, possible explanations are found in both family

interview content and in literature from which an indirect and perhaps inverse

relationship may be postulated for the noted relative disparity in younger siblings'

scores. Increased imposed autonomy occasioned by interspersed parental

reinforcement (albeit less than "routine") and gradual return to familiar patterns may

be reflected in high (and increasing) challenge scores as both a positive result as well

as anticipation of change as opportunity for development. In other words, the

recursive process of indirect and non-specific successful problem-solving may result

in increased self-efficacy (Tallman, 1988) and perception of challenge. This

explanation was supported in family interviews as family members acknowledged

pride and satisfaction with their individual and collective strength and bravery.

Total Family

Finally, when scores across family relationships were averaged, a pattern

emerged which revealed a slight variation at Time 2. But of particular interest is the

consistency over time that was indicated. This provides evidence for the described

"pragmatic restructuring" indicated by families as attempts to maintain continuity of

family patterns of daily living as practiced before the chronic illness diagnosis of a

child family member.
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Given these findings from quantitative sources, associated qualitative data and

the proposed explanations, support for the hypothesis (hypothesis three) stating that

higher perception of challenge is positively correlated with higher level of family

functioning is not indicated. However, there is consistency between the findings of

this and other studies (Farber, 1959) that interpretation by and expectations of family

members may be differentially attributed to birth order (i.e., older vs. younger

siblings) and role characteristics of different family relationships.

Summary

The documented patterns suggest that these families pragmatically restructure

their family routines and patterns. By doing so, they create a reconfigured family

pattern that is similar to earlier, pre-diagnosis times, but which now includes the

"structure" associated with care and/or management of the chronic illness.

These conclusions would have varied significantly had they been based entirely

on the quantitative measures used to examine the specified variables. The richness

of the qualitative data obtained through the interviews and individual questionnaires

allowed a clearer focus of the warp and woof that make up the fabric of families'

daily patterns of living. Insights into family patterns would have been lost and an

unfounded assumption of "no change" would have resulted without the richness of the

qualitative data.

Additionally, the results graphically explicate the interactive influences of

antecedent and concurrent events implicit in the life-span developmental approach.
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BASIC INFLUENCES
DETERMINANTS ON DEVELOPMENT

Individual Life-Span

Figure 13.
Family Functioning Adjustments as Consequence of Chronic Illness Diagnosis

As seen, the interview data and all levels of statistical analysis demonstrated the

direct correlations between family patterns before and after the diagnosis. Albeit

family members acknowledged variations in those patterns over time, the continuity

of those patterns and the progressive, interactive nature of individual and family

developmental trajectories is made clear. While the variations in those patterns did

not appear to quantitatively alter patterns of family functioning, qualitative changes
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resulted in varying magnitudes of restructuring to accommodate the care and

management of the new diagnosis. Thus, when considered within the model

presented in Chapter Two (Figure 2) and the findings of this study, the family

functioning component of the model is comprised of additional influences depicted

as an overlay, contributing an added dimension that merges with the previous

patterns of families' daily living (see Figure 13).

Summary

The study questions have formed the framework for the data reported and

discussed in Chapters Four and Five. Characteristics of the various family

relationships as well as the family unit have been depicted at each time period and

over time. The association between definition or perception of "challenge" and

family routines of daily living was described and possible explanations offered for

differences within and between relationships as well as families were offered.

Finally, none of the demographic variables were found to explain variance in family

functioning since this revealed minimal overall variability itself. Nor did there

appear to be any correlation to perception of "challenge" in these families.

The findings reported in this study reflect the patterns of alterations and

adjustments that occur as intraindividual and interindividual processes in families

experiencing a new chronic illness diagnosis in a child family member. There

appeared to be an overriding desire expressed by family members to retain family
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routines that resemble patterns of daily living before the new diagnosis. And while

each family member's experience, perception, and adjustment may be substantively

different, the "family face" presented in reported data indicates that there is a

compensating effect such that deviations in one family member are balanced by one

or all other members to promote and support a degree of characteristic "routine

ness."

Thus, a "restructuring" of family routines occurred to retain an equilibrium for

meeting individual needs and family maintenance requirements for stability and

integrity. This "restructuring" includes new ideas, new skills, additional or changed

responsibilities of family members (granted, some more than others), and varying

degrees of uncertainty about the present and short-term outcomes as well as the

long-term trajectory of the illness. Changes in meeting the physical needs of each

member become enmeshed with the continuing "routine" conscious and unconscious

efforts to also meet emotional and social needs of the developing individual family

members who make up the developing family unit.

Results from this study largely support findings previously reported in the

broad body of literature that addresses families with chronically ill children. Siblings

in this study showed divergent patterns of response to the new diagnosis; however,

this response demonstrated no strong negative intraindividual or intrafamilial effects

(Breslau, et al., 1971; Farber, 1959; Ferrari, 1984; Gayton, Friedman, Tavormina, &

Tucker, 1977; Tritt & Esses, 1988). Similarly, parents' responses reflected increased

number and complexity of demands which, in general, were primarily directed at
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parenting and family management issues (Kazak & Marvin, 1984). In contrast to

studies which reported increased psychological impacts (e.g., depression) (Desmond,

1980; Farber, 1959; Featherstone, 1980; Gayton, et al., 1977; Tew & Lawrence, 1975),

parents in this study generally reported psychological well-being. In addition, while

describing adjustments in marital interactions and varying degrees of "closeness",

there appeared to be no significant threats to the marital relationship.

The results in this study also added to the growing body of literature on "time

and age in family life." As Hagestad (1986a, 1986b) has pointed out, developing

individuals within families have expectations about their own and their family's life

progress. The unexpected event of childhood chronic illness represents a deviation

in those expectations. The importance of age and "timing" in family life may be

illustrated by the higher challenge scores in families in which parents were 40 years

old or older who appeared to have incorporated the larger composite of life

experiences and world view into their responses, thus explaining a more positive

attitude toward this change in their family life. Thus, consideration of age and life

experiences in these families may provide important guidance for support or

intervention.

Limitations and Related Issues

Family study by its nature is complex and the limitations of this study are not

inconsequential. They can be grouped into two general categories: sample issues and

measurement issues.
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Sample

Concerns around the sample in this study have several foci including size,

representativeness, age distribution, and attrition. As indicated in Chapter Three, the

power analysis indicated that fifty family groups would have been necessary to detect

findings upon which to claim statistically significant. While the findings of the thirty

families reported here allow important trend analysis data, a larger sample size

would have provide the preferred level of confidence in the findings reported.

General representativeness of the sample is a major concern. Because

significant screening occurred before opportunity to participate in the study could be

provided, the families included here most likely represent those who are physically

and psychologically "healthiest." Some diagnostic groups (e.g., children with renal or

cardiac diagnoses) were completely restricted from participation. "Unintentional

screening" by clinical coordinators also allowed appropriate families to remain

undetected by the investigator. Of those known families, approximately 50% refused

participation in the study. This pattern was particularly true if the condition of the

diagnosed child was perceived by one or both parents as minimal or mild and of little

benefit for study. The result was that the families who participated in the study did

not reflect the occurrences or prevalence of chronic illnesses in the general

population as reported by Gortmaker and Sappenfield (1984). While the most

common chronic health condition found in children is allergies (approximately 22%

of all children), these children and their families represent only 13% of this sample.

This may be partially explained by the fact that allergic conditions are likely
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identified and diagnosed at an earlier age than that designated for this study

(originally ages 9-12 years for the newly diagnosed child). Despite broadening this

age range to include 8-year olds, this number remained small compared to the

general population. As a result, respiratory allergies constitute a significantly smaller

proportion of children in this study than is found in the general population.

Further, only 43% of known eligible families of children with cancer agreed

to participate. "Protective" screening by health care staff accounted for a portion of

those eligible non-participating families; however, most families choosing not to

participate indicated both lack of interest as well as lack of time. Collectively, these

further support the notion that this sample likely represents those families who are

more psychologically healthy.

An additional limitation to the broad generalizability of the findings of this

study is its singular ethnic makeup. Because there are important ethnic differences

that may affect how families appraise the event of a chronic health, it was important

to control for this variability in the current descriptive, exploratory study. The

sample was, therefore, limited to caucasian families. However, the effect of this

circumscribed sample further limits generalizability of findings.

The combined number of 24 older and younger siblings in this study included

13 older and 11 younger. While 24 siblings may appear reasonable for considering

outcomes, findings for older and younger sibling groups indicated important

differences which precluded arbitrary "lumping" all brothers and sisters of the
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diagnosed child into a single category. However, in separating them, generalization

of findings based on the limited number of children in each grouping is cautioned.

Longitudinal studies in which subject responses are collected at multiple data

points using quantitative measures are problematic. From the original 117

participating family members, data from 109 (93%) were included in the statistical

analysis since missing or incomplete data (<80%) for any subject required that that

subject be omitted from analysis. This attrition was generally spread over all

classification of participants including a mother, a father, older and younger siblings

and a family of four who were "lost" at the third data point.

Measurement Issues

Lack of sensitivity of measures used to evaluate variables is a serious concern.

The ability of a measure to minimize random error in study findings is crucial to any

study (Nunally, 1978). Further, in behavioral studies, where variables are measured

indirectly, there is a potential reliability error in measurement of independent and

dependent variables (Cohen & Cohen, 1983). The instruments used in this study to

measure definition or appraisal of challenge (FHI) and family routines (FRI) are not

established, well-tested measures. Consequently, despite their claimed validity and

reliability as addressed in Chapter Three and the comparable Cronbach's alpha

coefficients of reliability obtained in this sample, reports based on their use must be

considered conservatively, especially with a small sample as is found in the current

study. Further, findings of the children's versions must be regarded judiciously, given
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that their evaluation for validity and reliability was determined on a pilot of 50

children's responses.

A related concern has to do with the tendency of subjects to respond to

questions (whether interview or questionnaire) with socially- or culturally-desirable

answers. The culturally expressed value of the ability of families to demonstrate

effective and supportive family functioning may indeed be represented in the

responses of both adults and children in this sample. The value of multiple methods

to assess the same variable is demonstrated in the findings reported here where the

responses to formal questionnaires by adults and some children may represent the

"hoped for", tempered by the "real" which is more fully elaborated in the qualitative

data.

Utilization of instruments other than methods for which they were designed

also jeopardizes findings based on those measures. The Means-Ends (MEPS)

approach for assessing problem-solving processes is an established measure with a

high reported internal reliability coefficient when used to assess these skills in

children (> nine years old), adolescents, and adults. However, its use for small

groups such as families was not reported and, indeed, the reliabilities found in this

sample were low. Therefore, the fact that the MEPS measure has only been tested

and utilized with individuals rather than in groups (i.e., families), the inability to

reasonably attribute significance to these findings at least reflects the lack of

sensitivity of this measure for group assessment.
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Methodologic Issues

Two issues related to the methods used and, subsequently, drawing conclusions

from this data must be addressed. As no comparison group was used in this study,

it is not possible to say with certainty that the findings and patterns presented based

on this data is or is not significantly different from patterns found in the general

population. Similarly, variations and fluctuations in patterns between any three

points over time will occur as a attribute of individual and family unit development

and independent of the critical event investigated here. Thus, an extended

longitudinal approach with multiple data points and a comparison group of families

not experiencing a non-normative event would likely permit greater confidence in

the findings reported herein.

Significance and Implications for Nursing

The significance of the study resides in the contributions it makes in

expanding the knowledge and understanding of the experience of families learning

that one of their children has a chronic illness. This work grew out of the growing

body of knowledge about individual family members and the work of the Family

Stress and Coping Group in Minnesota studying family units from different

perspectives at times distant to the diagnostic phase of this experience. This study

extends our understanding of the initial process of incorporating the expectations,

responsibilities, and limitations these families must integrate as part of daily living

and across the life span.
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In this study, families were examined as individual members of the unit as well

as the unit itself. Individuals were found to have varying perceptions and

understandings of the occurrence of childhood chronic illness in their family and,

similarly, varying perceived affects on their family's daily patterns and routines.

These variations appear to be individually defined as well as defined by the

relationship of the family members to each other. This individual response is

apparent throughout a longer time than just the immediate clinical diagnostic

moment and has significant impacts on long-term family patterns through these

individually-defined or interpreted responses. The findings of this study are not

congruent with the notion that families and their component members interpret this

non-normative experience alike nor that their "routine routines" are similarly

affected, varying only by diagnosis. Neither is the affect strictly defined by degree

or seriousness of condition. As shown in this study, each of these aspects has varying

implications for each family member over time, and there are adjustments and

compensations made by each to accommodate differing needs within the family

context. Together these support and promote attempts to retain familiar values,

patterns, and goals.

Implications for nursing practice include initial and regular reassessment of

progress in the integration process for family members as well as the family unit.

With a clearer understanding that older and younger siblings experience this event

differently from parents and the diagnosed child and differently from each other, it

must be acknowledged that targeted support is essential. Sibling support groups
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often found in hospitals or communities must be sensitive to the different

understandings, needs, and experiences of different sibling relationships.

Fathers are similarly often neglected family members in evaluation and

intervention processes. Corresponding to empirical and scientific findings related to

mothers, fathers in this study attempted to maintain family functioning and routines.

It was made apparent that these efforts extract significant adjustments of work

endeavors, often conceding personal and professional foci, to meet and accommodate

the interactional family demands.

In terms of patient and family education, much attention needs to be focused

on recognition of families' abilities to absorb and retain information regarding

physiology, disease, clinical terminology, assessment responsibilities, treatment, and

the skills necessary to care for a child requiring technological, psychological, and

social support. The families in this study reiterated that their needs are ongoing

related to education and learning processes. The expectation that "once taught,

forever learned" (regardless of the amount of information to be absorbed) is not

realistic if the objective is to provide adequate learning and skills to promote

resumption of "normal" family patterns of functioning. Similarly, rapid infusion of

information supplemented by complex reading material as resource is rarely an

improvement. These families expressed the need for timely, purposeful, appropriate

learning opportunities that include reinforcement and clarification of previously

taught material as well as progressive teaching-learning occasions. These would
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encourage confidence in current skills and knowledge while enhancing self-assurance

and trust as well advancing the knowledge base.

In addition to modifying educational strategies and timing, another supportive

intervention which would be of value is availability of "family support groups" begun

as hospital based groups and moving to the community. While many support groups

already exist, a support system that targets families with a newly diagnosed child and

that provides a forum for sharing the fears, uncertainty, frustrations, and

accomplishments, achievements and insights would be a therapeutic opportunity these

families. Evidence of successful negotiation of the "road through the fog" in addition

to sharing "views of the fog" are acknowledged and solicited for negotiating the

sketchy map these families have for living the experience of childhood chronic illness.

Finally, findings of studies investigating the family process and the impact of

childhood chronic illness need to be brought forward into the arena of social and

political policy development. Issues such as ongoing support for educational means

and opportunities, substantive support programs for siblings, and reduced

bureaucratic entanglements which cost families time (already significantly impacted

by factors associated with a new diagnosis) and income due to lost work time must

be addressed. Findings from this and future research must be used in advocacy that

champions programmatic and economic support through social and legislative

channels for addressing these and similar concerns.
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Directions for Future Research

There are numerous prospects for advancing the current study and progressing

beyond. Continued follow-up with the families who participated in this phase of the

study would provide valuable data points for support or modification of the

interpretations made of the present data. As mentioned previously, at least some

variation of individual and family patterns over time is consonant with developmental

processes. As a result, claims made regarding the importance or significance of

change with three data points must necessarily be tentative. Few problems would

inhibit this plan since participating families indicated whether or not they would be

willing to participate in subsequent phases of this research program and only three

of 117 participating family members (one target child, one father, and one older

sibling) indicated they would prefer not to continue.

Further, advancement of the current study will require more appropriate

measures for assessing the major variables of interest. Specifically, a measure

designed and tested for assessing family problem-solving processes will be essential

for examining the contribution of this integral contributor to family functioning.

A second area for expanding this research is to include a comparison group

of families with children who do not have chronic illness diagnoses. This would

permit assessment of variations to determine whether or not there are significantly

different perceptions of challenge and patterns of family routines between families

who do and do not experience this event.
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Similarly, a study which includes ethnic groups representative of the general

population is an important extension of the current study. There is little research

which examines cultural variability and childhood chronic illness and no studies were

found which addressed the specific concepts related to chronic childhood illness and

families. Intervention programs or measures which are void of ethnic or cultural

values will likely be only minimally effective.

Ultimately the goal of this program of research is ability to assess family

patterns (including family member contributions to those patterns) and identify and

target intervention and support appropriately. Ideally, for families encountering

childhood chronic illness, the health and well-being of families' patterns and routines

of daily living which support and nurture individual and unit development may be

enhanced.
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Data Collection Matrix

Order One

Induction 6 weeks 12 weeks

Family
Demographics/
Structure
Data Form

Family
Hardiness
Index

(parent &
child forms)

Family
Routines
Questionnaire
(parent &
child forms)

Means-Ends

Problem-Solving
(family process)

Semi-structured
Interview

(family process)

Individual

Perspective
Questionnaire

X (1)

X (3)

X (4)

X (5)

X (2)

X (1)

X (2)

X (2)

X (3)

X (4)

X (1)

X (5)
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Data Collection Matrix

Order Two

Induction 6 weeks 12 weeks

Family
Demographics/
Structure
Data Form

Family
Hardiness
Index

(parent &
child forms)

Family
Routines
Questionnaire
(parent &
child forms)

Means-Ends

Problem-Solving
(family process)

Semi-structured
Interview

(family process)

Individual

Perspective
Questionnaire

X (1)

X (2)

X (3)

X (4)

X (5)

X (2)

X (1)

X (1)

X (2)

X (3)

X (5)

X (4)
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Data Collection Matrix

Order Three

Induction 6 weeks 12 weeks

Family
Demographics/
Structure
Data Form

Family
Hardiness
Index

(parent &
child forms)

Family
Routines
Questionnaire
(parent &
child forms)

Means-Ends

Problem-Solving
(family process)

Semi-structured
Interview

(family process)

Individual

Perspective
Questionnaire

X (1)

X (4)

X (5)

X (2)

X (3)

X (2)

X (1)

X (4)

X (5)

X (2)

X (3)

X (1)
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APPENDIX B

Letter of Study Introduction
and Response Card
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LETTER OF STUDY INTRODUCTION TO FAMILIES OF

SCHOOL AGE CHILDREN WITH CHRONIC HEALTH CONDITIONS

Date

This is a letter to invite you to participate in a study I am conducting. I would like
to tell you a little about the study, ask you to discuss this invitation to be a part of the study,
and then return the enclosed card indicating whether or not you would be willing to
participate.

The study is an attempt to learn more about how families deal with the new
information that one of their child family members has a health condition that will last a
long time and may or may not require changes in the typical things they have done in the
past. I will be trying to better understand how these changes take place and the effect they
have on how families function within the one year period after the diagnosis has been made.
If you agree to participate, you will be asked to meet with me three times to do the
following things: (1) At the first meeting which will occur in the next two weeks, each family
member will be asked to fill out a questionnaire which describes your family and a
questionnaire which describes the kinds of things you do as a family. You will also be asked
to participate in a short problem-solving exercise and answer a few brief questions. This
should take approximately one hour. (2) At the second meeting, each family member will
be asked to complete the two questionnaires again. This should take no more than one-half
hour. (3) At the third meeting, the family together will be asked to participate in a problem
solving exercise and a family interview. Individual family members will be asked to
complete the two questionnaires one more time and another questionnaire which asks for
some individual thoughts about what your experience has been like since your
son/daughter/brother or sister has been told he/she has this health condition. This should
take approximately one and one-half hours of your time. The interviews and problem
solving exercises will be tape-recorded, typed, reviewed and added to the things other
families tell me about their experiences.

When I have completed this study, I hope that your answers to the interviews,
problem-solving exercises, and the questionnaires will provide information that the health
care team can use to help other families who are experiencing the diagnosis of one of their
children.

Your doctor knows about this study, and if you have any questions, you may ask me
or your doctor. I also want you to know that you can refuse to answer any of the questions
at any time and you can also decide you do not want to participate at any point in the study.
Your answers are absolutely confidential and your identity will never be known to anyone
except to me, the researcher. The care you and your child receive will not be affected in
any way by whether or not you choose to participate

It would be most helpful if all members of your family who live at home participated;
however, as few as one parent and the child with the newly identified health problem will
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be sufficient for the study. These meetings can take place in your home or we can meet at
a location which we together agree on.

Please take some time to think and talk about the study. Because this study is
concerned with the time closest to the diagnosis, I am asking you to return the enclosed
response card as soon as possible. If I have not received your response card within two
weeks, I will give you a call to see if you have questions or concerns that I can answer. At
that time, if you have decided you will participate, we can arrange a meeting time that is
convenient for you.

Thank you for considering being a part of this study. Please contact me at
if you have any questions.

-

Sincerely,

Ann Harkins, RN, MS
Doctoral Candidate

University of California, San Francisco

9/28/90



STUDY INTEREST CARD

We have read the letter from Ann Harkins and we are interested in participating in
the study.

Yes No

If you answered "YES", please write your telephone number in the space provided so
that I can call you to arrange a meeting time. (Please indicate which number you
prefer I use to contact you.)

( ) ( )

Area Code Daytime telephone Area Code Evening telephone

We understand that signing this Study Interest Card indicates our interest in
participating in the study. We also understand that after talking further with Ann
Harkins, we can decide not to participate without any consequences to the health care
of our son/daughter.

Signature Pale—

202
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APPENDIX C

Consent/Assent to be a Research Subject Forms
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UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

EXPERIMENTAL SUBJECT'S
BILL OF RIGHTS

The rights below are the rights of every person who is asked to be in a research
study. As an experimental subject I have the following rights:

1) To be told what the study is trying to find out.

2) To be told what will happen to me and whether any of the proce.
dures, drugs, or devices is different from what would be used in
standard practice,

3) To be told about the frequent and/or important risks, side effects
or discomforts of the things that will happen to me for research
purposes,

4) To be told if I can expect any benefit from participating, and, if so,
what the benefit might be,

5) To be told the other choices I have and how they may be better or
worse than being in the study,

6) To be allowed to ask any questions concerning the study both be.
fore agreeing to be involved and during the course of the study,

7) To be told what sort of medical treatment is available if any compli.
cations arise,

8) To refuse to participate at all or to change my mind about partici
pation after the study is started. This decision will not affect my
right to receive the care I would receive if I were not in the study.

9) To receive a copy of the signed and dated consent form,

10) To be free of pressure when considering whether I wish to agree to
be in the study.

—é–

If I have other questions I should ask the researcher or the research assistant. In
addition, I may contact the Committee on Human Research. which is concerned
with protection of volunteers in research projects. I may reach the committee
office by calling; (415) 476-1814 from 8:00 AM to 5:00 PM, Monday to Friday,
or by writing to the Committee on Human Research. University of California. San
Francisco, CA 94143.

1 9 / 1 / 79

Call X1814 for information on translations.

y
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UNIVERSITY OF CALIFORNLA, SAN FRANCISCO
ADULT. FAMILY MEMBER CONSENT TO PARTICIPATE IN A RESEARCH

STUDY

Title of Study: Childhood Chronic Illness and Family Hardiness: Integrating a New
Diagnosis

INVESTIGATOR DEPARTMENT PHONE NUMBER
Elizabeth Ann Harkins Family Health Care Nursing

Doctoral Candidate

PURPOSE
I am studying patterns of family functioning and the factors that influence those

patterns after a child family member has been diagnosed with a chronic health condition.
Because your child has been diagnosed with a chronic health condition in the last month,
you are being asked to participate in this study.

PROCEDURES
If you agree to participate, your family will be asked to meet with me three times

(either in your home or at a mutually agreeable location). During the first meeting you will
(1) be interviewed briefly; (2) participate in a Problem-Solving Exercise; and (3) be asked
to individually complete (a) a form which describes your family and (b) a form which
describes your family routines. This should take about one and one-half hours of time. In
the second meeting each member of the family will be asked to complete the two family
description forms, which should require about 30 minutes. At the third meeting, your family
will be asked to (1) complete the two family descriptions forms; (2) participate in a
Problem-Solving Exercise; (3) participate in a family interview; and (4) individually complete
a written questionnaire. This meeting will require about two hours of time. The family
interviews and the Problem-Solving Exercises will be tape recorded to allow the investigator
the most accurate recall. The total time these procedures will require over the three
sessions is approximately four hours.

Participation is voluntary. You have the right to refrain from answering particular
questions and to withdraw at any point in the study without jeopardy to you child's medical
Ca■ e.

RISKS
The risks potentially associated with participation in this study include: (1) You may

find it uncomfortable to think or talk about the subjects in the questionnaires or interviews;
and (2) you may feel restless or tired during the first and third meeting times. It is hoped
that meeting the investigator prior to beginning the study will decrease the discomfort in
talking about these things. In the first and third sessions, there will be a scheduled 15-20
minute recess after the first hour to allow a brief respite from the discussions and activities.

BENEFITS
There are no direct benefits to individual or family group participants. The study

may provide a better understanding of the ways families talk about the chronic health

7/25/90

º



206

Adult Consent Form (continued)

condition and how they integrate the new diagnosis into routine family functioning. This
information may help the health care team provide more supportive care for families in
which there is a child with a chronic health condition. Your child's doctor knows about this

study.

COST AND REIMBURSEMENT
There are no costs to you for participating in this study. At the time a family

completes the data collection process, each child will receive a small surprise gift from a
"grab-bag" to acknowledge their participation.

CONFIDENTIALITY
Each family will have a code number and names of participants will not be used on

questionnaires or interviews. Further, information from this study will be reported on the
basis of group responses, with no references to individual participants. All information
(including completed questionnaires and all transcribed data from interviews and problem
solving exercises) will be maintained in a locked file cabinet.

RIGHT TO REFUSE OR WITHDRAW
You may refuse to participate or withdraw from the study at any time without

jeopardizing your child's medical care. You will also have the option of deciding if younger
children (those less than 8 years old) will participate in the family group sessions.

QUESTIONS
If you have questions please feel free to ask me. If you have additional questions at

a later time, I can be reached at . If you prefer, you may also contact my UCSF
faculty sponsor, Dr. Marilyn Savedra, at (415) 476-4555 between 9 a.m. and 5 p.m., Monday
through Friday.

If for some reason, you do not wish to talk to either the investigator or Dr. Savedra,
you may contact the Committee on Human Research, which is concerned with protection
of volunteers in research projects. You may reach the Committee office between 8 a.m. and
5 p.m., Monday to Friday, by calling (415) 476-1814, or by writing to the Committee on
Human Research, Suite 11, Laurel Heights Campus, Box 0616, University of California, San
Francisco, CA 94143.

You will be given a signed and dated copy of this form and a copy of the Subject's
Bill of Rights to keep.

DATE SIGNATURE OF PARTICIPANT

DATE SIGNATURE OF INVESTIGATOR

7/25/90
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UNIVERSITY OF CALIFORNIA, SAN FRANCISCO
CHILD FAMILY MEMBER ASSENT TO PARTICIPATE IN A RESEARCH STUDY

Title of Study: Childhood Chronic Illness and Family Hardiness: Integrating a New
Diagnosis

INVESTIGATOR DEPARTMENT PHONENUMBER
Elizabeth Ann Harkins, RN, MS Family Health Care Nursing

Doctoral Candidate

PURPOSE
You are being asked to participate in a research study. I hope to learn how young

people and their families manage when one of their children has been told they have a
health problem. I also hope to learn what kinds of factors influence the types of things that
families do or do not do to deal with this experience.

PROCEDURES
If you decide to participate, your family will be asked to meet with me three times

(these meetings will take place at your house or a place where your parents and I agree).
During the first meeting, you will (1) answer a few questions; (2) be asked to talk about how
your family would solve a problem in a situation I will tell you about; (3) be asked to fill
out (a) a form that describes your family, and (b) a form that describes some of the things
you regularly do as a family. This will take about one and one half hour of time. In the
second meeting, each member of the family will be asked to complete the two forms
describing your family and the things you regularly do. This should take about 30 minutes.
At the third meeting, your family will be asked to (1) individually complete the two family
descriptions forms; (2) talk about how your family would solve a problem in a situation that
I will tell you about; (3) answer some questions about how your family has managed over
the last three months; and (4) individually answer some questions about what you have done
and thought about during the previous three months. This meeting should take about two
hours. The times when you and your family are talking together to answer the questions will
be tape-recorded so that I can accurately remember what you said.

RISKS
You may feel uncomfortable talking with me (a stranger) about what it is like in your

family or about having me visit in your home. Also you may feel tired during the sessions.
I hope that meeting me before the study begins will help decrease your discomfort. In the
first and third meetings, we will take a 15-20 minute recess after the first hour so you can
stretch, move around, and rest. The things that we discuss will be kept confidential and will
not be talked about in a way that anyone will know your or your family's name.

ENEFIT

There are no direct benefits to you as an individual. However, the study may identify
ways children and families work together when one of their children has a health problem.

7/25/90
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Child Assent Form (continued)

This information may help nurses and doctors better understand how to help families who
have a child with a health problem.

CONFIDENTIALITY
The things we learn from this study will be shared with other health professionals in

such a way that no references will be made to you or your family by name. Your name will
not be used on questionnaires or any other forms, and all files will be kept in a locked
cabinet.

COSTS/REIMBURSEMENT
When you and your family have met with me for three times and have completed all

the discussions and questionnaires, you will receive a small surprise gift which you can select
from a "grab-bag" to acknowledge your participation in the study.

RIGHT TO REFUSE OR WITHDRAW
You may refuse to participate and still receive the care from your doctor and nurses

that you would receive if your were not in the study. You may change your mind about
being in the study and quit after the study is started.

QUESTIONS
If you have any questions, please feel free to ask me. If you have additional

questions at a later time, I can be reached at . If you prefer, you may also
contact my UCSF faculty sponsor, Dr. Marilyn Savedra, at (415) 476-4555 between 9 a.m.
and 5 p.m., Monday through Friday.

If you do not want to talk to me or Dr. Savedra, you may contact the Committee on
Human Research, which is concerned with your feelings about this project. You may call the
Committee office between 8 a.m. and 5 p.m., Monday through Friday, at (415) 476-1814, or
you can write to the Committee on Human Research, Suite 11, Laurel Heights Campus, Box
0616, University of California, San Francisco, CA 94143.

Your signature below will indicate that you have decided to volunteer as a research
subject, and that you have read the information provided. You will be given a signed copy
of this form and a copy of the Subject's Bill of Rights to keep.

DATE SIGNATURE OF PARTICIPANT

DATE SIGNATURE OF INVESTIGATOR

7/25/90
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ADULT. FAMILY MEMBER CONSENT TO
PARTICIPATE IN A RESEARCH STUDY
CHILDREN'S HOSPITAL AT STANFORD

TITLE OF STUDY; Childhood Chronic Illness and Family Hardiness: Integrating a New
Diagnosis

INVESTIGATOR PHONE N R
Elizabeth Ann Harkins

XPERIMENTAL ECT'S BILL OF RI

Persons who participate in a medical experiment are entitled to certain rights. These rights
include but are not limited to the subject's right to:

-be informed of the nature and purpose of the experiment;
-be given an explanation of the procedures to be followed in the medical experiment,
and any drug or device to be utilized;

-be given a description of any attendant discomforts and risks reasonably to be
expected;

-be given an explanation of any benefits to the subject reasonably to be expected, if
applicable;

-be given a disclosure of any appropriate alternative drugs or devices that might be
advantageous to the subject, their relative risks and benefits;

-be informed of the avenues of medical treatment, if any available to the subject
after the experiment if complications should arise;

-be given an opportunity to ask questions concerning the experiment or the
procedures involved;

-be instructed that consent to participate in the medical experiment may be
withdrawn at any time and the subject may discontinue participation without
prejudice;

-be given a copy of the signed and dated consent form;
-and be given the opportunity to decide to consent or not to consent to a medical
experiment without the intervention of any element of force, fraud, deceit, duress,
coercion, or undue influence on the subject's decision.

INFORMED CONSENT
You are invited to participate in a study of families who are experiencing the new

diagnosis of a physical health condition that may last a long time in a child member of your
family. Health conditions which usually continue for a long period of time are frequently
called "chronic health conditions;" therefore, this is the term that will be used in this study
to refer to the type of health problem you have recently been told your child has. I hope
to learn how families that include a school-age child who has been recently diagnosed with
a chronic health condition integrate this unexpected situation into family functioning. You
were selected as a possible participant in this study because your son or daughter has been
diagnosed with a chronic health condition in the last month.
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If you agree to participate, your family will be asked to meet with me three times
(either in your home or at a mutually agreeable location). During the first meeting you will
(1) be interviewed briefly; (2) solve a problem in a situation I will tell you about; and (3)
be asked to individually complete (a) a form which describes your family and (b) a form
which describes your family routines. This should take about one and one-half hours of time.
In the second meeting each member of the family will be asked to complete the two family
description forms, which should require about 30 minutes. At the third meeting, your family
will be asked to (1) complete the two family descriptions forms; (2) solve a problem in
another situation I will tell you about; (3) participate in a family interview; and (4)
individually complete a written questionnaire. This meeting will require about two hours
of time. The family interviews and the Problem-Solving Exercises will be tape recorded to
allow the investigator the most accurate recall. The total time these procedures will require
over the three sessions is approximately four hours.

Participation is voluntary. You have the right to refuse to answer particular questions
and to withdraw at any point in the study without any risk to the care your child receives.

The risks possibly associated with participation in this study include: (1) You may
find it uncomfortable to think or talk about the subjects in the questionnaires or interviews;
and (2) you may feel restless or tired during the first and third meeting times. It is hoped
that meeting me prior to beginning the study will decrease the discomfort in talking about
these things. In the first and third sessions, there will be a scheduled 15-20 minute recess
after the first hour to allow a brief respite from the discussions and activities. In addition,
I will try to keep the amount of time required for the first and third sessions to less than two
hours if at all possible.

BENEFITS
There are no direct benefits to individual or family group participants, and benefit

from this study cannot be guaranteed. However, the study may provide a better
understanding of the ways families talk about the chronic health condition and how they
integrate the new diagnosis into routine family functioning. This information may help the
nurses and doctors provide more supportive care for families in which there is a child with
a chronic health condition. WE CANNOT AND DO NOT GUARANTEE OR PROMISE THAT YOU OR
YOUR FAMILY WILL RECEIVE ANY BENEFITS FROM THIS STUDY.

CONFIDENTIALITY
Each family will have a code number and names of participants will not be used on

questionnaires or interviews. All tape recordings will be identified only by the code number
and will be destroyed at the conclusion of the study. All information will be maintained
in a locked file cabinet. The consent form that you sign will be kept separate from your
son/daughter's interviews and questionnaires.

Information from this study will be furnished to the following persons or agencies:
(1) nurses and physicians in the hospital and clinics where the study is being conducted; (2)
your son or daughter as a participant (upon request and if you agree to have the information
shared); and (3) you as a participant (if you request it and if other family members agree
to have the information shared with you).
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Further, any information that may be published in scientific journals will not reveal
the identity of the participants. Information from this study will be reported on the basis
of group responses, with no references to individual participants. In the interest of public
safety, patient information will be provided to Federal and regulatory agencies as required.

COST/COMPENSATION
There are no costs to you for participating in this study. At the time a family

completes the third session of the data collection process, children will receive a small
surprise gift from a "grab-bag" to acknowledge their participation.

Your decision whether or not to participate in this study will not prejudice your
child's medical care. If you decide to participate, you are free to withdraw and discontinue
participation at any time without prejudice to you or effect on his/her medical care.

If you have any questions, I expect you to ask me. If you have any additional
questions later, I can be reached at and I will be glad to answer your questions.

All forms of medical diagnosis and treatment--whether routine or experimental
involve some risk or injury. In spite of all precautions, you might develop medical
complications from participating in this study. If such complications arise, the researcher
will assist you in obtaining appropriate medical treatment but this study does not provide
financial assistance for additional medical or other costs. Additionally, Stanford is not
responsible for research and medical care by other institutions or personnel participating in
this study. You do not waive any liability rights for personal injury by signing this form. For
further information, please call (415) 723-5244 or write the Administrative Panel on Human
Subjects in Medical Research at the Medical School Office Building, Room C-051, Stanford,
California, 94.305. In addition, if you are not satisfied with the manner in which this study
is being conducted or if you have any questions concerning your rights as a study participant,
please contact the Human Subjects Office at the same address and telephone number.

YOUR SIGNATURE INDICATES THAT YOU HAVE READ AND UNDERSTAND THE

ABOVE INFORMATION, THAT YOU HAVE DISCUSSED THIS STUDY WITH THE
PRINCIPAL INVESTIGATOR AND HIS OR HERSTAFF, THAT YOU HAVE DECIDED
TO PARTICIPATE BASED ON THE INFORMATION PROVIDED, AND THAT A COPY
OF THIS FORM HAS BEEN GIVEN TO YOU.

Signature of Participant Date

Signature of Investigator Date
8/3/90
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CHILD FAMILY MEMBER ASSENT TO
PARTICIPATE IN A RESEARCH STUDY
CHILDREN'S HOSPITAL AT STANFORD

TITLE OF STUDY; Childhood Chronic Illness and Family Hardiness: Integrating a New
Diagnosis

INVESTIGATOR P ER
Elizabeth Ann Harkins

IME r

Persons who participate in a medical experiment are entitled to certain rights. These rights
include but are not limited to the subject's right to:

-be informed of the nature and purpose of the experiment;
-be given an explanation of the procedures to be followed in the medical experiment,
and any drug or device to be utilized;

-be given a description of any attendant discomforts and risks reasonably to be
expected;

-be given an explanation of any benefits to the subject reasonably to be expected, if
applicable;

-be given a disclosure of any appropriate alternative drugs or devices that might be
advantageous to the subject, their relative risks and benefits;

-be informed of the avenues of medical treatment, if any available to the subject
after the experiment if complications should arise;

-be given an opportunity to ask questions concerning the experiment or the
procedures involved;

-be instructed that consent to participate in the medical experiment may be
withdrawn at any time and the subject may discontinue participation without
prejudice;

-be given a copy of the signed and dated consent form;
-and be given the opportunity to decide to consent or not to consent to a medical
experiment without the intervention of any element of force, fraud, deceit, duress,

coercion, or undue influence on the subject's decision.

INFORMED CONSENT
You are asked to participate in a research study. I hope to learn how young people

and their families manage when one of their children has been told they have a health
problem that will last for a long time. I also hope to learn what kinds of factors influence
the types of things that families do or do not do to deal with this experience. You were
selected as a possible participant in this study because you and your family have recently
been told that you have a health problem that will last a long time.

If you decide to participate, your family will be asked to meet with me three times
(these meetings will take place at your house or a place where your family and I agree).
During the first meeting, you will (1) answer a few questions; (2) be asked to talk about how
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your family would solve a problem in a situation I will tell you about; (3) be asked to fill
out (a) a form that describes your family, and (b) a form that describes some of the things
you regularly do as a family. This will take about one and one half to two hours of time.
In the second meeting, each member of the family will be asked to complete the two forms
describing your family and the things you regularly do. This should take about 30 minutes.
At the third meeting, your family will be asked to (1) individually complete the two family
descriptions forms; (2) talk about how your family would solve a problem in a situation that
I will tell you about; (3) answer some questions about how your family has managed over
the last three months; and (4) individually answer some questions about what you have done
and thought about during the previous three months. This meeting should take about two
hours. The times when you and your family are talking together to answer the questions will
be tape-recorded so that I can accurately remember what you said so I can add your
experiences to those of the other families' in the study.

DISCOMFORTS/RISKS
You may feel uncomfortable talking with me (a stranger) about what it is like in your

family or about having me visit in your home. Also you may feel tired during the sessions.
I hope that meeting me before the study begins will help decrease your discomfort. In the
first and third meetings, we will take a 15-20 minute recess after the first hour so you can
stretch, move around, and rest. I will try to make these two meetings shorter if possible.
The things that we discuss will be kept confidential and will not be talked about in a way
that anyone will know your or your family's name.

CONFIDENTIALITY
The information that you share with me will be kept in a locked file cabinet. A code

number will be used on all the papers you fill out, the interviews, and tape recordings. Your
name will not be used on the interviews or questionnaires. In addition, all the tape
recordings will be destroyed at the conclusion of the study.

Any information that may be published in scientific journals will not reveal your or
your family's name. Information from this study will be referred to only after it is combined
with other families' information.

Information from this study will be furnished to the following persons or agencies:
(1) nurses and physicians in the hospital and clinics where the study is being conducted; (2)
you as a participant in the study (upon request); and (3) your parents (if they request it, and
only if you agree to have the information shared with them). Again, the information
furnished to the above listed persons or agencies will be done on the basis of group
responses and no individual names will be used.

BENEFITS
There are no direct benefits to you as an individual. However, the study may identify

ways children and families work together when one of their children has a health problem
which will last a long time. This information may help nurses and doctors
understand how to better help families who have a family member who has health problems
that last a long time. WE CANNOT AND DO NOT GUARANTEE OR PROMISE THAT YOU OR YOUR
FAMILY WILL RECEIVE ANY BENEFITS FROM THIS STUDY.
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Any information that may be published in scientific journals will not reveal the
identity of the participants. In the interest of public safety, patient information will be
provided to Federal and regulatory agencies as required.

When you and your family have met with me for three times and have completed all
the discussions and questionnaires, you will receive a small surprise gift which you can select
from a "grab-bag" to acknowledge your participation in the study.

There will be no additional cost to you or your family if you participate in this study.

Your decision whether or not to participate in this study will not influence the care
you receive from your doctors or nurses. If you decide to participate, you are free to quit
and discontinue participation at any time without any changes in the care you receive from
your doctors or nurses.

If you have any questions, I expect you to ask me. If you have any additional
questions later, I can be reached at and I will be glad to answer your questions.

All forms of medical diagnosis and treatment--whether routine or experimental--
involve some risk or injury. In spite of all precautions, you might develop medical
complications from participating in this study. If such complications arise, the researcher
will assist you in obtaining appropriate medical treatment but this study does not provide
financial assistance for additional medical or other costs. Additionally, Stanford is not
responsible for research and medical care by other institutions or personnel participating in
this study. You do not waive any liability rights for personal injury by signing this form. For
further information, please call (415) 723-5244 or write the Administrative Panel on Human
Subjects in Medical Research at the Medical School Office Building, Room C-051, Stanford,
California, 94305. In addition, if you are not satisfied with the manner in which this study
is being conducted or if you have any questions concerning your rights as a study participant,
please contact the Human Subjects Office at the same address and telephone number.

YOUR SIGNATURE INDICATES THAT YOU HAVE READ AND UNDERSTAND THE

ABOVE INFORMATION, THAT YOU HAVE DISCUSSED THIS STUDY WITH THE
PRINCIPAL INVESTIGATOR AND HIS OR HER STAFF, THAT YOU HAVE DECIDED
TO PARTICIPATE BASED ON THE INFORMATION PROVIDED, AND THAT A COPY
OF THIS FORM HAS BEEN GIVEN TO YOU.

Signature of Participant Date

Signature of Investigator Date
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APPENDIX D

Interview Guides, Observation Guide,
and Individual Questionnaire
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FAMILY DEMOGRAPHICS

I.D. #

Respondent:

Age School Grade

Age at diagnosis

Family:

Age— Relationship

*ge— Relationship

*9°– Relationship

Age Relationship

Age— Relationship

Age—

Age— Relationship

Age— Relationship

Age— Relationship

Father's Occupation

Mother's Occupation

Parent(s)' Education:
Father

< High School
Some College
Graduate Education

Mother

< High School
Some College
Graduate Education

Relationship

Date

Diagnosis

Date of diagnosis

How do you rate your health?

Excellent

Excellent

Excellent

Excellent

Excellent

Excellent

Excellent

Excellent

Excellent

High School Graduate
College Graduate

High School Graduate
College Graduate

Good

Good

Good

Good

Good

Good

Good

Good

Good

Fair

Fair

Fair

Fair

Fair

Fair

Fair

Fair

Fair

Poor

Poor

Poor

Poor

Poor

Poor

Poor

POOr

Poor
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SEMI-STRUCTURED INTERVIEW

(Family group - Induction)

1. When did [child's] symptoms first appear? What was the first symptom? Subsequent
symptom(s)?

Probe: What was the first thing you noticed that made you think your child might be ill?

2. What kinds of major family events have occurred in your family in the last 6-12
months?

Probe: E.g., Father/Mother lost job; Grandparent ill; Major car accident, etc.



SEMI-STRUCTURED INTERVIEW 218
(Family group - 12 weeks)

Tell me what it has been like in your family since [child's] diagnosis?

What was the most challenging experience for your family since [child's] diagnosis?

What was the most difficult experience for your family since [child's] diagnosis?

What has been the most satisfying experience for your family since [child's]
diagnosis?

In general, what are the changes that have occurred in your family since the
diagnosis?

In general, how have things been the same in your family (since the diagnosis)?

I am interested in how what you do together as a family has changed since the
diagnosis. Recall the family routine statements you have just addressed:
a. Which of those have been different during the months since the diagnosis was

made?

b. Which ones have been the same?

c. Does your family do some things more often? Which ones? Why do you think
this is so?

d. Does your family do some things less often? Which ones? Why do you think this
is so?

Are there things I have not asked about or other things that anyone would like to
add?

2/22/91
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Communication
Other
Characteristics

Observation Guide for Family Processes

Father

Family Members

Mother Index

Child

Sib

#1

Sib

#2

Sib

#3

Sib

#4

Who participates?
initial presence
left interview

complete

Non-verbal

attending
posture
facial
withdrawn

playing
distracted
moved

Verbal

interruption
anger
supportive

Aside comments

Location of family
members in group
(in relation to
each other)



QUESTIONNAIRE
(Individual Family Members - 12 weeks) 220

I would like to know what each family member might add from a personal perspective. The
information you include here will be confidential and not shared with other members of
your family.

1.

10.

How do you feel about what has happened in your family since [child's] diagnosis?

How have your relationships with your [spouse/brother/sister/parents/other family
members] changed since [child's] diagnosis? How have they been the same? And
how have they been different?

Before [child] was diagnosed with [condition] what kinds of things did your family do
together?

What kinds of things did you do with individual family members, e.g.,
spouse/brother(s)/sister(s)/parents/other family members?

What kinds of things do you do now with other family members?

How are these things different for you now?

If this is different now, why do you think this is so?

Would you say that [child's] medical problems are very serious, somewhat serious,
or relatively mild?

Are there other things you would like for me to know?

Would you agree to being contacted by me again in the future for participation in
other studies?

2/22/91
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APPENDIX E

Correlation Tables

Individual and Family Variables
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MEPST1 MEPST3 FAMRT1 FAMRT2 FAMRT3 Legend
Famchall 0.3064 30 0.3940 30

CORRELATIONTABLES:

MEANS-ENDSSCORES,FAMILYCHALLENGEANDFAMILYROUTINESCORES

Famchal
2

0.4317 29 0.4796

Famchal
3
Famrt
1

Famrt? 0.2059–0.04.17
3030

-0.2494
30 0.2864 30 0.5215 30 0.1590 30

Famchall(2)(3)m=

Challengescores,Totalfamily,Times1,2,and3 MEPST1
=
FamilyMEPSscore,Time
1

MEPST3
=
FamilyMEPSscore,Time
3

Famrtl(2)(3)=

Challengescores,Totalfamilyroutinescores,Times1,2,and3

~

Famrt3 -0.2544 30
-0.5333

30
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